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Abstract  

 
Background: High numbers of individuals with autism traits are attending 
specialist gender services in Northern Ireland (N.I). The GIFTS (Gender 
Identity- Finding and Transforming Services) study examined the autism 
trait prevalence, mental health needs, care pathways and lived experiences 
of treatment seeking adolescents and adults.  
 
Methods:  GIFTS was a mixed methods study, using cross-sectional survey 
methodology, in depth interviews and pathways to care methodology to 
examine the lived experiences of individuals with gender dysphoria. While 
primarily focused on treatment seeking people, GIFTS also contained a 
small community sample outside specialist gender services.  
 
Results: Combined autism screening tools highlighted an autism trait 
prevalence of 17.2%. Over 50% of participants presented with high risk of 
suicidality, anxiety and previous experiences of multiple childhood traumatic 
events. There was a statistically significant difference between individuals 
with autism traits and other participants related to anxiety, depression and 
childhood trauma. Autism traits were associated with poorer mental health. 
Individuals with autism traits requested treatments like other participants. 
Interview date highlighted impression management and camouflaging 
strategies used by participants when they present to services. There was 
significant mistrust in services. The experience of gender services was 
dependent on an “an authentic presentation”  and this was more challenging 
for non-binary individuals.  Referral prior to lengthy waiting lists was a 
significant factor in the service experience of participants. 
 

Conclusions: GIFTS was the first ever study examining the needs of 
individuals living with gender related distress and autism traits in N.I. Many 
individuals with autism traits attending gender services are likely to have 
autism traits. Future planning for service delivery should incorporate 
strategies and environmental changes, which facilitate engagement for 
those with social communication difficulties. The needs of non-binary 
individuals have to be considered carefully in view of their marginalization in 
clinical services and in the wider society.  
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Chapter 1: Introduction 
 

1.1 Background 

This thesis outlines the GIFTS (Gender Identity- Finding and Transforming 

Services) study, a mixed methods clinical research study situated in the 

specialist gender services in Northern Ireland (NI).   

As a clinical nurse specialist working in the young person gender identity 

development service (Knowing Our Identity) I noticed a large increase in 

referrals of young people over the last five years. This trend was also seen 

in the adult population, with increased demands for the adult gender service 

(Brackenburn Clinic). It was notable that a striking proportion of the referrals 

to both specialist gender identity services appeared to have autism or 

autism traits, something not unique to NI, and also observed in specialist 

centres in Europe and North America. The reasons for this were unclear.  

 

Co-existing autism traits created additional challenges for clinicians during 

assessment for gender affirming interventions - frequently related to 

individuals engaging in reciprocal verbal conversations with staff, which 

many found difficult. During assessments I found many adolescents 

presented with more unusual histories of gender related distress, which 

nonetheless made sense when their autism traits were taken into 

consideration. Young people frequently complained about not being taken 

seriously by family members or healthcare professionals, with others 

viewing gender dysphoria as an obsessional interest forming part of the 

young person`s autism traits, resulting in delays accessing specialist gender 

services (sometimes after being denied access to services on previous 
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occasions. Some young people even described being told that they would 

never be able to access specialist gender services due to their autism traits. 

This created concerns for me that an unknown number of young people and 

adults were unable to access services altogether.  

 

There was a clear need to increase our understanding of the needs of 

individuals presenting with additional social communication difficulties and 

to develop responsive, person-centred services. This complex area required 

research to  improve clinical pathways, skills and knowledge for clinicians  

and flexible treatment options for those with additional autism traits. 

Furthermore it was unclear if treatment seeking individuals with autism traits 

were able to access care from specialist gender services and if the care 

provided was holistic, taking into account potential social and 

communication challenges.  

It was clear however, that there was a need to understand the social and 

psychological factors associated with this phenomenon, the referral 

pathways, decision-making processes and mental health outcomes for 

individuals with gender dysphoria. Young people I saw presented with 

significant mental health needs often as a consequence of not being able to 

access gender affirming interventions at an earlier stage. Suicidality and 

previous suicide attempts were unfortunately often part of young people`s 

mental health histories.  
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With relatively little autism research activity in NI and, to my knowledge no 

research that previously explored autism traits and gender dysphoria, there 

was a clear gap in research knowledge.  

The GIFTS study proposal was developed in conjunction with my 

supervisors at Ulster University and submitted as part of the 2016 HSC 

R&D Doctoral Fellowship scheme offered by the Public Health Agency NI.  

I was fortunate to receive funding to conduct this clinical research study on 

a full-time basis through the 2016 HSC R&D Doctoral Fellowship 

(EAT/5219/15).  My clinical background in the young person`s gender identity 

service and good working relationships with colleagues in the adult gender 

service put me in a good position to complete a health service based 

research study.  

 

As a mixed methods study, GIFTS aimed to further explore the relationship 

between autism traits and gender dysphoria.  

While anecdotal evidence from clinical services highlighted high numbers of 

treatment seeking individuals with autism or autism traits, the prevalence in 

NI was unknown. This issue was addressed in GIFTS by estimating the 

prevalence of autism traits in treatment seeking adolescents and adults 

attending NI specialist gender services. This was completed through a 

cross-sectional survey, which collated a number of mental health outcome 

measures – with results highlighting significant mental health needs while 

also identifying more vulnerable subgroups of the treatment seeking 

population. 

 



15 
 

The study also examined the pathways and mental health outcomes for 

people referred to specialist gender services in NI. This examination 

included  the decision-making processes and experiences related to the 

referral pathway and attendance at services from the perspective of the 

service user and clinical services. This was the first time information in 

relation to referral patterns, referral processes, waiting times and duration of 

attendance at specialist gender services in NI was collated. This information 

accessed from clinical notes allowed comparisons between those with 

autism traits and others seeking treatments.  

 

The experience of living with gender related distress in NI was captured 

through in depth interviews of a selection of individuals seeking treatments 

and a small community sample of individuals not accessing specialist 

gender services. Analysis of interviews highlighted the distress experienced 

by participants, their experience of living authentic lives and how their own 

authenticity impacts on their experience of specialist gender services.  

Throughout the study, participants offered suggestions in which services 

could be improved in the future. The study’s findings will be of benefit to 

service users and their families and will inform the development of person-

centred gender identity services in NI and elsewhere.  

The following paragraphs provide a more detailed overview of each chapter 

of the thesis. 
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1.2. Chapter Overview 

 

1.2.1 Background chapter 

This puts GIFTS in the context of the societal, medical, legal and political 

influences around which the discourses related to transgender health care 

form. Few other parts of the health service attract as much controversy as 

the care of individuals seeking gender affirming interventions - ranging from 

viewing it as a ‘lifestyle choice’ which should not be supported by public 

finances, to those who argue for its depathologisation, arguing for informed 

consent without necessary intervention of mental health professionals.  

 

It provides a detailed overview of the current standards of care and situates 

the study in the context of previous research in this specialty. It examines 

gender related distress and its possible alleviation in the new ICD-11 

classification (WHO, 2020), signalling a move towards depathologisation 

and while welcomed by campaigners and clinicians, leaving future role of 

mental health professionals unclear.  

The role of mental health professionals in the assessment of individuals 

prior to gender affirming interventions is not without controversy, particularly 

when such assessments are used to exclude individuals from interventions 

(it is addressed separately through a published systematic review detailed 

in chapters 4 and 7). It explores population estimates of individuals 

identifying as trans, highlighting that this is not a niche issue, but something 

related to a potentially larger population of individuals experiencing gender 

incongruence who never seek treatment.  
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The care of transgender individuals is situated in developments within both 

the LGB&T and the transgender rights movement. I examine the major 

developments in feminist theory, queer theory and disability theory, 

providing a context for understanding current challenges and well publicised 

divisions, in particular between TERFS (trans exclusionary feminists) and 

transwomen over women-only spaces.  

 

1.2.2 Cross-sectional study methodology 

This briefly outlines the ontological, epistemological and methodological 

assumptions informing the mixed-methods approach in GIFTS. A pragmatic 

approach was taken to ensure that the methodology was best able to 

answer the research questions. The benefits of involving experts-by-

experience is outlined (specifically their role in planning and how their 

positions within the trans community enabled me to gain access to a hard-

to-reach group), and also ensuring that GIFTS was culturally sensitive, 

asking questions relevant to the trans population.  

It also outlines the cross-sectional nature of the survey and its component 

parts, focussing on establishing a robust prevalence of autism traits in 

treatment seeking individuals through combining three autism screening 

tools (to my knowledge this has never been attempted before).  

 

It also outlines the quantitative methodology: selected mental health 

screening tools established the proportion of individuals with poor mental 

health and those who are at higher risk of suicidality. The rationale for this is 

based on previously described mental health vulnerabilities for trans 
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individuals, which can co-exist with their gender dysphoria (either a result of 

their gender dysphoria, or of more general minority-related distress).  

 

1.2.3 Methodology systematic review and pathways to care 

The systematic review in this thesis addresses the question of diagnostic 

accuracy of psychometric tools for the assessment of personality and 

personality disorders in treatment seeking individuals. Diagnostic accuracy 

reviews are relatively rare in mental health but are well-established in 

comparing the efficacy of diagnostic tests in physical healthcare. Personality 

disorders carry significant stigma for individuals and the relationship 

between personality disorders and gender dysphoria is particularly fraught.  

The pathways to care methodology chapter outlines how this approach was 

used to gain insight into the journey of each participant to specialist gender 

services: waiting times to first appointment; assessment and treatment 

experiences at the service; and treatment outcomes This was based on 

chart reviews only and did not include interviews with family members or 

others.  

 

1.2.4  Qualitative methodology  

The qualitative methodology chapter outlines the recruitment process, into 

both the cross-sectional survey and a subsequent in-depth interview,  and 

also recruitment of a small community sample of individuals living with 

gender related distress (but not attending services). The involvement of the 

experts-by-experience and close working partnership with local trans 
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organisations played a key role in this, in particular for the community 

sample, a group about which very little is known. The local nature of the 

study created interest within the trans community and word-of-mouth about 

participation through online community forums or community meeting 

spaces ensured a wide range of participants.  

It also allows an opportunity to discuss the reflexive nature of the study - in 

particular my position as a known clinician in the young person`s service, 

and how this influenced my role as researcher. Interviewees were selected 

to reflect the lived-experience of gender related distress.  

 

1.2.5 Quantitative results  

In this chapter a full analysis of the cross-sectional study results is provided, 

including autism trait prevalence. We also compare these with the 

diagnostic information provided in the clinical notes (highlighting the 

reasons behind their differences). Participants welcomed any feedback 

related to their screening scores - with some who were pursuing adult 

autism assessments using the derived screening results,  thus providing an 

immediate benefit for those who had not been able to have autism 

assessments prior to the study.  

 

An analysis of the mental health screening tools highlighted significant 

anxiety, depression, suicidality and experiences of childhood and recent 

trauma for participants. This was also reflected in the case notes by the 

documented involvement of other mental health teams for some 



20 
 

participants. Suicidality was mainly related to past events, with participants 

reporting reduced risks of future suicidality based on their involvement with 

specialist gender services. This was frequently related to participants being 

able to access interventions and thus being able to see a future for 

themselves. A comparison between those with and without autism traits 

highlighted an increased vulnerability for anxiety and depression for those 

with autism traits and a reduced likelihood to disclose previous traumatic 

events. The implications of these findings are described in detail in the 

chapter.  

 

1.2.6 Results systematic review and pathways to care 

This chapter provides detailed analysis of studies included in the systematic 

review, including a risk-of-bias assessment of each study and a diagnostic 

accuracy comparison between the psychometric tools used to assess 

personality and the standard assessment of clinical interview. The 

sensitivity and specificity of each tool are calculated and comparisons 

between diagnostic test and standard assessment test are made. It also 

addresses the difficulties associated with establishing diagnostic accuracy 

in mental health studies, and issues around using gender normed 

personality assessment without diagnostic comparison tests in this 

population is also addressed.  

 

The pathways to care results provide detailed information about the referral 

agents to specialist gender services and the waiting times participants 

experienced before their first assessment. Participant involvement with the 
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service is measured in years and highlights lengthy involvement with clinical 

services, which appears to be associated with internal waiting lists for 

gender affirming interventions which clinicians in the adult gender service 

have no control over. This may also be a reason for the adult service 

reaching capacity as individuals are frequently unable to leave the service 

due to delays in their treatment journey.  

 

1.2.7 Qualitative results 

Detailed analysis of the interview data provides insight into the lived 

experiences of participants. Qualitative results are provided in three  

connected chapters: (i) the experienced authenticity of participants is 

described, with interview data analysed using a sociological perspective  to 

explore how participants understand their own authentic selves, and how 

this relates to others. (ii) The performative element of gender is explored 

further in relation to how participants feel that they have to present to 

services. (iii) The service experience of participants and how their 

authenticity impacted on how their view of specialist gender services is 

explored in the last part of the qualitative results chapter.  

 

1.2.8 Discussion and conclusion 

This outlines the unique contribution of this study to this specialist field. The 

main results are reviewed and compared with other research. Because 

using a combination of autism screening tools makes direct comparison 

difficult, I compare with single measure screening tools. It explores reasons 

for the autism trait prevalence, including alternative explanations of the 
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results and what this might mean to clinical services. Recommendations for 

future service provision are made; and the importance of increasing 

knowledge and awareness of autism traits and gender related distress in 

particular for clinicians in adult mental health services is stressed  - and 

highlighted as a potential factor in increasing recognition of autism traits and 

timely referral. I discuss the implications for suicidality it this group- who 

might deny mental health difficulties to clinicians for fear of being denied  

interventions. The discussion of qualitative results highlights the struggles of 

many participants to make sense of their authentic selves and the even 

greater struggles to convince others of their authenticity. For some 

participants this included compromising on their own authenticity in order to 

access treatments more easily. For non-binary participants there were 

significant struggles of navigating life in a binary society but their perception 

of services working in binary models of transition made service engagement 

even more difficult. Service recommendations for non-binary individuals are 

outlined further in the discussion chapter.  

 

GIFTS was the first study which explored the prevalence of autism traits, 

mental health needs, lived experience and service experience of individuals 

in NI. Findings only provide a limited baseline in our understanding of this 

population and more research is urgently needed in this area. The need for 

further research was highlighted by many participants themselves during 

the study and future research needs to be relevant to participants and be 

culturally sensitive. Recommendations for further research studies are 

detailed in the discussion chapter.  
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Chapter 2: Background 

2.1 Gender and gender identity 

While gender is often seen as the same as biological sex, here it refers to 

the social construction of personality characteristics, rather than physical 

characteristics that are perceived to be masculine or feminine (Sheppard 

and Mayo, 2013). It can also be described as a sense of self regardless of 

external genitalia (Gender Equity Resource Centre, 2012). Western culture 

continues to be shaped by cisgender binary notions of gender, observable 

everywhere from toys marketed either for boys or girls to gendered clothes 

and toilet or changing facilities.  

 

Cisgenderism, as opposed to transgenderism, is based on the idea that 

gender is directly related to biological sex assigned at birth. While in many 

cultures and places around the world, gender is viewed along a range of 

different categories (Peletz, 2009) and shifts in gender across a lifespan are 

seen as normal (Amadiume, 1998), a binary view of gender fixed to 

biological sex persists as a dominant view in many Western cultures 

(Blumer et al., 2013).  

Cisgenderist ideology views biological sex as the overarching, permanent 

category and views gender as externally assigned rather than self-identified 

(Blumer et al., 2013). Based on a cigenderist view, those whose self-

identified gender does not match their biological sex assigned at birth are 

labelled transsexual or transgender.  
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Gender identity is usually shown through the individual`s gender role 

behaviour (Beek et al., 2016). Transgender studies developed from queer 

theory and post-modern theory to explore the concepts of sex, gender and 

identity further (Stryker, 2006). Transgender studies have focused on 

transgender identities and experiences, question the gender binary and 

opened debates about trans-spectrum communities (Yost and Smith, 2014).  

 

Historically, individuals in many cultures have identified themselves as 

outside the binary male-female gender representations and several cultures 

recognise and celebrate an additional third gender (Hossain, 2017, 

Meyerowitz, 2002). This contrasts with developments in Western societies 

over the past decades related to gender dysphoria and gender identity 

disorder classifications. Within many western societies, the evolution of the 

gender binary and the separation of male and female (Richards et al., 2015) 

has led to anyone transgressing from prescribed identities as being labelled, 

which evolved over time into descriptions of paraphilia or disorder 

(American Psychiatric Association, 1980).  

 

The advantages and disadvantages of labelling and diagnosing gender 

related distress have been explored comprehensively in the literature 

(Richards et al., 2015) and recent developments in the ICD-11 have 

reclassified gender dysphoria from the mental health diagnostic system to 

conditions related to sexual health (Winter et al., 2016a). For many 

countries offering insurance-based healthcare, classifications of some sort 
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are required to ensure access to psychological and physical interventions 

for individuals.  

The trans de-pathologisation movement has campaigned for state-funded 

access to health care based on a human rights framework (Davy et al., 

2018), the basis of which was established in the Yogyakarta Principles 

(O`Flaherty, 2015). Of particular importance is the right to dignity, self-

determination, bodily integrity and protection from medical abuse, all of 

which allows prevailing power structures in transgender healthcare to be 

challenged.  

 

In line with this reclassification transgender health is moving from a disease-

based to an identity-based model (Bockting, 2009). While there has been 

significant research and clinical interest focused on understanding those 

who identify outside binary gender structures, the importance of avoiding 

over-researching certain groups (Richards et al., 2014) and asking what has 

not been done before (Riggle et al., 2011) is vitally important.  

 

2.2 Gender Dysphoria 

Gender dysphoria refers to the distress experienced due to the 

incongruence between a person’s inner perception of their gender and an 

incongruous bodily reality. Symptoms of gender dysphoria include strong 

and persisting cross-gender identification and a desire to be of the other 

gender (de Vries et al., 2011). This can include distress associated with 

specific body parts of the birth gender and distress associated with having 

to dress or act in ways associated with the birth-assigned gender role.  

file:///C:/Users/Katrin%20Lehmann/Documents/RD_DocFellowship_2016_ApplicationFormKatrinLehmannrevisedversionhighlights.doc%23_ENREF_7
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The experience of gender related distress is unique to each individual and, 

based on clinical observations, can manifest in very different forms 

(Lehmann et al., 2020). The treatment of gender related distress is based 

on World Professional Organisation for Transgender Health (WPATH) 

guidance (Coleman et al., 2012).  

 

Currently, after careful psychological assessment, medical interventions for 

adolescents and adults are available (Lehmann et al., 2020). The need for a 

comprehensive psychological assessment may change in the future based 

on the recent reclassification of gender related distress under the categories 

of conditions related to sexual health in the latest version of ICD-11 (Reed 

et al., 2016).  

Cross-sex hormone treatment can be prescribed to some gender dysphoric 

adolescents between the ages of sixteen and eighteen years, and 

suppression of puberty by means of gonadotropin-releasing hormone 

blockers can start once early puberty stages have been reached.  

Puberty suppression is largely reversible. Therefore, adolescents who 

experience gender dysphoria can be given time to explore their assigned 

gender without recourse to irreversible physical changes. Adults can also 

access gender affirming surgical interventions.  

 

Some individuals with gender incongruence may not experience distress or 

have a wish to live as the other gender (Cohen-Kettenis and Pfaefflin, 

2010). How gender dysphoria is conceptualized has changed dramatically 

over time and with controversy (Beek et al., 2016). To this day little 
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evidence supports biological or psychological theories on gender dysphoria 

with societal and political debates continuing to be highly polarised (Thomas 

et al., 2017). Little is currently known in relation to when and how individuals 

present to gender services and how they experience the service offered to 

them. These issues are explored further in chapters 9 and 10 of this thesis.   

 

2.3 Outcomes of treatment for gender dysphoria  

Recent press coverage, particularly related to the medical treatment of 

young people who experience gender related distress, has created a 

debate in which some have cautioned against the treatment of gender 

dysphoria for anyone below the age of 18 years, by comparing it with child 

abuse (WPATH, 2019). This movement has been mirrored in the United 

States with some states considering a ban on gender affirming treatments 

(WPATH, 2019).  

A recent joint statement by the World Professional Association for 

Transgender Health in conjunction with the US and European Professional 

Organisations for Transgender Health (WPATH, 2020) has cautioned that 

withdrawing evidence-based care for all transgender youth is a clear abuse 

of administrative and legislative power, which could drive individuals to seek 

services from providers who are willing to ignore validated protocols and 

standards of care. This polarised debate of gender affirming care for young 

people and adults has been further exacerbated by anecdotal evidence of 

rates of regret after medical or surgical treatment.  
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Research on the outcome of gender affirming surgery is an area which has 

received more focus than outcome of medical affirming interventions. This 

should not suggest that all individuals who experience gender related 

distress want to access medical or surgical interventions.  

 

Research on the outcomes of surgical gender affirming interventions are 

limited by a number of factors: (1) lack of appropriate control groups, (2) 

high levels of loss to follow-up, (3) selection biases in subject recruitment, 

(4) lack of randomization in treatment groups, (5) limited information on 

mental health before treatment, (6) lack of consistency with hormonal or 

surgical treatments, (7) lack of longitudinal data, (8) combining individuals 

with different elapsed time periods since surgical treatment, (9) clinicians 

conducting research also approved gender affirming treatments, (10) lack of 

validated standardised assessment tools, (11) combing different patient 

sub-groups in studies and (12) different definitions of outcome success or 

failure (Carroll,1999).  

Another factor which creates difficulties in the assessment of outcomes is 

related to studies focusing on binary outcomes of transman and 

transwomen without accounting for the experiences of gender affirming 

interventions for non-binary people. Other authors have differentiated regret 

related to gender affirming treatment, as minor regret and major regret (the 

wish to de-transition) (Pfafflin, 1993). Major regret is rare and has been 

associated in other studies with psychological morbidity and poor social 

support (Gijs and Brewaeys, 2007).  
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The potential for regret, focused clinicians’ efforts into identifying potential 

factors which could predict a poor outcome or even major regret. In this 

context psychometric assessment tools have been used to assess the 

baseline functioning of individuals requesting gender affirming interventions. 

As part of this assessment process, the assessment of personality in 

transgender individuals has been studied extensively (Bodlund et al., 1993; 

Duišin et al., 2014; Gomez-Gil et al., 2008). Baseline screening of 

personality features has led to the exclusion of individuals from gender 

affirming treatments.  

 

The accuracy of psychometric tools in the assessment of personality in 

individuals seeking gender affirming interventions has never been 

systematically studied before. This gap in the literature was addressed 

through a published systematic review (Lehmann and Leavey, 2019) based 

on a systematic review protocol (Lehmann and Leavey, 2017: PROSPERO 

CRD42017078783). The systematic review methodology and results are 

described in chapters 4 and 7, highlighting difficulties in using psychometric 

tools based on cisgender male or female norms and comparing the 

accuracy of personality disorder diagnosis between psychometric tools and 

clinical assessments.  

 

2.4 Population estimates 

Research studies describing the experiences of individuals who identify as 

transgender, gender non-conforming or gender questioning mainly focus on 

those seeking gender affirming interventions from health services. This is 
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partly because these individuals can be recruited more easily. This 

particular group of individuals may represent the experiences of those 

seeking gender affirming services, but their needs may not be reflective of a 

potentially larger group of individuals who are not accessing services.  

 

At present, very little is known about individuals accessing specialist gender 

services and even less is known about those outside specialist gender 

services. This includes the reasons for seeking or not seeking interventions, 

why certain interventions are requested and how individuals navigate life in 

a binary gendered society. Individuals may have unique unknown 

challenges which require further understanding, in particular those who are 

waiting for oversubscribed gender services may find this process difficult 

(Lewis et al., 2017).  

 

Meier and Labuski (2013) highlight general difficulties in measuring the 

transsexual and transgender populations due to trans sensibility and lack of 

agreed standardised criteria of who should be included in the population 

and difficulties finding individuals who are often largely invisible. The 

transgender population is not a homogenous group of people.   

While some individuals seek gender affirming treatments from specialist 

gender services, other individuals decide to: (1) live with their incongruence 

without transitioning socially, (2) transition socially without accessing gender 

affirming interventions or (3) access physical interventions from the non-

medical providers (Winter et al., 2016b).  
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Recent transgender population studies have been undertaken in the UK 

(Glen and Hurrell, 2012) , the US (Conron et al., 2012), the Netherlands 

(Kuyper and Wijsen, 2014), Belgium (Van Caenegem et al., 2015) and New 

Zealand (Clark et al., 2014). Studies highlight an overall prevalence 

regardless of sex assigned at birth of between 0.5% and 1.2 %. 

Stratification based on sex assigned at birth provides a population 

prevalence for assigned male at birth (AMAB) individuals of between 0.5% 

(Conron et al., 2012) and 1.3% (Clark et al., 2014).  

For assigned female at birth (AFAB) individuals, the population prevalence 

reported is between 0.4% (Conron et al., 2012; Glen and Hurrell) and 1.2% 

(Clark et al., 2014). The sample in the study by Clark et al. (2014) 

comprised high school students.  

 

It is difficult to know if sampling high school students rather than a cross-

section of adults impacted on prevalence rates, as high school students by 

definition represent a particular group of the population rather than the 

whole population. Winter et al (2016b) calculated that, based on the lower 

transgender prevalence estimates of 0.5% (Conron et al., 2012) and a 

global population of 5.1 billion over the age of 15 years based on the US 

Census in 2011, the worldwide population of transgender people would be 

approximately twenty-five million. Within Great Britain, it has been 

suggested that between one in 50 and one in 100 individuals are 

questioning their gender (Torjesen, 2018).  
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2.5 Specialist Gender Services in Northern Ireland 

With a population of 1.81 million usual residents (NISRA, 2012), Northern 

Ireland has two dedicated regional specialist gender services, one for 

children and young people and another service for adults based in Belfast 

under the governance of Belfast Health & Social Care Trust. Demand for 

both services has increased in line with demand for specialist gender 

services across Great Britain and the current waiting time for the regional 

adult service is over two years (Royal College of General Practitioners, 

2019).  

Young people who reach the age of eighteen years are transferred from the 

adolescent to the adult specialist gender service. Individuals who move 

away from Northern Ireland are referred to their preferred local service in 

Great Britain. Individuals in Northern Ireland can access hormonal 

interventions locally but access to gender affirming surgical interventions is 

arranged on a case by case basis outside Northern Ireland.   

 

2.6 Autism/ Asperger`s syndrome 

Like gender dysphoria, autism has been understood within a medical model 

as a disorder within the DSM and ICD classification system (American 

Psychiatric Association, 2013; World Health Organisation, 2019). Here 

autism, incorporating Autistic Spectrum Disorders and Asperger`s syndrome 

according to Williams et al., (2006) is characterized by qualitative 

impairment in social interaction and communication skills, as well as 

stereotypic behaviors and limitations on activities and interests.  
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Williams et al (2006) highlighted difficulties when comparing prevalence of 

autism due to high levels of heterogeneity, differences in diagnostic criteria 

used, different age groups screened and location of studies. Studies 

situated in urban areas were linked with higher autism prevalence, which 

may relate to improved access to diagnostic services. A UK-based study 

estimated a prevalence rate of 116/10,000 among children aged 9 to 10 

years old (Baird et al., 2006).  Recent school census figures for Northern 

Ireland indicate an autism prevalence of 2% in the school-aged population 

(DHSSPS, 2014). However, the estimated prevalence of autism has 

increased by 67% between 2008/2009 and 2013/2014 (DHSSPS, 2014).  

 

This increase in diagnostic rates may relate to improved access to 

diagnostic assessments, increased professional knowledge and skills in 

detecting social and communication difficulties, increased awareness 

among parents, widening of diagnostic criteria and increased 

acknowledgement that autism can occur alongside other conditions (Baron-

Cohen et al., 2009).  

 

Social outcomes for young people with autism are relatively poor; few are in 

paid employment or have friends or intimate relationships (Rosenblatt, 

2008; Howlin et al., 2004); and social isolation and high dependence are 

highly prevalent in this group. Thus, Brugha et al. (2009) and Howlin et al 

(2004) found that most were single, on welfare benefits and/or living in 

social housing. Additionally, most were under-supported by social, 

educational, welfare and health services. Other research suggests that 
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young adults with autism who were not involved in further or higher 

education, employment (supported or unsupported) or day-care activity had 

the lowest quality of life (Billstedt et al., 2011). Taylor and Seltzer (2011) 

found that lack of structure/routine and less availability of family resource 

negatively impacted on adult outcomes.  

 

However, it is important to acknowledge that the diagnosis of autism is 

based on a multidisciplinary multimodal assessment (National Institute for 

Healthcare Excellence, 2012). Autism traits can be assessed using a 

number of screening tools, which can identify those with higher likelihood of 

autism features (Lehmann et al., 2020).   

Within the literature some have questioned whether the neurological 

differences in autism or Asperger`s syndrome have been socially 

constructed and presented as a disorder (Molloy and Vasil, 2002). This 

debate is based on the classification history of Asperger syndrome in 

particular, which has been included in DSM-III (American Psychiatric 

Association, 1994) under the term pervasive developmental disorder, 

separate from autism.  

 

Differences in diagnostic criteria between them relate mainly to language or 

cognitive delay: with none specified with Asperger`s syndrome (Molloy and 

Vasil, 2002). Both have been dominated by theories of mind deficit and 

pathological deviance from expected developmental norms (Milton, 2012). 

Using a medical approach to a developmental issue has been criticised on 

the basis that others tend to view the individual through a diagnostic lens, 
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thereby limiting expectations of the diagnosed individual as a result (Molloy 

and Vasil, 2002). 

 

Theory of mind or the ability to empathise with others is regarded as lacking 

in individuals with autism or Asperger`s syndrome. This refers to an inability 

of the autistic person to appear to have an understanding of what the non-

autistic person is thinking or feeling. Milton (2012) suggests that encounters 

of empathy are often perceived as threatening for the autistic person. It has 

been suggested therefore that empathy as a concept is bi-directional - 

located both in the autistic and non-autistic person as a double empathy 

problem (Hacking, 2009). While autistic people may struggle to understand 

and empathise in social situations, non-autistic individuals in these same 

social situations may also lack insight - into the minds and culture of 

individuals with autism (Milton, 2012). In this context Chown (2014) argues 

that autistic individuals can have empathy with other similarly autistic minds, 

just as non-autistic individuals have with others who are non-autistic. 

Unfortunately, a normative societal culture puts pressure on autistic 

individuals to develop an understand of non-autistic minds in order to 

survive in society (Milton, 2012). 

 

Recent studies highlight that some individuals with autism use specific 

coping strategies, such as camouflaging in social situations. (Gould and 

Ashton-Smith, 2011; Kopp and Gillberg, 2011). Camouflaging includes 

hiding behaviours associated with autism from others while trying to appear 

socially competent (Hull et al., 2017). Examples include deliberate and 
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sustained efforts to make eye contact with others as this is expected during 

social encounters or studying and copying facial expressions of others. 

While non-autistic individuals are also concerned about how others might 

perceive them camouflaging, unlike common reputation management (Hull 

et al., 2017), is extremely effortful and challenging to identity (Bargiela et al., 

2016). Camouflaging behaviours have been considered as potential factors 

in late or missed diagnoses of AFAB individuals (Gould and Ashton, 2011). 

The sex ratio in autism diagnoses in clinical samples are reported to be 

around 4:1 for AMAB individuals to AFAB individuals (Fombonne, 2009), 

reducing to 3:1in the general population, the difference between clinical and 

general populations suggesting that AFAB individuals are less likely to 

receive a timely clinical diagnosis (Hull et al., 2017).  

 

2.7 Prevalence of gender dysphoria and autism traits  

Specialist gender services have experienced a marked increase in referrals 

over recent years (Fielding and Bass, 2018). In line with increased demand 

for services, prevalence of gender dysphoria and autism has also increased 

(Arcelus et al., 2015; Lai et al., 2014). Of particular interest to this study, is 

the high proportion of people with gender dysphoria referred to the young 

person’s gender identity development service and adult gender service in 

NI, who also appear to have autism or autism traits. Higher prevalence of 

autism may relate to improved access to diagnostic services and increased 

awareness of autism features among clinicians and the general public. 

Alternatively, higher visibility and tolerance towards transgender individuals 

in conjunction with a widening of diagnostic criteria may explain the 
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increase (van der Miesen et al., 2016).  

Several previous research studies have examined the prevalence of autism/ 

autism traits in individuals seeking gender affirming treatments, but studies 

using robust diagnostic procedures or tools are often based on limited 

numbers of participants, while larger studies limit the validity of an autism or 

gender dysphoria diagnosis (Glidden et al., 2016). Differences between 

prevalence rates are also based on the use of different autism screening or 

diagnostic tools and differences in criteria used to define autism or gender 

dysphoria.  

 

2.8 Gender dysphoria and autism- case studies 

The co-existence of gender dysphoria and autism has been described in  

various studies (Williams et al., 1996; Landén and Rasmussen, 1997; 

Mukaddes, 2002; Gallucci et al., 2005; Kraemer et al., 2005; Tateno et al. 

2008; Perera et al., 2011; Jacobs et al., 2014; Lemaire et al. 2014 ; 

Parkinson 2014; Tateno et al. 2015). Case studies are particularly useful, 

especially when the boundaries between a phenomenon and context are 

not obvious (Yin, 2009).  Case studies of single individuals or pairs of 

individuals with gender dysphoria and autism highlighted this phenomenon 

and the need for further research to others.   

 

In recent years, while larger scale research studies have been conducted in 

this area, they are too heterogenous. Thus, the use of different diagnostic or 

screening tools for the assessment of autism or autism traits and whether 

studies used a control group or not, renders their findings difficult to 
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compare. Moreover, these studies focus on children or adolescents rather 

than adults. While initially seen as rare, it has become clear that many 

individuals with gender dysphoria and autism seek gender-affirming 

treatments in specialist centres across the world.  

 

Several recent systematic (Glidden et al., 2016) and narrative reviews (Van 

Der Miesen et al., 2016) highlight the co-occurrence of autism and gender 

dysphoria, with Øien et al. (2018) providing a systematic map review of 

autism, sexuality and gender dysphoria. In view of these recently published 

reviews, the systematic review in this study focused on another important 

aspect related to the accuracy of assessment tools. A brief overview of the 

current literature on autism and gender dysphoria below provides context 

for this study and allows for comparison of results between this study and 

other studies in subsequent chapters.  

 

2.9 Gender dysphoria and autism- studies of young people 

De Vries et al. (2010) conducted a cohort study in the Netherlands, with 204 

adolescents, which used DISCO, a validated diagnostic assessment tool 

completed with parents, as part of a multidisciplinary diagnostic assessment 

to establish an autism diagnosis. This reported an autism prevalence of 

7.8% among young people with gender dysphoria seeking gender affirming 

treatments, nearly ten times that of the general population (Lehmann et al., 

2020). There was no control group in the study. This study provided a 

robust assessment of autism, but the use of diagnostic assessment 

interviews by trained clinical diagnosticians required significant time and 
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service resources (Lehmann et al., 2020). Di Ceglie et al. (2014) conducted 

a case-control study using the parent completed empathising and 

systemising quotients (Baron-Cohen et al., 2009) in a sample of thirty-five 

adolescents with gender dysphoria and 156 adolescent controls from the 

general population. The study reported lower empathy levels amongst 

AFAB individuals and suggested that those experiencing gender dysphoria 

might benefit from additional social skills training to develop empathy (Di 

Ceglie et al., 2014). While this study was unable to report autism trait 

prevalence, the exploration of empathy levels in autism added to the 

understanding of needs in individuals presenting to clinical services 

(Lehmann et al., 2020).   

 

Skagerberg et al., (2015) and VanderLaan et al., (2015) conducted studies 

using the parent completed social responsiveness scale (SRS): the former, 

a case-control study with 166 parents of children and adolescents 

referred due to gender dysphoria - reported no significant differences 

between mean SRS scores of cases and controls; and the latter, a cohort 

study with forty-nine parents of gender referred children who completed the 

Social Responsiveness Scale (SRS), did not report autism trait prevalence 

directly, but suggested that increased birth-weight was predictive of 

increased autism traits, and that increased autism traits were predictive of 

increased gender non-conformity in children (Lehmann et al., 2020).  

 

Strang et al. (2014) found that children and young people with autism were 

7.6 times more likely to have gender variance compared to non-referred 
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controls. Kaltiala-Heino et al., (2015) conducted a cohort study using chart 

review data of forty-seven adolescents attending a specialist gender clinic in 

Finland and reported that 26% had a previous diagnosis of autism recorded 

in their clinical chart. Van der Miesen et al., (2018) conducted a study with 

parents of 490 children with gender dysphoria, 2507 parents of neurotypical 

children and parents of 196 children with autism using the Children`s Social  

Behaviour Questionnaire (CSBQ), reporting elevated levels of autism traits 

in children with gender dysphoria (Van der Miesen et al., 2018).   

 

2.10 Gender dysphoria and autism- studies of adults 

Jones et al., (2012), using the self-report Autism Quotient (AQ) (Baron-

Cohen et al., 2001), conducted a case-control study using an online survey 

of 194 adults’ transgender individuals recruited from an NHS Gender 

Identity Clinic website. The comparison groups in this study consisted of 

174 individuals from the general population and 125 individuals with a 

known autism diagnosis (Lehmann et al., 2020). Prevalence of autism 

symptoms were 13.6% for AMAB individuals and 21.3% for AFAB 

individuals, higher than for other studies: however, this study had used a 

lower cut-off point to define a broader autism phenotype (Lehmann et al., 

2020). Pasterski et al., (2014) also used the self-report AQ in a clinical 

sample of ninety-one adults and a control group of 840 university students 

and reported that 5.5% of their clinical sample scored in the range 

suggestive of an autism diagnosis.  
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Heylens et al., (2018) undertook a cross-sectional study in a sample of sixty 

three treatment seeking adults using the Social Responsiveness Scale 

Adults (SRS-A), the Autism Quotient (AQ), and  clinical chart data of 532 

adults referred to a specialist gender service over a five year period: based 

on the SRS-A, 27. 1% of gender referred individuals scored within the range 

of mild/moderate/severe difficulties in relation to social responsiveness and 

4.8% scored within a range suggestive of an autism diagnosis (Lehmann et 

al., 2020). The clinical chart data highlighted that 6.0% of individuals 

attending the service over a period of five years had a certain autism 

diagnosis (Lehmann et al., 2020). Nobili et al’s., (2018) case-control study 

of 656 treatment seeking transgender adults and matched cisgender 

community controls using the Autism-Quotient- Short (AQ-Short), reported a 

36.3% prevalence of autism traits in treatment-seeking adults and 33.2% in 

cisgender community controls, with no significant difference between the 

groups.  

 

2.11 Potential hypotheses- gender dysphoria and autism 

There may be an underlying familial and genetic association between 

gender dysphoria and autism (Gomez-Gil et al., 2010; Heylens et al., 2012) 

but evidence on the nature of the relationship between these conditions is 

negligible. The extreme male brain theory suggests that individuals with 

autism have patterns of behaviour and empathy closely resembling male 

patterns (Baron-Cohen, 2001). Studies exploring the extreme male brain 

theory have identified lower empathy levels and higher levels of autistic 

traits in AFAB individuals suggestive of patterns more in line with male 
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patterns (Di Ceglie et al., 2014). Rigidity related to an autism diagnosis has 

been suggested as a potential explanatory factor, with individuals not 

reaching levels of flexibility required to deal with gender variant feelings (De 

Vries et al., 2010). Relationships between obsessions in gender dysphoria 

and autism have also been described (Parkinson, 2014).  

 

VanderLaan et al., (2014) reported that AMAB children indicated more 

obsessional interests in gender-related and non-gender related areas. It has 

also been suggested that social impairments associated with autism are not 

related to autism per se but to stress related to having both sexual minority 

status and stigma (Holt et al., 2016; Skagerberg et al., 2015).  

 

Recent evidence suggests high rates (25%) of childhood maltreatment 

among transgender patients, whereby those with a history of maltreatment 

had greater dissatisfaction with their body and worse mental health (Hoover, 

2015). It may be that, as with schizophrenia, childhood maltreatment 

interacts with an underlying developmental vulnerability, leading to symptom 

formation in gender dysphoria. The relationship between childhood trauma 

and gender dysphoria remains unexplored. Additionally, Walsh et al., (2018) 

suggest that the relationship between autistic resistance to social 

conditioning, rejection of cisgenderist (opposite to transgenderist) norms in 

combination with below-typical concern of social norms could explain 

elevated rates of trans identity.  
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2.12 Development in autism/ autism traits 

The developmental pathways for gender identity formation in individuals 

with autism and those without are different. Kaltiala-Heino et al. (2015) 

suggest that the usual presentation of gender dysphoria, starting in 

childhood with increasing distress in adulthood, may not apply to the autistic 

population. Autistic individuals may be older than others when they present 

and may have a shorter history of gender dysphoria.  

Parents often regard the young autistic person as disabled and/or treat 

them like someone with a learning disability. In some cases, parents believe 

that the gender dysphoria is just another obsession and delay seeking help.  

Additionally, it may be that autistic individuals are less likely to have 

understood the concept of gender identity until much later.  

 

It may be that late presentation is associated with additional mental health 

problems (e.g. anxiety, low mood) because of issues they could not identity 

as gender related. Case histories indicate that traumatic experiences 

associated with sexual exploration are common. Lastly, access to 

appropriate information can be a pivotal factor for autistic people. 

Communication difficulties are likely to lead to more problematic routes to 

referral to gender services. In clinical work I and other clinicians have noted 

significant frustration and suicidality in this group. Service access through 

CAMHS or GP means that people find it too hard to explain difficulties to a 

health professional and don`t want to ask/ or can`t ask for a referral. The 

assessment process itself is also based on good verbal communication and 

therefore more difficult for autistic individuals. 
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2.13 Gender dysphoria, autism and mental health 

As with autism, people with gender dysphoria may experience considerable 

social and psychological problems due to social hostility and rejection. 

Transgender youth are more at risk for mental illness, including depression, 

anxiety, suicidal thoughts and attempts, and self-harm than their non-

transgender peers (Reisner et al., 2015). Other evidence (Conron et al., 

2012  ; Mustanski et al., 2010) reveals that adults who identify as 

transgender have a high prevalence of suicidal ideation and suicide 

attempts (Meyer et al., 2008). Rates of attempted suicide ranging from 19% 

to 25% have also been reported among clinical samples of transgender 

individuals (Grossman and D’Augelli, 2007). Associated factors include high 

rates of depression, anxiety and substance abuse (Clements-Nolle et al., 

2001).  

 

Parental rejection is reported by transgender youth as a particular stressor 

(Grossman and D’Augelli, 2007). Additionally, transgender adults report 

frequent experiences of discrimination (Clements-Nolle et al., 2001). 

Parental support is associated with higher quality of life and is protective 

against depression in transgender adolescents. Interventions that promote 

parental support may significantly affect the mental health of transgender 

youth (Simons et al., 2013). It is well documented, that there is limited 

societal understanding of the needs of trans people and, unfortunately, that 

across the world trans people experience stigma and stress resulting in 

poor physical and mental health (Winter et al., 2009; Bockting, et al., 2013).  
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2.14 Feminist theory related trans people 

Recent debates about female-only spaces and controversy related to the 

inclusion or exclusion of trans women in female only spaces, such as the 

Michigan Womyn`s music festival (Ring, 2015) have highlighted ongoing 

tensions between some non-trans sympathetic feminists and the trans 

community. It also refocused attention on femininity and who is and is not a 

woman in this context. Feminist theory developed to end the marginalization 

of women by addressing the power imbalance between men and women in 

society. The ongoing debate relates to whether these efforts should include 

transwomen are focused on what makes someone ‘woman-enough’ (Elliot, 

2016). This debate is largely based on two different perspectives of gender: 

the biological determinist; and the socially constructed view of gender 

(Weber, 2016).   

 

It first emerged in the late 1970`s when Raymond (1979), a self-identified 

radical feminist, argued that transsexual women could never be real women 

as their sex assigned at birth would always be male. Other TERFs (trans-

exclusionary radical feminists) have continued this argument (Jeffreys, 

2014). Those advocating for the exclusion of trans women in women`s 

spaces adhere to the biological determinist perspective of gender 

(Hungerford, 2014), meaning that biological assignment at birth determines 

gender. Other feminist scholars have criticized trans-individuals for taking 

their representation of gender conformity to the extreme (Garber, 1992), 

while others have suggested that transsexuality disrupts the gender binary 

through rejection of biology as determining identity (Vidal-Ortiz, 2008).  
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Asserting the rights of women to women-only spaces, organisations or 

events is likely to reinforce the gender binary of males and females.  

 

Hird (2002) suggests that trans persons pose challenges to feminist 

conceptions of sex as a stable basis of gender raising further questions 

about gender and identity. Within feminist theory the concept of gender has 

evolved over a number of generations. While earlier gender and sexuality 

concepts within feminism were informed by lesbian-identified scholars, 

queer-informed student environments in US women`s colleges have 

extended the understanding of gender and sexuality in recent years (Weber, 

2016). Richardson (2007) argues that the relationship between feminism 

and queer theory is not obvious, as feminist theory has traditionally 

privileged gender, while queer theory has privileged sexuality (Misgav, 

2016).  

 

2.15 Queer theory related to trans people 

Queer theory emerged as criticism of feminist theory in the 1990s (Misgav, 

2016). There is a complex relationship between queer and feminist theory 

based on the relationship between sexuality and gender. Some authors 

suggest a common theme and similar epistemology (McLaughlin, 2003; 

Wright, 2010) between feminist and queer theory, while others describe 

queer theory as antifeminist (Misgav, 2016) by focusing on sexuality at the 

expense of gender. This has led to some scholars trying to establish queer 

theory as a distinct entity (Rubin, 1984; Bell and Valentine, 1995) while 
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others aim to combine both theories (Butler, 1993; Martin, 1994) by 

connecting sexuality and gender.  

 

The separation of gender and sexuality has been viewed as difficult as both 

domains challenge the normative order, raising similar epistemological and 

methodological questions (Jackson, 2006; Richardson, 2007). In this 

context Knopp (2007) claims, that feminist and queer theory both focus on 

social justice, quality and the criticism of power structures. Thus, feminist 

and queer theory are connected through activism while expanding varied 

and fluid ways of making sense of sexuality and gender (Misgav, 2016). 

Queer research is based within a non- heteronormative identity. 

Heteronormativity can be described as the perception that everybody in 

society abides by a model in which only males and females are attracted to 

each other.  

 

2.16 Binary gender order 

Within feminist literature, the concept of gender order is described as a 

knowledge of gender arrangements and one`s place in them (Martin, 2003). 

Transsexual women have been defined by some feminist scholars (Connell, 

2012) as having gone through a transition process within the gender order, 

from being a boy to the social and societal position of a woman. Clinical 

definitions of transsexuality were derived from uncertain cultural 

negotiations around distress and medical interventions (Connell, 2012). 

Initial clinical models of understanding transsexuals were based on disease-

based models of transgender health (Bockting, 2009), which could be 
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classified as mental disorders according to the Diagnostic Statistical Manual 

(American Psychiatric Association, 1980). At the time distinctions were 

made between transsexuals who were able to access sex reassignment 

and transvestites who were considered paraphilic (Bockting, 2009).  

 

Over the past 30 years, individuals like Virginia Prince highlighted identities 

outside the transsexual and transvestite categories using a new term trans 

genderist (Prince, 2005). A shift from a disease-based model to an identity-

based model in clinical practice began to move away from facilitating sex 

change to facilitating a transgender coming-out process (Bockting et al, 

2013). How individuals relate to a transsexual, transgender or trans label 

appears to be unique to each person. While some reject the term trans 

completely, others use the term strategically or politically when required 

(Josephson et al., 2017). The authors suggest that there could be a 

generational element to the relationship with trans. While older participants 

in their study were critical of the label, they identified as trans and viewed 

pathologization as necessary to access gender affirming treatments 

(Josephson et al., 2017).  

 

2.17 Terminology 

With this in mind terminology and language are very important in any 

research study. The GIFTS study is based on encounters with individuals 

who identify loosely under the term trans. This includes individuals who 

identify as male or female with a trans history, those who identify as 

transsexual, transgender, gender fluid, gender varied, non-binary, gender 
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questioning and those who reject terminology related to gender and identify 

as ‘just me’. For the purpose of some of the descriptions in this study the 

term trans will be used but needs to be understood in the context of a 

heterogenous group of people. Research into preferred labels by the autism 

community highlights endorsement for the term autism and autistic, with 

disagreements about labels between professionals and community 

members (Kenny et al., 2016).  

 

Disagreements are part of wider discourses related the individuals 

internalised codes and language structures that enable them to coherently 

and properly define themselves (to both themselves and others).  In this 

instance the term individuals with autism, has been rejected by some parts 

of the disability community (Ladd, 2003), suggesting that this casts disability 

in a negative light as a ‘marred identity’ (Goffman, 1963). Unfortunately, in 

this study it was not possible to adhere to the autism community preference 

of autistic, as the study was focused on autism traits. The use of the term 

individuals with autism traits was based on the absence of more acceptable 

terminology and there was no intention to cast negativity by using this 

terminology.  

 

2.18 Rationale for GIFTS study 

The GIFTS study was developed in response to practice-based 

observations in specialist gender services. Within specialist gender services 

in Northern Ireland it was observed that many individuals presented with 

autism or autism traits alongside their gender related distress. While this 
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was not unique to local services, it was clear that individuals presenting with 

additional social and communication difficulties found it difficult to navigate 

mental health and specialist gender services. This was partly due to some 

individuals presenting with more unusual histories of gender incongruence, 

for instance presenting with later onset gender related distress. Within the 

adult gender service, clinicians also described a high number of individuals 

with personality difficulties, which also impacted on their engagement with 

the assessment process.  

 

Autism traits and personality difficulties created dilemmas for clinical teams 

in relation to their assessment process and planning for physical 

interventions. While clinical teams have experience of working with 

individuals with social communication difficulties, mental health and 

specialist gender services are set up to suit neurotypical (non- autistic) 

individuals. For instance, many services require responses by phone calls 

and assessments are often based on lengthy verbal conversations. While 

this does not create difficulties for everyone with additional social 

communication difficulties, these processes may make the experience more 

stressful.  

 

As a clinician working in specialist gender services, it was clear that an 

increasing number of individuals with autism traits were seeking support 

from services, but it was unclear whether it was more challenging for those 

individuals to do so. If this was the case, many other people with autism 

traits may be unable to access services altogether. While I observed 
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unusual histories in clinical practice, it was also unclear whether individuals 

with autism traits experience their developing gender and overall identity 

differently and whether this impacts on the timing of accessing support. It 

was also unclear whether current service models, assessment tools and 

processes were suitable for individuals with autism traits. Of interest too, 

little was known about whether presentations change across the lifespan 

with older individuals presenting to services potentially with less difficulties 

due to having acquired other skills to manage their social communication 

difficulties.  

 

The qualitative aspect of the mixed-methods GIFTS study was focused on 

the lived experience of gender related distress, comparing those with and 

without autism traits. Understanding the needs of individuals presenting with 

additional autism traits is of great importance for a number of reasons. 

Firstly, individuals have an equal right to access health care resources for 

their needs and access should be supported and facilitated. If individuals 

are unable to access appropriate resources, it is highly likely that their 

unmet needs may cause distress and exacerbate any pre-existing mental 

health problems. They may also seek help from unregulated and 

inappropriate services, thus exposing themselves to further risk. By having 

a greater understanding of the needs of individuals with autism traits and 

gender dysphoria, services can be made more autism friendly. While the 

primary focus of the GIFTs study was on understanding the experiences of 

individuals with autism traits and gender dysphoria, I was also keen to 

explore the impact of personality difficulties in this population. To address 
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this further I reviewed how personality is assessed in individuals with 

gender related distress. The assessment of personality creates the potential 

for exclusion from accessing gender affirming interventions, as 

psychopathology has been historically viewed as a predictor of poor 

outcome after medical or surgical transition. I conducted a separate 

systematic review to assess the accuracy of personality assessment tools in 

the transgender population.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



53 
 

Chapter 3: Methodology- cross-sectional study 

 

3.1 Introduction  

This chapter outlines the paradigms, ontological, epistemological and 

methodological assumptions which have informed the mixed-methods 

research approach in the GIFTS study. It also outlines the quantitative 

methodology used in GIFTS.  The research questions for the GIFTS study 

were created inductively through prior observations in clinical practice, 

however deductive use of prior knowledge clearly influenced this process. 

The relationship between the researcher and research participants was very 

important in the creation of knowledge and a co-creational approach to 

knowledge was taken.  

 

3.2. Research Paradigms  

Paradigms and the language of paradigms have developed over many 

years by professionals and academics belonging to different disciplines. 

This has created a complex body of knowledge incorporating vast literature 

based on clinical and research interpretations of paradigms. A paradigm 

can be described as a loose collection of related assumptions (Bogdan and 

Biklen, 1998), the philosophical intent for a research study (Cohen and 

Manion, 1994) or a set of basic beliefs (Guba and Lincoln, 1994). Within the 

literature, there are contrasting viewpoints in relation to the importance of 

paradigms in research. Markey et al (2014) suggest, that exploring 

philosophical backgrounds can guide researchers to the types of data 

required and how data should be collected and analysed, with Mills et al 
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(2006) suggesting that a researcher`s philosophical position should set the 

research approach. 

The GIFTS study is situated within the evolving field of research paradigms 

and their theoretical underpinnings. Every paradigm is shaped by 

ontological, epistemological and methodological assumptions (Guba and 

Lincoln, 1994).  

 

Ontology can be broadly described as the nature of reality, which can be 

viewed on a continuum from true and apprehensible to fluid and multi-

faceted (Tracey, 2007) depending on paradigmatic approach. Within social 

sciences, ontological questions focus on the nature of reality in the context 

of people and social entities (Bryman, 2016)1. Epistemology is often 

described as theory of knowledge or knowledge of what we know 

(Dickerson, 2010) and the relationship between the knower or research 

participant and the would-be knower or researcher (Ponterotto, 2005)2.  

 

I explored the literature related to a range of paradigms: positivism3, 

constructivism/ interpretivism4 and the transformative5 paradigm. After 

careful consideration, the pragmatic paradigm appeared to provide the best 

fit for the GIFTS study. The pragmatic paradigm is essentially flexible and 

does not commit to any system of reality or philosophy (Mackenzie and 

Knipe, 2006). Researchers working in this paradigm focus on the what and 

how of the research problem (Creswell, 2003), with early pragmatists 

rejecting the notion of truth in scientific discovery (Mertens, 2005). Within a 

pragmatist framework, the research problem is of central focus with every 
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effort being made to understand the problem (Cresswell, 2003). Using a 

pragmatic approach therefore means, choosing data collection and analysis 

methods which are most likely to provide insight and understanding into the 

research problem, without loyalty to paradigms (Mackenzie and Knape, 

2006). Pragmatism can offer a fusion of quantitative or qualitative 

approaches (Denscombe, 2008), or it can be used when neither a 

qualitative nor quantitative approach is seen as adequate in providing 

insight into a research question (Johnson et al., 2007). Pragmatism may be 

desirable to answer research questions in social research (Greene et al., 

2005), however Denscombe (2008) stresses that pragmatism does not 

mean that anything goes. 

 

3.3 Quantitative research questions 

Little is known about the relationship between gender dysphoria and autism, 

despite a much higher than expected proportion of individuals referred to 

specialist gender services who have autism or autism traits (De Vries et al., 

2010). Studies on children and adolescents with autism also highlight much 

higher than expected rates of gender incongruence (Strang et al., 2014). 

This phenomenon has been described across specialist gender services in 

Europe, the US and Canada and has been observed anecdotally in clinical 

practice in both specialist gender services in Northern Ireland.  

 

Prevalence rates of autism vary across different services and centres, with 

differences partly attributable to the choice of screening or diagnostic tools 

used. Prevalence in epidemiology refers to the proportion of individuals in a 
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population who have a specific condition in a specific time-period 

(Hennekens and Mayrent, 1987), in this instance autism traits. The 

prevalence rates of autism traits in individuals attending gender services in 

Northern Ireland are unknown, yet this knowledge could be of critical 

importance to inform how specialist gender services can be developed and 

adapted to meet the specific needs of individuals with autism traits. In this 

chapter, I will cover the following:  

(1)  A detailed description of how autism traits are measured, including 

justification for choice of instruments. 

(2)  A list of the potential factors that may help explain the relationship 

between autism traits and gender dysphoria 

 Aims:  

(1) To describe the sociodemographic and other characteristics of 

people attending specialist gender services in Northern Ireland 

between August 2017 and July 2019 or who previously attended 

services. 

(2) To ascertain the prevalence of autism traits among patients in 

specialist gender services.  

(3) To examine the prevalence of mental health difficulties (anxiety, 

depression, suicidality, borderline personality traits, experience of 

childhood and recent trauma) in people attending specialist gender 

services in Northern Ireland. 

(4) To examine possible differences in service pathways, experiences 

and outcomes between people with autism traits and people without 

autism traits.  
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Hypotheses: 

• Over 20% of adolescents or adults attending specialist gender 

services in Northern Ireland have autism traits 

• People with autism traits are more likely to have poorer mental health 

based on measures of anxiety, depression, suicidality and borderline 

personality compared to people with no autism traits.  

• People with autism traits are more likely to report childhood and 

recent trauma compared to people with no autism traits.  

 

3.4. Health Service Research 

Health service research, covering, as it does, a wide range of healthcare 

services, resources, activities, professionals, diagnostic groups and 

patients, has many objectives and purposes, but overall it tends to focus on 

improving the care of individuals requiring access to health services. 

Research in the health care context can be described as a systematic effort 

to explore a specific problem which requires a solution (Sekaran and 

Bougie, 2013) or to establish if there is a problem for instance related to 

inequality of access or outcome.  

 

Health service research itself is often a result of a demand or agitation from 

patient or community groups, media or politicians arising from cultural and 

societal changes. Research in relation to the needs of individuals seeking 

gender affirming treatments must be understood in the context of current 

challenges in the provision of specialist gender services. A report on 

transgender equality (House of Commons, 2016) highlights serious 
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deficiencies in the quality and capacity of NHS specialist gender services, 

leading to lengthy waiting lists for individuals and frustration to individuals 

seeking services. A lack of evidence for treatments and interventions 

currently offered (Royal College of General Practitioners, 2019) is a major 

concern for services, patients and families and highlights the need for 

urgent research in this area.  

 

The GIFTS study can be described as an applied research project with the 

purpose of understanding people who access gender affirming treatments 

and the potential challenges in accessing and using these services. The 

findings related to services explored within the GIFTS study can be 

regarded  as specific to the population of individuals attending specialist 

gender services in Northern Ireland but are nevertheless likely to resonate 

with experiences of such services elsewhere .  

 

3.5 Research study design 

The GIFTS study aimed to understand the impact of autism traits in those 

seeking gender affirming interventions. The study could have been 

designed in a number of ways, for instance by using a longitudinal design in 

which all new referrals to specialist gender services are identified over a 

specific period of time and then followed up to examine specific outcomes 

using standardised measures. Using a prospective longitudinal design 

would have allowed the examination of prevalent and incident cases of 

autism traits. Limited resources and time constraints meant that we had to 

identify  individuals currently within specialist gender services. The benefits 
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of a cross-sectional design allowed us to collect data from a greater number 

of people within the restricted time period.  

 

Autism is generally viewed as a lifelong condition, creating social and 

communication challenges. There is no treatment for autism per se, but 

individuals can access interventions to treat co-existing social, 

psychological or medical issues. It is therefore likely that the prevalence 

rates of autism in a population are relatively high compared to other 

conditions as very few individuals have an existing autism diagnosis 

removed at a later stage. GIFTS measured autism trait prevalence at a 

point in time, however during the study period some new or incident cases 

of autism emerged in the study population.  

We were unable to conduct diagnostic autism assessments and therefore 

the decision was taken to focus on autism traits which can be assessed by 

autism screening tools. Using a cross-sectional design for GIFTS appeared 

to be the best option to explore individual constructs about mental health 

and gender dysphoria, while measuring prevalence rates of autism traits 

and outcomes for individuals. Based on the time-limited nature of the study 

and the limited staff and physical resources available, a cross-sectional 

study was the most efficient way to answer the research questions in 

GIFTS6.  

 

Observational studies, in particular cross-sectional research studies are of 

particular importance in exploring topics, which are difficult to research 

through other approaches, such as studies exploring individual constructs 
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and beliefs (Bennett et al., 2011).  Cross-sectional studies (Kelley et al., 

2003) are frequently used to assess prevalence (Mann, 2003) a measure of 

the proportion of existing cases (or individuals with a specific condition) in a 

population, while incidence refers to the rate of new cases during a specific 

time period (Hennekens and Mayrent, 1987). Prevalence and incidence 

rates are linked, as prevalence depends on incidence and duration of the 

illness or condition (Hennekens and Mayrent, 1987). Cross- sectional 

studies have clear benefits and are relatively quick and cheap to conduct 

(Mann, 2003).  

 

Cross-sectional survey 

The basic structure of a cross-sectional research design is defined by the 

sampling of cases to collect quantifiable data at a point in time in order to 

explore patterns of association between variables (Bryman, 2016). A survey 

is an example of a cross-sectional design in which the same information is 

collected from each participant or case in the sample.  

Generally, surveys are used for several purposes to collect information 

about: (a) attributes such as age or sex, (b) behaviour questions related to 

why or how a certain behaviour occurs or (c) opinions, beliefs, attitudes or 

preferences (Aldridge and Levine, 2001). Due to the cross-sectional nature 

of this study, it is impossible to infer causality between the covariates and 

the outcome variables.   
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The distinguishing aspects of surveys relate to the data form and method of 

analysis (De Vaus, 2014). Surveys create structured and systematic data 

from each participant or case about the same variables, which can be 

added to a data table (De Vaus, 2014). During the analysis stage, cases are 

compared in order to understand a phenomenon through looking at 

variations in the variable across different cases (De Vaus, 2014). Surveys 

can be undertaken in different ways, such as through questionnaires, face-

to face interviews, telephone interviews or observation (Aldridge and 

Levine, 2001).  

Questionnaires are used frequently in research studies as tools in which 

several individuals are asked to respond to the same set of questions in a 

pre-determined order (Gray, 2018). Questionnaires can be used for large-

scale surveys and the data collection can take many formats including 

written, face-to-face, self-completion, telephone and electronic (e.g. online 

surveys).  While questionnaires have many advantages for the researcher 

and participant (Gillham, 2008) such as cost effectiveness, there are also 

significant disadvantages related to questionnaires, such as low response 

rates and the requirement for certain literacy levels, which might exclude 

some potential participants. Questionnaire design can be challenging, and 

leading questions need to be avoided.  

 

3.6 Questionnaire Design  

In the GIFTS study, demographic information was captured to provide 

contextual information about participants. Prior review of the literature 

highlighted, that there was no previously tested instrument available, which 
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could be adapted to gather this information. As a result, a new 

questionnaire had to be developed.  

A questionnaire requires participants to answer specific questions or 

respond to statements in a structured format. Answers provided by 

participants are then collated and analysed. Stehr-Green et al., (2003) 

suggest that a number of steps are required in the design of a new 

questionnaire: (1) the development of a hypothesis about explanatory 

variables, (2) the information needed to test the hypothesis, (3) any 

information required to identify confounding factors, (4) writing the questions 

to collate the required information, (5) organising the questions into a 

specific format, (6) testing the questionnaire, (7) revision of the 

questionnaire, (8) training of those who will administer the questionnaire.  

 

For GIFTS, participant information was collated to explore whether there is 

a difference in the demographic details between those with autism traits and 

those without. Questions were grouped under themes, for instance 

questions related to occupation focused on own and parental occupation. 

The questionnaire content and layout were developed in partnership with 

experts by experience involved in GIFTS.  

 

The aim of the questionnaire was to gather necessary demographic 

information in a culturally sensitive way. The inclusion of potentially 

sensitive or personal questions was carefully considered. After lengthy 

discussions with experts by experience, questions related to sexual 

attraction and orientation were included in the questionnaire as the experts 
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by experience felt that this would provide important information in 

understanding the experiences of participants. The wording of potentially 

sensitive questions was adapted to include the rationale for asking the 

question and to provide the option not to answer. Rattray and Jones (2007) 

highlight the importance of order in any questionnaire and suggest that 

sensitive topics are addressed towards the end. In the questionnaire, 

potentially sensitive questions related to sexual attraction or orientation 

were asked towards the end of the questionnaire. All questions were 

reviewed by the experts by experience and the supervisory team. 

Questions, which were difficult to understand or potentially misleading were 

changed on the basis of feedback provided. The questionnaire was piloted 

and revised based on feedback offered. There was no specific training 

required to use the questionnaire with participants, however clarification 

was offered to participants if this was requested.  

 

3.7. Experts by experience 

The involvement of service users in research was first recorded in the 

1960`s (Mayer and Timms, 1970) and highlighted social service user 

perspectives for the first time. Involvement of service users in research has 

grown significantly over the past decades, with Reason (1994) highlighting 

that research needs to be done ‘with’ people and not ‘on’ people. Service 

user involvement in research signifies a shift of power (Powell, 2009) from 

the researcher to the expert by experience.  

This process is not without challenges. While experts by experience in the 

GIFTS study acted as co-investigators for the study there were power 
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differences between experts by experience and the researcher and 

supervisory team. The differences in power were based on systems set up 

to support research which promote academic leadership of projects 

(Travers et al., 2013). Unintentional disempowerment also occurred during 

the more technical stages of research (Travers et al., 2013), such as data 

analysis when the experts by experience felt they were not able to 

contribute as much as they would have liked to.  Despite this, there are 

numerous advantages of involving experts by experience in the research 

process.  

Experts by experience clearly define the difficulties because they 

understand the situation (Videmšek, 2017). All experts by experience in the 

GIFTS study had lengthy experiences of living with gender related distress 

and navigating specialist gender services in Northern Ireland. Two of the 

three experts were also able to provide insight into the challenges of being 

autistic in accessing services. Experts by experience involved in GIFTS 

were leading organisers of the Belfast Butterfly Club, Transpride NI and 

Trans Derry. The issue of who can be called an expert by experience has 

been highlighted (McLaughlin, 2009). All experts by experience were 

actively involved in the trans community organisations in Northern Ireland. 

They experienced anger and hostility towards them at times due to their 

involvement in the research. Travers et al (2013) describe this process as 

horizontal hostility, where individuals in marginalised communities damaged 

by trauma and exclusion enact similar patterns on each other. Experts by 

experience in the GIFTS study were very clear about their expertise based 
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on their own lived experiences rather than acting as experts for a whole 

community.  

The Trans community in Northern Ireland, like many other communities 

elsewhere is a very heterogenous group of individuals. It is difficult to know 

if an actual Trans community exists in Northern Ireland or if it is a number of 

smaller groupings with diverse agendas who fit loosely under the umbrella 

of Trans. While there are some clear communalities in relation to 

campaigning for the need to improve clinical services, there are many 

disagreements between parts of the trans community. There are ongoing 

debates in relation to who should and can belong to the trans community 

with a spectrum from those pursuing medical and surgical transition in a 

binary framework to those identifying in a more gender fluid way. There 

were also observable generational differences between different parts of the 

community reflective in expectations from services.  

 

3.8 Recruitment of services 

Undertaking the GIFTS study would have been impossible without the 

agreement of the NHS and the support and advice of the relevant clinical 

teams and managers.  Thus, as an integral part of the study process, I held 

several meetings with the clinical teams and managers in the young person 

and adult services to explain the purpose of the study, the data collection 

process, ethical issues and potential challenges. They agreed to participate 

and support the study, acknowledging the necessity of a better 

understanding about the relationship between autism and gender 

dysphoria.  
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The clinical teams in both services reported the following concerns and 

issues: (1) difficulties with the initial engagement and assessment of 

individuals with autism traits and gender dysphoria, (2) recognising autism 

traits in adults and (3) lack of research evidence on patient pathways for 

individuals with autism traits and gender dysphoria. The managers in both 

services were also supportive of the study. The location of both regional 

services within the same directorate of Belfast Health & Social Care Trust 

meant that trust governance approval applied to both services. This was 

gained as part of the ethical approval process described below. Any 

concerns related to the conduct of the research, use of clinical space or 

administrative resources were addressed with both teams and their 

managers. Clinicians in both services were agreeable to recruit participants 

for the study. Detailed information about the study was provided to clinicians 

in both teams in the form of professional information sheets (appendix 1). 

 

Experts by experience negotiated access to their respective organisations 

and signposted me to other trans specific organisations in Northern Ireland. 

I met with two LBGT organisations, the Rainbow Project and Cara Friend. 

The Rainbow Project and Cara Friend provide support, counselling and 

mentoring to individuals experiencing gender related distress. I also 

approached Common Youth, an organisation providing sexual health and 

contraceptive services to anyone under the age of 19 years. I presented the 

research during their team meetings and spoke to staff and young people at 

informal events. The Rainbow Project and Cara Friend agreed to display 

posters about the study, recruit potential participants and provide space to 
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conduct meetings with participants. Common Youth displayed study 

advertisements for individuals attending specialist gender services and 

focus group advertisements for those outside specialist gender services in 

the form of posters (appendix 2). I approached the newly established Trans 

Resource Centre who provide extensive input and offer a community space 

to individuals of all ages. The Trans Resource Centre agreed to recruit 

participants for the initial focus groups for individuals outside specialist 

gender services through their social media. The Trans Resource Centre 

provided their community space for the two focus groups and displayed 

posters about GIFTS for potential participants. I also approached Focus 

Trust Northern Ireland and met with them to discuss the study. They were 

happy to advertise GIFTS on their website and actively encouraged Focus 

Trust members to participate.  

 

In my experience, LGBT organisations and trans organisations in Northern 

Ireland were very willing and happy to support the research study. There 

were significant differences and tensions between LGBT and trans 

organisations in in Northern Ireland, which largely focus on who is and 

should be seen as trans. This ranges from a medical based interpretation of 

transsexualism requiring gender affirming medical and surgical treatments 

by some groups, to other groups who are welcoming and inclusive of 

anyone under the wide umbrella of transgender, which also includes those 

who identity as cross-dressers. These differences create tribes within 

Northern Ireland. Despite these differences, they agreed on the need for 

research in this area and were willing to advertise the study, host focus 
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groups and provide space for individual interviews to be held. The support 

of LGBT and trans organisations was vital in GIFTS, as some reluctant 

participants only agreed to take part in the study when they were 

approached through trans-specific organisations.  

3.9 Setting 

Individuals in Northern Ireland have access to healthcare under the National 

Health Service, free at the point of delivery. Those experiencing gender-

related distress can access regional specialist services for Northern Ireland. 

Regional Services for Northern Ireland are delivered by Belfast Health & 

Social Care Trust for all Northern Ireland residents. These services provide 

assessment and physical interventions depending on age to alleviate 

gender related distress. Hormone blockers and cross-sex hormones can be 

accessed through local arrangements by adolescents and adults. For those 

requiring surgical interventions in adulthood, arrangements to access 

gender affirming procedures can be made with specialist surgical centres in 

England on a case by case basis through extra contractual arrangements.  

 

Children, adolescents and their families requiring access to specialist 

gender services can attend the Knowing Our Identity Service (KOI), the 

gender identity development service for Northern Ireland. The KOI service 

was commissioned in response to a need for local services and opened in 

August 2014. Prior to the establishment of the KOI service, children, young 

people and their families were offered access to the Tavistock Clinic in 

London which provides a national service for Great Britain. The pathway to 

KOI is through local Child & Adolescent Mental Health Services (CAMHS) 
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rather than GP referral. The rationale for this pathway is based on the KOI 

service network model, in which staff in the service work closely with local 

CAMHS teams to support young people and their families. This model 

ensures that adolescents and their families have local support and access 

to local crisis interventions if required. This response would be difficult to 

provide across Northern Ireland by a part-time regional team. While the 

pathway through local CAMHS has clear advantages, it has been argued by 

some that this process delays access to gender affirming care. Some 

respondents from a recent consultation conducted by Transgender NI 

describe the referral process via CAMHS as stigmatising and a form of 

psychopathologisation in healthcare services (Transgender NI, 2019). 

Access to Brackenburn Clinic (Adult Gender Identity Service for Northern 

Ireland) is via GP referral or referral from another healthcare provider. 

Brackenburn Clinic accepts referrals from those who are 18 years old or 

older. Brackenburn Clinic has never been commissioned but has offered 

services for over twenty years as part of a psychosexual service.   

 

3.10 Population 

The population in this study includes all individuals who are seeking gender 

affirming treatments in Northern Ireland through the Knowing Our Identity 

Service (KOI) or Brackenburn Clinic or have sought gender affirming 

treatments from either of the services in the past. This is not the same as 

the population of individuals living with gender-related distress or gender 

incongruence in Northern Ireland. In March 2018, waiting list targets for 

specialist services in Northern Ireland were 9 weeks for 50% of patients, 
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with no patient waiting longer than 52 weeks (Royal College of General 

Practitioners, 2019).  

 

While the KOI service adheres to these targets, waiting times for 

Brackenburn Clinic have increased significantly with waiting times of three 

or more years highlighted by a recent consultation (Transgender NI, 2019). 

Lengthy waiting lists nationally have been linked to deficiencies in the 

capacity of NHS gender services and lack of specialist clinicians in the field 

(Parliament, 2016). Data collection for the GIFTS study commenced in 

August 2017 and concluded in July 2019. Over this period access to adult 

specialist gender services changed significantly and waiting lists increased 

dramatically. This resulted in less individuals than expected entering the 

service as new patients. In the GIFTS study, participants were defined as 

individuals age 16 years old or older who were currently attending or had 

attended the regional Young Person`s Gender Identity Development 

Service (KOI) or regional Adult Gender Identity Clinic (Brackenburn Clinic).   

 

3.11 Ethical issues and approvals  

The GIFTS study as a category C research project required ethical approval 

and trust governance approval. Ethical approval for the study was gained on 

15th June 2017 (REC reference: 17/NI/0069 Protocol number: 17/0017 IRAS 

project ID: 220537- appendix 3) and trust governance approval was given 

on 6th July 2017 (HSC Trust reference: 16204GL-SP- appendix 4). As part 

of the approval process all patient information sheets for adults, young 

people and parents/carers were reviewed and amended in response to 
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concerns from the ethical committee. Appendix 5 contains the different 

versions of each participant information sheet for the first stage (cross-

sectional survey), second stage (interview) and focus group/ interviews 

(community sample) of the study. Information sheets have different versions 

with amendments reflective of concerns highlighted by the ethics 

committee. The final version of each participant information sheet was used 

in the study.  

 

Concerns were raised by the ethics committee in relation to the potential 

negative impact of completing an autism screening tool for the participant. 

This was related to the potential to cause distress if an individual became 

aware of the possibility of an underlying autistic spectrum condition that had 

not been considered before. All participant information sheets made 

detailed reference to the study requiring the completion of autism screening 

tools. This did not cause any observable distress and several individuals 

welcomed the opportunity to complete the screening tools.  

 

A substantial amendment to the study was requested and granted (REC 

reference: 17/NI/0069 Protocol number: 17/0017 Amendment number: 

Amendment #1, 26/10/2017 Amendment date: 31 October 2017 IRAS 

project ID: 220537- appendix 6) and agreed through Belfast trust 

governance (HSC Trust reference: 16204GL-SP- appendix 7). This was in 

relation to a change from the very lengthy RAADS- R (Ritvo et al., 2011- 

appendix 8) to the one- page RAADS- 14 (Eriksson et al., 2013- appendix 

9). The request was based on feedback from the first cohort of participants. 
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As the RAADS-14 (Eriksson et al., 2013) contains key questions from the 

RAADS- R (Ritvo et al., 2011), all questionnaires could be analysed and 

coded together. All participants were provided with detailed data 

management process information (appendix- 10) and the university GDPR 

compliance notice (appendix-11). As the study recruited potentially 

vulnerable individuals, protocols for the management of child protection 

concerns (appendix-12), vulnerable adult concerns (appendix-13) and 

public interest disclosures (appendix 14) were devised. Individuals were 

provided with a thank you leaflet (appendix 15) after taking part in the study.  

 

3.12 Procedure  

Potential participants were initially approached by the clinical teams in both 

specialist gender identity services and detailed written information about the 

cross-sectional survey (participant information adult/ young person/ parent 

or carer for stage 1) was provided. Interested participants provided written 

consent to be contacted directly by the researcher (appendix 16- consent to 

be contacted by researcher form). The consent process for adolescent and 

adult participants is outlined in detail in appendix 17. A time and place were 

arranged between the participant and me to complete the survey. 

Participants provided written informed consent (appendix 18) to take part in 

the study.  

 

In order to participate individuals had to be able to give informed consent. 

Individuals with severe cognitive impairment or those experiencing acute 

psychotic symptoms were excluded. Appendix 19 contains details about the 
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inclusion and exclusion criteria in the GIFTS study. Clinicians from both 

specialist gender services notified me if there were any concerns about 

current mental health or capacity issues which would impact on an 

individual`s ability to participate in GIFTS.  

 

The sample size calculation for the GIFTS study was based on previous 

referral trends for both specialist gender services in Northern Ireland. In 

2014 the adult specialist gender service received 217 new referrals, while 

the then newly established young person`s gender identity development 

service received 40 referrals during the first year.  We estimated that more 

than 500 people, approximately, would attend specialist gender services in 

Northern Ireland in 2016. For an estimated prevalence of 30% of autism and 

power set at 80 with 95% confidence intervals, we required a sample of 192 

patients to permit a detection of 10% difference between groups and to 

permit the analysis of more than 10 covariates in a multivariate logistic 

regression (Hennekens and Meyrent, 1987).  

 

3.13 Socio-demographic data collection 

This questionnaire was developed in conjunction with experts by experience 

(appendix 20). It was tested for content validity by the experts by experience 

involved in the GIFTS study. A number of questions were asked of all 

participants. The socio- demographic information obtained is included in 

table 1 presented on the next page. 
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Table 1- variables derived from socio-demographic questionnaire   

variable name 
 

Function values 

 
gender incongruence 

dWhen_aware  what age of awareness of feeling incongruent    15 plus 

dWhen_told At what age participant they told someone 
about their gender incongruence 

15 plus 

dWho_told .. Who they told first 
 
Note: Some struggled to answer – reporting they 
spoke to many people  

1: mother    2: father     3: brother  
4: sister        5: friend    
6: GP/health professional   7: other 

 
First contact with specialist gender services 

dAge_first_contact  age when first attended gender service 15 or more  

dWho_first_contact  Who initiated contact with specialist services  
Note: the question wording was confusing for 
participants - they often felt they initiated 
referral (however, only health professionals 
could refer to Brackenburn Clinic and KOI only 
accepted referral from CAMHS)  

1: self      2: family     
3: GP       4: other  
 

dWhen_first_diagnosis age when diagnosis of gender dysphoria 
received 
 
note: question may be confusing.. adolescents 
generally received diagnosis when referred for  
intervention: however, some adults got 
diagnoses of transsexualism/gender identity 
disorder as second opinions prior to surgical 
interventions (sometimes years into 
engagement with service)  
 

15 plus 

   

 
transition 

dTransition which transition options applied to them  1: do not wish to socially transition 
2: have socially transitioned 
3: don’t want hormonal 
interventions 
4: started hormone blockers & date 
5: started cross-sex hormones & 
date 
6: don’t want surgical interventions 
7: had gender affirming surgery & 
date 
   

dCurrent_attraction Indication of who participants were currently 
attracted to. 
note: during data collection it became obvious 
that fixed responses were unhelpful, something 
highlighted by Galupo et al (2016) - that labels 
generally do not work well in describing sexuality 
or sexual orientation in these instances due to 
the complexity and fluidity of trans sexuality, 
differentiation between sexual and romantic 
attraction and relationship style 

1: only males       
2: only females  
3: usually males / sometimes 
females 4: usually females / 
sometimes males 5: both males and 
females equally 
6: gender plays no role 
7: asexual  
8: gender other than male/ female  
9  unsure 
 

dSocialTransition_no  related to not wishing to socially transition   

dSocialTransition_date 
dSocialTransition_yes 
 

date of social transition   
summary 

dd/mm/yyyy 
summarized to    0=no:   1=yes    

dSTm_crossSex_date 
dSTm_crossSex_yes 

Date of starting cross-sex hormones  
summary 

dd/mm/yyyy 
summarized to    0=no:   1=yes    

dSTm_hormones_date 
dSTm_hormones_yes 

Date of starting hormone blockers  
Summary 

dd/mm/yyyy 
summarized to    0=no:   1=yes    
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3.14 Outcome variable- autism traits  

The assessment and diagnosis of autism in community and clinical 

populations has proved challenging (Prelock, 2006).  This is no less true of 

the current study. In the following section, I describe how measurement of 

autism and autism traits have been addressed in other studies. A number of 

studies have highlighted a higher than expected proportion of individuals 

with autism or autism traits in individuals seeking gender affirming 

treatments (De Vries et al., 2010, Shumer et al., 2016, Skagerberg et al., 

2015; van der Miesen et al., 2018; VanderLaan et al., 2015). In the study by 

De Vries et al., (2010) multidisciplinary diagnostic assessments for autism 

were undertaken for all young people referred to a specialist gender service 

in the Netherlands. This study provided a robust assessment of autism for 

participants but required significant time and clinical resources.  

 

Other studies focused on the assessment of autism symptoms or traits 

rather than providing a diagnostic assessment for autism. The  Autism 

Quotient (AQ) (Baron-Cohen et al., 2001) was used as an autism screening 

tool  in a number of studies (Jones et al., 2012; Skagerberg et al., 2015; 

Pasterski et al., 2014) . Other studies exploring autism traits in this 

population used the empathising and systemising quotients to explore the 

wider concept of autism symptomatology (Di Ceglie et al., 2014). The 

empathising and systemising quotients were developed by Auyeung et al 

(2012) to assess psychological concepts which are associated with 

individuals with autism traits; the ability to mindread other people`s 

emotions and the ability to analyse concepts or systems. While the 
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empathising quotient (EQ) and the systemising quotient (SQ) are not autism 

Screening tools per se, they have been used as tools to explore other 

potential factors which might contribute to atypical gender development (Di 

Ceglie et al., 2014).  

For instance, by exploring how lower levels of empathy might impact on an 

individual`s ability to make social connections.  The use of autism screening 

tools in research has been criticised by Turban (2018) who argues, that 

autism screening scales are non-specific with 80% of individuals with mood 

or anxiety issues in other studies scoring in the clinical range of autism 

rating scales (Tonge et al., 2016).  

 

Other criticisms of studies exploring autism or autism traits in the trans 

population include the lack of comparison groups with cis gender individuals 

(Glidden et al., 2016). The impact of social stress and social deprivation has 

also been suggested as a factor in contribution to autism or autism traits 

(Turban 2018). This makes the assessment of autism traits in this 

population very complex and creates dilemmas in relation to how best to 

measure or assess autism symptoms and whether symptoms measured are 

actually due to autism or other mental health or social factors. Despite these 

concerns it is evident in clinical practice that individuals have autism traits 

and that knowledge of this can ensure that treatments provided are adapted 

to those individuals. To address these problems, autism traits were 

collected from a range of instruments, which allowed for a comparison 

between instruments. In addition, we collected case-note data in order to 

compare clinical and research observations. 
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Autism Quotient (AQ) (Baron-Cohen et al., 2001) 

The Autism Quotient (AQ) (appendix 21) was developed as a brief self-

administered questionnaire to assess the degree of autistic traits in an 

individual (Baron-Cohen et al., 2001). The AQ was developed as a 

screening tool to identify those who might benefit from a clinical diagnostic 

assessment.  

The AQ contains 50 questions covering the following domains: social skill, 

attention switching, attention to detail, communication and imagination 

(Baron-Cohen et al., 2001). Items are rated on a 4-point Likert scale 

between “definitely agree” to definitely disagree”. Items on each domain are 

given the score of one if the individual identifies the autistic like behaviour 

on the item either as mildly or strongly (Baron-Cohen et al., 2001).  

To avoid response bias approximately twenty-five items were worded to 

produce an agree response with remaining items producing a disagree 

response. After this process questions were mixed up related to responses 

and domains (Baron-Cohen et al., 2001). Scores are totalled at the end of 

the questionnaire to indicate the degree of autistic traits with the highest 

possible score of 50.  

 

A score of 32 and higher indicating a higher likelihood of clinically significant 

autistic traits which may require further clinical diagnostic assessments. The 

AQ demonstrated reasonable construct validity and showed moderate to 

high alpha coefficients (Baron-Cohen., 2001) in the original study.  Further 

studies (Austin, 2005) reported satisfactory to near-satisfactory reliabilities 
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of the AQ in UK samples, with lower reliabilities demonstrated in US 

samples (Hurst et al., 2007).  

 

 
Cambridge Behaviour Scale (Empathy Quotient- EQ) (Baron- Cohen 
and Wheelwright, 2004) 
 
The Empathy Quotient (EQ) (Baron- Cohen and Wheelwright, 2004) was 

developed as a short, self-administered and easy to score instrument to 

measure how individuals can understand the intentions of others and 

predict how others might think or react in social situations (appendix 22).  

Autism has been described as an empathy disorder by some (Gillberg, 

1992) based on mindreading difficulties for individuals.  

 

The EQ contains sixty questions related to cognitive and affective empathy 

(Melchers et al., 2015) and empathic behaviours, with forty questions 

directly related to measuring empathy and twenty unrelated filler questions. 

Cognitive empathy is related to perspective taking and understanding of 

why others behave in a certain way, whereas affective empathy is based on 

the emotions a person feels by observing other people (Preston and de 

Waal, 2002).  Responses are scored one for mildly empathic and two for 

strongly empathic.  

A score of below 32 is likely to indicate lower levels of empathy which can 

be associated with autism/ autism traits. Questions were worded to produce 

a mixture of disagree and agree responses to avoid response bias (Baron- 

Cohen and Wheelwright, 2004). The EQ has been evidenced to have high 
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retest-reliability (r = 0.97) and has been validated as an instrument in adults 

with Asperger syndrome (AS) (Baron-Cohen and Wheelwright, 2004). 

 

RAADS- R (Ritvo et al., 2011)  

The RAADS- R (Ritvo et al., 2011) is a modified version of the Ritvo Autism 

Asperger`s Diagnostic Scale (Ritvo et al., 2008) and was designed as a 

clinical diagnostic tool to be used as part of a multi-disciplinary, multi-modal 

assessment for adults (appendix 8 & 9). It contains a total of eighty 

questions with responses on a Likert scale ranging from 0 to 3 for each item 

(3=true now and when I was young; 2= true only now; 1= true only when I 

was younger than 16, 0= never true (Ritvo et al., 2011).   

 

The RAADS-R is designed as a self-report instrument, assessing 

developmental pathology in the areas of language, social relatedness, 

sensory- motor and circumscribed interests (Ritvo et al., 2011).  It is usually 

completed in a clinical setting in the presence of a clinician, in case 

clarification for specific questions is required. An international validation 

study showed high specificity (100%) and high sensitivity (97%) for the 

RAADS-R (Ritvo et al., 2011). High test-retest reliability was established in 

a limited number of individuals, while internal reliability co-efficient were 

0.789 or above for all subscales (Ritvo et al., 2011). Within the GIFTS 

study, the first ten participants completed the RAADS-R (Ritvo et al., 2011). 

While participants were all able to understand and complete the 

questionnaire independently, they reported the questionnaire to be overly 

lengthy and cumbersome. This may have been in part related to the length 
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and language of the questionnaire, which was written for an American 

context. Following approval of a substantial amendment to the study, the 

remaining participants completed the RAADS-14 (Eriksson et al., 2013) 

questionnaire.  

 

RAADS- 14 (Eriksson et al., 2013) 

The RAADS-14 (Eriksson et al., 2013) was developed as a screening tool to 

identify individuals already attending mental health services who may 

require a diagnostic assessment for autism. While the authors acknowledge 

the usefulness of the AQ (Baron-Cohen et al., 2001) and RAADS- R (Ritvo 

et al., 2011), both instruments were perceived to be too lengthy for 

screening purposes in the clinical setting (Eriksson et al., 2013).  

 

The RAADS-14 reduces the number of questions from the RAADS-R from 

80 to 14 items. The RAADS-14 items are in the domains of mentalizing 

deficits, social anxiety and sensory reactivity (Erikkson et al., 2013). Items 

are scored based on the same 4-point Likert scale used for the RAADS-R. 

The RAADS-14 takes only minutes to complete and demonstrated internal 

consistency above 0.7 and adequate construct and convergent validity 

across all domains (Erikkson et al., 2013). Participants in the GIFTS study 

were able to complete the RAADS-14 without difficulties and the change 

from the RAADS-R reduced the overall time required to participate in the 

study significantly. A score of 32 or above on the RAADS-14 is seen as 

suggestive of possible autism/ autism traits.  
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It is recognised in the literature that autism screening tools rather than 

diagnostic tools may lead to false positives. In order to reduce the likelihood 

of false positives the GIFTS study used a combination of autism screening 

tools and chart review for clinical diagnosis of autism if applicable.  

In combination, the measures and chart review provided a robust indication 

of the presence of autism traits. This was defined as the variable all autistic 

and required participants to score 32 or above on the AQ, RAADS-14 and 

below 32 on the EQ measure. The cut-off points for each measure were 

based on suggested cut-off points in the literature. Individuals in the GIFTS 

study with high scores on the screening measures were supported to 

access full diagnostic assessments if they wished to do so.  

The Autism Quotient (AQ) (Baron-Cohen et al., 2001) raw data for all 

questions were converted into the numerical value variable Autism50_. 

Based on scoring instructions the variable Autism50_aq_cutoff_ was 

created to allocate those with a score of 32 and above to the group with a 

higher likelihood of autism. The Cambridge Behaviour Scale (Empathy 

Quotient- EQ) (Baron- Cohen and Wheelwright, 2004) raw data for all 

questions was converted into the numerical variable eq60_summary_ . The 

variable eq60_cutoff_ was created based on scoring instructions to 

differentiate between those who score 32 or below on the questionnaire 

indicating higher likelihood of autism. Questions from the RAADS- 14 

(Eriksson et al., 2013) were scored and converted into the numerical value 

r14ScreeningScore_ . The variable r14SScore_cutoff_ was created based 

on scoring guidance to differentiate those with a score of 32 and above 

indicating higher likelihood of autism.  
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Finally the variable all_autistic_ was created by combining all the three 

autism measures and information gathered from the clinical chart together. 

In this variable, an individual had to score in the high likelihood of autism 

range for all three questionnaires to be allocated to the all_autistic_ group. 

As the GIFTS study used a combination of screening tools to assess the 

likelihood of autism, anyone with a clinical diagnosis of autism in the chart 

was automatically allocated to the all_autistic_ group even if they did not 

score in the indicated ranges on all three questionnaires.  

 

3.15 Explanatory variables- mental health  

Hospital Anxiety & Depression Scale (HADS) (Zigmond and Snaith, 
1983) 
 
The HADS (appendix 23) was initially developed as a self-assessment 

rating scale to screen patients attending medical or surgical hospital 

departments for anxiety and depression (Zigmond and Snaith, 1983).  As 

anxiety frequently precedes depression assessing both together can be 

very beneficial (Stern, 2014). The HADS contains fourteen questions related 

to anxiety and depressive symptoms with equal questions allocated to each. 

The HADS can be completed very quickly and scored easily. The HADS 

uses a reference period of seven days and individuals are asked to rate 

themselves based on the reference period.  

 

Scores on the anxiety part of the HADS range from 0-21 with higher scores 

indicating higher symptom levels of anxiety (Zigmond and Snaith, 1983).  

Scores on the depression part of the HADS also range from 0-21 with 

higher scores indicating higher symptom levels of depression (Zigmond and 
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Snaith, 1983). HADS focuses on the non-physical aspects of depression 

and can be used for individuals with co-existing pain or other physical health 

difficulties (Stern, 2014). The HADS has been validated in a range of 

countries and settings (Herrmann, 1997), and is a recommended tool for the 

assessment and diagnosis of depression and anxiety (NICE, 2011) and has 

been previously used with transgender individuals (Bouman et al 2016).  

 

Bjelland et al (2002) explored HADS data in relation to cut-off points for 

anxiety and depression symptoms through a systematic review of many 

studies. They identified a cut-off point of 8/21 for anxiety and depression 

symptoms. A score of 8 or more on the anxiety scale in their review showed 

a specificity of 0.78 and sensitivity of 0.9, while a score of 8 or more on the 

depression scale showed a specificity of 0.79 and sensitivity of 0.83 

(Bjelland et al., 2002). Scores below 8 indicate non-cases, with scores of 8-

11 indicating mild anxiety/ depression symptoms, scores of 11-14 indicating 

moderate anxiety and depression symptoms and scores of 15 to 21 

indicating severe anxiety and depression symptoms (Stern, 2014).  

 

For the GIFTS, the scoring system was used to categories no anxiety/ 

depression symptoms, mild anxiety/ depression symptoms, moderate 

anxiety/ depression symptoms and severe anxiety/ depression symptoms. 

Depression and anxiety variables were scored and created separately. 

Variables for depression and anxiety were grouped into no depression/ 

anxiety, mild depression/ anxiety, moderate depression/ anxiety and severe 

depression/ anxiety.   
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Suicide Behaviour Questionnaire Revised (SBQR) (Osman et al., 2001) 

The SBQR (appendix 24) is a self-report measure focused on predicting 

future suicidality by looking at an individual`s past suicidal behaviour. Past 

suicidal behaviour has been consistently identified as a risk factor for future 

suicidal behaviour in the literature (Lewinsohn, 1996).  

The SBQ-R contains four items related to lifetime suicidal ideation, 

frequency of suicidal ideation over the past twelve months, threat of suicide 

attempt and reported likelihood of suicidal behaviour in the future (Osman et 

al, 2001).  

 

A score of 7 or over indicated higher risk of suicidality in the general 

population during validation studies with 93% sensitivity and 95% specificity 

(Osman et al., 2001). A validation using adult inpatients indicated a score of 

8 or above as indicative of higher risk of suicidality with 80% sensitivity and 

91% specificity (Osman et al., 2001). While the sample in this study is not 

selected from an inpatient population, the authors suggest the higher cut-off 

of 8 or above for use in clinical samples. The variable suicidality was 

created for the GIFTS study. Those with scores of below 8 were allocated to 

the lower risk of suicidality variable, whereas those with a score of 8 and 

above were allocated to the higher risk of suicidality variable.  

 

 
McClean Screening Instrument Borderline Personality Disorder (MSI-
BPD) (Zanarini et al., 2003) 
 
Personality difficulties or disorders have been associated by some authors 

(De Cuypere et al., 2006) with poor outcomes following medical or surgical 
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transition. The systematic review in this thesis addresses this topic in 

greater detail. The MSI-BPD (Zanarini et al., 2003), a self-report personality 

screening tools (appendix 25) was used in this study to ascertain whether 

individuals seeking gender affirming care in Northern Ireland have a lesser 

or greater likelihood of personality disorders (borderline personality 

disorder).  

 

The McClean BPD screen contains 10 items covering the 9 criteria for 

diagnosis of borderline personality disorder using DSM-5 (American 

Psychiatric Association, 2013). All ten questions are answered by yes or no 

responses. All positive responses are added up to create a final score with 

a maximum possible score of ten. A score of seven or above during the 

validation of the MSI-BPD showed a sensitivity of 81% during validation and 

a specificity of 84%. The cut-off score of 7 or above was used in the GIFTS 

study to indicate a higher likelihood of borderline personality difficulties. The 

variable higher risk of BPD was created for a score of 7 or above, with those 

scoring below 7 allocated to the lower risk of BPD variable.  

 

Childhood Trauma Questionnaire/ Recent Trauma Questionnaire 
(Pennebaker and  Susman, 1988) 
 
The Childhood Trauma and Recent Trauma Questionnaires (Pennebaker 

and Susman, 1988) were developed as self-report questionnaires to assess 

the meaning of traumatic experiences during childhood and recent adult 

traumatic experiences (over the past three years) for an individual. The 

Childhood Trauma Questionnaire (appendix 26) contains six questions 

related to traumatic experiences (death, divorce, violence, sexual abuse, 
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illness and other) prior to the age of 17 years with individuals rating the 

severity of each traumatic experience and the level of disclosure related to 

the experience (Pennebaker and Susman, 1988).  

 

The Recent Trauma Questionnaire contains the same 6 questions with an 

additional 7th question related to changes or upheaval in the work 

environment. The question related to divorce or separation in the recent 

trauma questionnaire is focused on the individual`s relationships rather than 

parental relationships. For the GIFTS study, the Childhood Trauma and 

Recent Trauma variables were created  based on whether individuals 

reported no traumatic event, one or two traumatic events, three or four or 

five or more traumatic events during childhood.  

Within the GIFTS study, the demography questionnaire and the mental 

health measures collated data on potential explanatory variables. Appendix 

27- outlines how variables were derived from the raw data collected in each 

questionnaire. 

 

3.16 Gender dysphoria specific measures 

The GIFTS study collated detailed information about gender related distress 

for all participants. It was intended to use this information to explore 

differences related to body image and current gender identity for 

participants with and without autism traits. Information about participants 

childhood experience of gender was collated to examine and to compare 

the development of a gendered identity, focusing on whether perceptions of 

being non gendered during childhood were more frequent in those with 
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autism traits. Information derived from gender dysphoria specific measures 

has not been analysed in further detail as yet. This was based on pragmatic 

decisions about the volume of collected data and GIFTS study priorities in 

relation to exploring the relationship between autism traits, 

sociodemographic factors and mental health measures. I plan to conduct 

further analyses with the described measures below in the future.  

 

Body Image Scale (Male – Female)/ (Female -Male) (Lindgren and 
Pauly, 1975) 
 
The two versions of the Body Image Scale (Lindgren and Pauly, 1975) were 

developed as a 30 question self-report questionnaire to assess how an 

individual feels in relation to various parts of their body (appendix 28). The 

two versions are different only in their references to male or female 

assigned body parts. All questions can be answered on a Likert Scale of 1 

to 5 (1 indicating very satisfied and 5 indicating very dissatisfied).  

If an individual chose 3 or more for any part of their body, an additional 

question asks about whether the individual would like to change this part of 

their body or not. While individuals in the study found this scale to be 

acceptable, it was more suited to those identifying in a more binary way 

rather than incorporating binary and non-binary experiences. As individuals 

were at different stages of their transition it was difficult to complete the 

questionnaire for those who had already made surgical changes to parts of 

their body.  
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Recalled Childhood Gender Identity/ Gender Role Questionnaire 
(Zucker et al., 2006)  
 
The Recalled Childhood Gender Identity/ Gender Role Questionnaire 

(Zucker et al., 2006) was developed as a 23 question self-completion tool to 

assess recalled gender-typed behaviour and closeness to parents during 

childhood (appendix 29). The questionnaire is available in two versions 

based on assigned sex at birth. Most questions can be answered using a 5-

point Likert scale, with an additional 6th option if the behaviour did not apply 

(for example- did not engage in fantasy play). The questions related to 

closeness to parents or admiration of parents are answered on a 4-point 

Likert scale. During extensive studies using comparison samples of different 

populations and detailed factor analyses, the questionnaire showed 

reasonable psychometric properties (Zucker et al., 2006). 

 
 
Gender Identity/ Gender Dysphoria Questionnaire for Adolescents and 
Adults (GDYQ-AA) (Deogracias et al., 2007) 
 
The GDYQ-AA (Deogracias et al., 2007) was developed as a dimensional 

assessment tool of gender related distress based on a binary view of 

gender and thus transition from sex assigned at birth to the opposite gender 

(appendix 30). The questionnaire is available in two versions based on sex 

assigned at birth. The GDYQ-AA contains 27 items related to gender 

identity and gender related distress. All questions relate to the previous 12 

months and can be answered on a 5-point Likert scale (always, often, 

sometimes, never) (Deogracias et al., 2007).   
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Previous studies showed strong evidence for discriminant validity with 

sensitivity of 90.4% for gender identity patients and specificity of 99.7% for 

controls (Deogracias et al., 2007).  

 

Within the GIFTS study, the GDYQ-AA created strong reactions among 

participants and was usually the last questionnaire given to participants. 

The wording of the questionnaire seemed outdated and some participants 

perceived the language used in the questionnaire as offensive. The very 

binary nature of the questionnaire was unhelpful for participants identifying 

as non-binary or gender fluid. Participants with long standing gender related 

distress felt unable to answer many questions based on the past 12 months. 

Many participants reacted negatively to questions related to feeling intersex 

rather than trans. Overall the GDYQ-AA evoked strong reactions, negative 

comments and seemed an unsuitable questionnaire for most participants.   

 

3.17 Data Collection 

All participants were approached by their clinical teams and signed consent 

forms to be contacted about the study. Participants were contacted using 

their preferred method of contact, either by e-mail, phone or text and a 

suitable date and time to complete the questionnaires was arranged. 

Participants had several days and sometimes weeks to decide if they 

wanted to take part in the study. Meetings to take part in the research were 

often requested to coincide with appointments at the regional service which 

could be several months in the future. Some requested if questionnaires 

could be sent by post. However, as part of the ethics process it was 
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acknowledged that some of the questionnaires related to mental health and 

suicidality would not be suitable for self-completion at home in case of 

concerns regarding risk. It was therefore agreed that all participants 

complete these questionnaires in the presence of the researcher.  

 

Questionnaires which might require an immediate response to mental 

health distress were analysed at the end of the meeting and support and if 

required liaison with other agencies was offered if required. Participants 

required between twenty minutes and two hours and thirty minutes to 

complete the questionnaires. Participants were offered to have the 

questionnaires read aloud to them if reading difficulties or poor eyesight 

were an issue. All questionnaires were checked for missing data at the time 

of completion and participants were helped to navigate their way through all 

questionnaires. 

 

3.18 Data storage and input 

All paper questionnaires were returned to the university and stored in a 

locked filing cabinet in a locked room, in keeping with the Data Protection 

Act (2018) (Carey, 2018). Only the researcher had access to the filing 

cabinet. Consent forms were separated from the completed forms in the 

filing cabinet. The two logbooks linking the participant to the unique 

identifiers were securely stored in the respective trust specialist service 

sites. All electronic data was stored securely on password protected 

encrypted devices, which were kept securely on university premises. The 

supervisory team had access to the anonymised data based on unique 
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identifiers only. While it would have been possible to score and analyse all 

completed questionnaires manually, manual data processing and analysis is 

slow, limited to basics and more error-prone (Aldridge and Levine, 2001).  

 

All data were manually put into STATA 14.2.  STATA as a software package 

has multiple benefits. While STATA is less well known than SPSS, it is a 

widely used and particularly user friendly in the analysis of data sets which 

require linking (Pevalin and Robson, 2009). This was a very important part 

of the data analysis in the GIFTS study in which all questionnaires, 

demographic information and chart data information had to be linked for 

analysis. All raw data from the questionnaires were input manually into 

STATA by me and checked by the supervisory team. With the support of the 

supervisory team coding for each variable was created in STATA to input 

answers from every questionnaire. Using the data editing function in STATA 

answers for each questionnaire were added based on the unique identifier 

with each row representing a single participant.  
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Chapter 4 
Methodology: pathways to care & systematic review 

 

4.1 Methodology- pathways to care 

This chapter focuses on the methodological considerations of reviewing 

pathways to services. As part of the consent process for the cross-sectional 

survey, participants consented to a review of their clinical notes. This 

created a dataset, which broadly mapped the referral pathway, assessment 

process and outcomes of attending services for participants. This process 

relied on a review of relevant historical information and was subject to the 

availability of charts and quality and detail of recorded information.  

 

Access to healthcare - related either to the availability of care or because 

interactions with care givers deter or divert help-seeking - can be 

challenging (Dowrick et al., 2009). For individuals with gender related 

distress there are multiple hurdles to gaining access to gender affirming 

interventions. They may be deterred by others such as family members 

from requesting such interventions or, if requested, be diverted to other 

services. Campbell (2000) suggests that improving quality of care requires 

both increased effectiveness of the care and better access to its provision.   

Access is difficult to define according to Gulliford et al. (2007), with Dixon-

Woods et al., (2005) describing it as a staged process involving: (1) 

candidacy or eligibility for a service; (2) navigation to service points of entry; 

(3) appearance at healthcare services; (4) adjudication or professional 

judgment about the presentation at services; and (5) the offer or non-offer of 

a particular service which the individual can accept or reject.  
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This process, involving multiple stages, highlights how individuals seeking 

interventions would either need to know themselves or be told about their 

eligibility for specialist gender services. For adolescents this also requires 

persuading parents and family members of their eligibility and for parents to 

recognise this eligibility. The navigation to specialist services requires 

individuals to access a referral to the service, with adolescents requiring 

access to CAMHS prior to accessing the young person`s service. The 

individual then needs to respond appropriately to a letter for an 

appointment, which may involve responding by telephone to confirm 

attendance. Adjudication of individuals requesting treatment is a fraught 

process requiring them to attend an assessment process focused on gender 

related distress, which many argue is very individual or  that they have to 

prove their trans status to others. The offer of an intervention was seen by 

some participants as proof of their distress and affirmation of their identity, 

while those rejected felt, in some instances, that they were not believed or 

that their distress was not viewed as severe enough to warrant further 

support.   

 

Using a proforma based on previous research (Cole et al, 1995) a detailed 

assessment of pathways to referral and treatment for all participants 

attending either of the specialist gender services in Northern Ireland was 

completed (appendix 31). In contrast with previous studies (Cole et al., 

1995; Gater et al., 1991) relevant information was obtained from clinical 

records only. The GIFTS timeframe did not permit further exploration of 

pathways to care through interviews with individuals or their families which 
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had been a feature of other studies. The chart review focused on relevant 

clinical information such as autism traits, an autism diagnosis or other 

mental or physical health needs recorded in the clinical notes.  

The demographic information obtained is included in tables 2 and 3 

presented over the next two pages: 
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Table 2- variables derived from the case notes review   

variable name function values 

cnr_gndr sex assigned at birth 1 male; 2 female 

cnr_day; cnr_month; cnr_year day, month & year of birth   

cnr_referral 
cnr_referralT 

previous contact withCAHMS/AHMS. 
additional information on referral 

1: yes    2: no    3: not recorded 
free text description 

 
cnr_caring  

 
for adolescents (aged less than 18) – who is the 
responsible adult  

1: mother 2: father    
3: foster parent  4: not recorded   5: 
other family member; 6: both parents 

cnr_caring_otherT .. for those recoding other..  free text   

cnr_looked after  whether a looked after child.. 1: yes    2: no    3: not recorded 

 
mental health questions 

cnrMH_family 
cnrMH_mother; cnrMH_father 
cnrMH_sibs;       cnrMH_other 
 

history of mental health problems in family – for 
family, mother, father etc 

 
1: yes    2: no    3: not recorded 
 

cnrMH_familyT; 
cnrMH_motherT; 
cnrMH_fatherT cnrMH_sibsT;       
cnrMH_otherT 

 
..if yes, additional information 
 

 
free text 

cnrMH_suicide    
cnrMR_suicideT 

family history of suicidality 
..if yes.. additional information 

1: yes;   2: no;  3: not recorded 
free text 

cmrMR_substance 
cmrMH_substanceT 

family history of substance abuse 
..if yes.. additional information   

1: yes;   2:no;   3: not recorded 
free text    

 
first referral to services 

cnr_referral_e1 
cnr_appt_e1 

date of first referral to services 
date of first appointment  

dd/mm/yyyy 

 
 
cnr_referredBy 

 
 
whom referred by 

1: GP;   
2: other specialist service; 
3: other CAMHS/AMHS service 
4: endocrinological medical; 
5: self/family;   
6:social worker; 
7: other   

cnr_referredByT .. if other, further information..  free text 

cnr_referral_complete 
cnr_referral_comments 

whether the referral was complete 
.. and additional comments 

1: yes;  2: no;  3: not recorded 

 
assessment of participant at specialist gender services 

cnr_psychiatricDef 
cnr_psychiatric_primary 
cnr_psychiatric_secondary 
cnr_psychiatric_noDiagnosis 
cnr_changed_psychiatricDef 
cnr_changed_psychiatricDefT 
cnr_when_changed 
cnr_changed_diagnosis_icdCode 
cnr_psychiatric_other 
cnr_physical_healthDef 
cnr_physical_healthT 

initial diagnostic information 
..if yes.. primary diagnosis.. 
..if yes.. secondary diagnosis.. 
MH difficulties outside diagnostic framework 
..noting changes to diagnosis.. 
.. if yes, information on new diagnosis  
date when diagnosis changed  
ICD code 
other MH-related diagnosis   
other physical health related diagnoses 
.. and if yes, further details 

1: yes;   2: no;   3: not recorded 
 
 
free text 
1: yes;   2: no;   3: not recorded 
free text 
dd/mm/yyyy 
valid ICD 10 code 
free text 
1: yes;   2: no;   3: not recorded 
free text 
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Table 3- variables derived from the case notes review   

variable name  function values 

 
details of intervention provided by specialist gender services 

cnr_intervention_requestsT 
cnr_interventionTHERA 
cnr_interventionCBT_ 
cnr_interventionFAMILY 
cnr_interventionPSYCHO 
cnr_interventionPARENT 
cnr_interventionFERTIL 
cnr_interventionENDOC 
cnr_interventionELECT 
cnr_interventionFEMIN 
cnr_interventionTOP 
cnr_interventionLOWER 
cnr_interventionCONSULT 
cnr_interventionREFERR 
cnr_interventionPRIVATE 
cnr_interventionOTHER 
 

details of the intervention 
therapeutic support and follow-up: 
CBT 
Family or multi-family group therapy 
Individual Psychotherapy 
parenting support 
fertility clinic input  
endocrinology 
electrolysis  
facial feminization surgery 
top surgery  
lower surgery 
consultation with other agencies 
referrals to other agencies 
private treatments 
other interventions  
 

free text 
 
 
0:no; 1:yes 
 
note: each of these variables have an 
associated free-text variable  
cnr_interventionXXXt containing details 
if the response is 2 (yes).  
 

 
duration of involvement with specialist gender services 

acnr_support_years 
cnr_support_months 
cnr_support_discharge 
cnr_care_continuous 
cnr_care_continuousT 
 

number of years 
number of months 
date of discharge 
whether treatment continuous 
and .. if not continuous.. details  

0 plus 
1-12  
dd/mm/yyyy or ‘ongoing’  
1: no; 2: yes 
free text 

 
involvement of other agencies 

cnr_agencyAMH 
cnr_agencyCAMHS 
cnr_agencySCS 
cnr_agencyVOL 
cnr_agencyFAITH 
cnr_agencyEDUC 
cnr_agencyMULTI 
cnr_agencyOTHER 

adult mental health  
child & adolescent mental health 
social services 
the voluntary sector 
faith-based organisations 
education services 
multi-agency services 
other agencies 

 
1: no; 2: yes  
 
note: each of these variables have an 
associated free-text variable  
cnr_agencyXXXt containing details if 
the response is 2 (yes).  
 

 
Outcomes for respondents after involvement with specialist gender services 

cnr_outcomeDNA 
cnr_outcomeGP 
cnr_outcomeCAMHS 
cnr_outcomeSGS 
cnr_outcomeENDOC 
cnr_outcomeSURGERY 
cnr_outcomeSGScomplete 
cnr_outcomeALTERN 
cnr_outcomeOTHER 
cnr_outcomeOTHERt 
cnr_outcomeNA 
cnr_outcomeNAt 
 
 

Respondent did not attend 
discharged to GP 
.. to CAMHS or AMHS 
ongoing assessment at specialist gender services 
.. endocrinology input  
.. surgery waiting list  
.. specialist gender services input complete   
.. alternative sources  
.. other outcome 
.. if yes, then supply details 
not applicable 
.. if yes, then supply details 
 

 
 
 
 
1: no; 2: yes  
 
 
 
 
free text  
1: no; 2: yes  
free text 
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4.2 Methodology- systematic review 

Gender services across Great Britain have seen an increase in gender-

affirming treatment referrals over the past five years (Torjesen, 2018), 

similar to trends in most developed countries. Individuals requesting gender 

affirming interventions require an assessment at specialist gender services. 

This assessment explores gender related distress and co-existing mental 

health difficulties, which could be the result of having to live with gender 

dysphoria.  

There is no consensus on optimal assessment of  psychological functioning 

and mental health of individuals requesting gender affirming treatments 

(Keo-Meier and Fitzgerald, 2015). Although the primary focus of the study 

was the examination of the relationship between autism and gender 

dysphoria, all service users revealed a common set of experiences related 

to the assessment process at specialist gender services and the stigma 

related to mental health assessments. The assessment of personality and in 

particular the diagnosis of a personality disorder was disclosed by a number 

of participants and it was therefore important to discuss this in more detail. 

The assessment of personality and personality disorders for those seeking 

gender-affirming treatment is regarded by some as critical to treatment 

planning and prognosis on the outcome of medical and surgical 

interventions (Duišin et al., 2014). This relates to concerns regarding regret 

for some individuals following gender affirming interventions and 

suggestions that screening for personality disorders might identity 

individuals who could struggle to adapt to live after gender affirming 

interventions.  
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According to the current World Professional Association for Transgender 

Health (WPATH) guidance (Coleman et al., 2012), anyone seeking gender-

affirming treatments (for example hormones or surgical procedures) should 

complete a comprehensive assessment process which includes a 

psychological/ psychiatric assessment (Fraser, 2009). Psychiatric 

assessment in this population has historically consisted of detailed clinical 

interviews.  

4.2.1 Assessment of personality 

The reported prevalence of personality disorders in those seeking gender-

affirming treatments ranges from 4.3% (Fisher et al., 2013) to 81.4% 

(Meybodi et al., 2014). This wide range could be reflective of the different , 

cultural contexts (Italian and Iranian) and social norms in which diagnostic 

assessments have been conducted.  The diagnosis of personality disorders 

remains controversial (Lewis and Grenyer, 2009),  argued by some as 

carrying more stigma and shame than for other psychiatric diagnoses 

(Catthoor et al., 2015; Magallón-Neri et al., 2013) and consequently 

impacting on service access Adebowale, 2010; Bodner et al., 2015; 

Latalova et al., 2015).  

 

Under the current World Professional Transgender Health (WPATH) 

guidance (Coleman et al., 2012), access to gender-affirming treatments is 

the treatment of choice for individuals experiencing gender related distress. 

While most individuals experience positive changes following hormonal and 

or surgical interventions, between 1 and 2% of individuals expressed regret 

and a further 1% attempt suicide (Michel et al., 2002). Some studies have 



99 
 

delayed or excluded individuals with significant psychopathology from 

accessing hormonal or surgical interventions (Smith et al., 2001), while 

others have suggested a link between post -operative dissatisfaction and 

pre-operative psychopathology (De Cuypere et al., 2006).  

 

Psychometric assessment tools are commonly used in clinical practice to 

assess personality in individuals requesting gender-affirming care. 

However, no formal guidelines for interpreting test data for transgender 

individuals exist (Keo-Meier and Fitzgerald, 2015). Other authors (Campbell 

et al., 2002; Heaton et al., 2003), suggest that minority individuals can be 

overly pathologized in psychometric tests using normative data. Some of 

the psychometric assessment tools, for example the Minnesota Multiphasic 

Personality Inventory (MMPI-2) (Butcher, 2001), are scored on gender-

based norms.  It is unclear whether individuals should be evaluated based 

on their assigned sex at birth, self-identified gender or both and further 

questions arise for individuals identifying outside the gender binary.  

 

To date, the accuracy of psychometric assessment tools for personality 

disorder assessment in this population has never been examined in a 

systematic review.  In view of concerns about personality disorders as poor 

prognostic factors and potential reasons for denying access to gender-

affirming treatments, we conducted a systematic review. This review 

focused on examining what psychometric tests (interventions) and 

reference tests (comparisons) are used to diagnose personality disorders 

(outcome) in adolescents and adults who request gender-affirming 
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treatments (population). Furthermore, the review explored the accuracy of 

psychometric tests for diagnosing personality disorders compared to 

reference tests in adolescents and adults requesting gender-affirming 

treatment. 

4.2.2 Purpose of systematic reviews 

There are many different types of literature reviews. Traditional or narrative 

literature reviews can collect, analyse and present available research on a 

specific subject area (Cronin et al.,2008). These types of reviews can lack 

precision and can be biased as often only a single database is searched to 

complete the review (Johnson and Eagly, 2000).  Most literature reviews 

over a decade ago were traditional or narrative reviews and while 

contributing to academic debates they lacked a systematic framework 

(Gough et al., 2017). Systematic reviews can be defined as reviews of 

existing research using rigorous and transparent methods (Gough et al., 

2017). Systematic reviews have become very popular and serve a number 

of purposes (Moher et al., 2016).  

 

Systematic reviews form the basis of clinical guideline development 

(Institute of Medicine, 2011), are frequently used as evidence-base for 

future clinical trials and offer a valuable resource to clinicians in decision 

making processes about patient care (Murthy et al., 2012). On a more basic 

level, systematic reviews are secondary research. They are needed to 

provide a comprehensive overview of a topic and to avoid unnecessary, 

irrelevant or unethical research (Gough et al., 2015). In the area of 

transgender health, studies often include small numbers of participants 
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attending specialist centres across the world. Within this speciality, the 

assessment of personality and personality disorders in individuals with 

gender incongruence has been the topic of research for many years. 

Research in this specialist area can be seen as problematic by some and 

Richards et al. (2014) suggest that we ask ourselves if the world needs yet 

another trans study, while Riggle et al. (2011) highlight the importance of 

asking what has been done before. Research studies have the potential to 

cause harm to participants (Chalmers, 2003) and a systematic review offers 

the possibility to assess what is known about a topic, plan what needs to be 

studied next and inform policy and practice based on available evidence 

(Gough et al., 2017). All systematic reviews require a number of key 

activities, such as the clarification of the question being asked, identifying 

and describing the relevant studies, appraising studies in a systematic way, 

combing findings and decisions related to evidence claims based on the 

review (Gough et al., 2017).  

 

Systematic reviews can address a range of questions using different types 

of primary data. Conducting a systematic review involves a range of 

methodological challenges related to lack of agreed terminology to discuss 

methods, resource and capacity constraints (Gough et al., 2017). While 

systematic reviews are seen as very useful by clinicians, some believe that 

systematic reviews only address questions of study effectiveness (Gough et 

al., 2017), when this is not the case.  
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With clinicians relying on evidence derived from systematic reviews, it is of 

critical importance that systematic reviews are of high quality. Unfortunately, 

this is not always the case and low-quality systematic reviews have been 

published in leading medical journals (Sacks et al., 1996). This has led the 

to the establishment of the QUORUM (Quality of Reporting of Meta-

analysis) statement, which essentially created standards in the reporting of 

systematic reviews and meta-analyses (Shea et al., 2002), which developed 

further into the PRISMA (Preferred reporting items for systematic reviews 

and meta-analysis) statement (Liberati et al., 2009). Around 30% of medical 

journals have adopted the PRISMA statement during the publication 

process for a systematic review or meta-analysis (Tao et al., 2011). 

Unfortunately even if systematic reviews are based on the PRISMA 

statement, reporting bias can be a frequent concern (Moher et al., 2016). In 

practice this could mean that authors only include selective outcomes in 

their systematic review and journals may be more willing to accept 

systematic reviews which highlight significant evidence rather than 

systematic reviews which report no evidence-base for a particular 

intervention. To avoid reporting bias Moher et al. (2016) encourage the 

comparison of the completed systematic review with the systematic review 

protocol.  

 

4.2.3 Systematic reviews of diagnostic test accuracy 

Diagnostic tests are commonly used to screen, diagnose or monitor 

diseases (Deeks, 2001). Diagnostic tests can include a variety of sources, 

such as imaging, psychological evaluations and clinical examinations 
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(Deeks, 2001). Diagnostic test studies are generally undertaken to evaluate 

the effectiveness of individual diagnostic tests. Diagnostic accuracy 

assessment studies are commonplace in physical medicine but much less 

so in mental health practice. Systematic reviews of diagnostic tests are 

undertaken to produce estimates of test performance, evaluate the quality 

of published studies and explore variations in findings across studies 

(Deeks, 2001). While systematic reviews of evaluations of diagnostic and 

screening tests follow the same process as other reviews, there are some 

differences in the assessment of risk of bias in included studies. Systematic 

reviews of diagnostic accuracy studies often include heterogenous results 

based on marked difference in the design and process of included studies 

(Whiting et al., 2011).  

 

In order to assess risk of bias across heterogenous studies, the Quality 

Assessment of Diagnostic Accuracy Studies (QUADAS) tool has been 

developed (Whiting et al., 2011). The QUADAS tool is uniquely suited to the 

assessment of risk of bias in diagnostic accuracy studies as it assesses risk 

of bias in relation to patient selection, index test, reference standard and 

flow and timing in the study. The QUADAS requires refinement and tailoring 

to suit the needs of a systematic review. This process was completed for 

this review and the final version was applied to all included studies.  

 

4.2.4 Systematic review protocol registration 

The systematic review protocol forms an essential part of any systematic 

review. Protocols provide a transparent process which allows planning of 
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review methods and guard against decisions which could introduce bias at 

later stages of the review process. Protocols also reduce duplication of 

review efforts and encourage collaboration between researchers when they 

are publicly available (Shamseer et al., 2015). The development of an 

international register for prospective reviews (PROSPERO) has made this 

process much easier for authors. The trustworthiness of systematic reviews 

is based on the review protocols, but unfortunately few systematic review 

protocols are referenced in completed systematic reviews (Moher et al., 

2007).  

 

This review is based on the protocol ‘Accuracy of psychometric tools in the 

assessment of personality in adolescents and adults requesting gender 

realignment: protocol for a systematic review (Lehmann and Leavey, 2017). 

The protocol is accessible via Prospero International prospective register of 

systematic review: CRD42017078783 (appendix 33). The following review 

is based on the published protocol and reporting of the systematic review is 

based the Preferred Reporting Items for Systematic Reviews and Meta-

Analyses (PRISMA Statement) (Moher et al., 2009). The systematic review 

has been published (Lehmann and Leavey, 2019).  

 

4.2.5 Eligibility criteria 

Over the past decade the reporting of diagnostic accuracy studies has been 

under scrutiny and calls for greater transparency in the reporting of studies 

have led to the Standards for Reporting Diagnostic Accuracy Studies 

(STARD) (Bossuyt et al., 2015).  In the case of this review, the STARD 
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standards were not available at the time of reporting of included studies. 

Accuracy broadly refers to the agreement between the test under study and 

the reference or standard test (Knottnerus and Muris, 2003). Accuracy 

refers to high sensitivity, the chances that the test outcome is positive in 

someone who has the condition, while specificity refers to the probability 

that the test outcome is negative in someone who does not have the 

condition (Flahault et al., 2005).  

The reference test is the gold standard test available to identify the outcome 

(personality disorder) in the population (adolescents and adults requesting 

gender affirming treatments). Tests with 100% sensitivity and specificity are 

very rare thus the term reference standard rather than gold standard is 

more appropriate (Knottnerus and Muris, 2003).  

A gold standard in personality disorder assessments is rare (Tyrer et al., 

2007). Challenges in assessment can be linked to the classification of 

personality disorders, poor inter-rater reliability in clinical assessments 

(Livesley and Larstone, 2018) and evidence of personality status as 

unstable (Shea et al., 2002), rather than fixed over a lifespan. With this in 

mind and in the absence of other alternatives, clinical assessments were 

used as the reference test for the review. Psychometric tools for the 

assessment of personality disorders were used as index test in this review.  

 

The timing of index and reference tests at various points of contact with 

specialist gender services (e.g. on assessment, following physical 

interventions) was considered in the review. Children up to the age of 12 

years old were excluded from the review for several reasons. While 
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children, adolescents and adults seek gender affirming treatments based on 

current WPATH guidance (Coleman et al., 2012), the assessment of 

personality disorders tends to focus on adolescents and adults (Skodol et 

al., 2007).   

 

4.2.6 Information sources 

An electronic literature search was conducted using Ovid MEDLINE (1946 

to December 2018) • Ovid MEDLINE In-Process & Other Non-Indexed 

Citations (December 2018), Embase (1980 to December 2018; Ovid), 

PsycINFO (1887 to December 2018; EBSCOhost), PsycARTICLES (1894 

to December 2018; EBSCOhost) and Cochrane Database of Systematic 

Reviews (CDSR; latest issue, The Cochrane Library). The initial search 

strategy initially was adapted for individual databases. Searches were 

limited to the years following the publication of the first WPATH standards in 

1979. Language limits were not applied to the searches and translations 

were sought where possible. As previous searches did not identify any 

studies clearly identified as diagnostic accuracy studies, a narrow search for 

study type was not possible.  
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4.2.7 Search strategy 

 

(1) exp Gender Identity/  

(2) exp Gender Dysphoria/  

(3) exp Transsexualism/  

(4) exp Transgender Persons/  

(5) gender variance mp.  

(6) gender fluid mp.  

(7) sex change mp.  

(8) gender change mp.  

(9) Gender identity mp.  

(10) Gender dysphoria mp.  

(11) Transsexualism mp.  

(12) Transgender mp.  

(13) 1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7 OR 8 OR 9 OR 10 OR 11 OR 12  

(14) exp Mental Health/  

(15) exp Psychological Tests/  

(16) psychological needs.mp  

(17) exp Mental Health services/  

(18) Mental Health.mp  

(19) Psychological Test*. Mp  

(20) exp Personality/  

(21) exp personality disorder/  

(22) personality mp. 

(23) personality disorder mp. 24) 14 OR 15 OR 16 OR 17 OR 18 OR 19 OR 

20 OR 21 OR 22 OR 23 25) 13 AND 24 26) exp animals/ not humans.sh 27) 

25 NOT 26 28) limit (24) to (yr= “1979- Current” and (“all adult (19 plus 

years)” or “adolescent (13 to 18 years)”)) 
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4.2.8 Data collection process 

The systematic review was completed with one of my supervisors acting as 

second reviewer. Having more than one reviewer reduces the risk of bias in 

a systematic review. Both review authors independently screened titles and 

abstracts returned through the searches against the inclusion criteria. Full 

text studies were obtained if the titles and abstract met the inclusion criteria 

or if there was uncertainty. Both reviewers screened full text articles and 

made decisions about the inclusion of the study. Additional information was 

sought from the authors if there were uncertainties regarding eligibility of the 

studies. One of the studies was translated from Dutch into English for 

further review but did not meet inclusion criteria on closer inspection. Both 

reviewers independently used a standardised tool to extract the information 

(Campbell et al., 2015) and completed critical appraisal checklists and then 

compared findings. Any disagreements were resolved through further 

discussion. 

 

Data items included inclusion/exclusion criteria for each study, sample size, 

participant demographics, study methodology, index test description, 

reference test description, geographical location of data collection, setting of 

data collection, persons executing and interpreting index tests, persons 

executing and interpreting reference tests and index/ reference time interval 

(and treatments carried out in between).  
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4.2.9 Risk of bias assessment  

The QUADAS-2 revised tool (Whiting et al., 2011) was used to assess the 

methodological quality of each included study in relation to risk of bias in the 

selection of patients, patient flow, the conduct and interpretation of the 

index test and the conduct and interpretation of the reference test. The 

QUADAS-2 tool was adapted specifically for this systematic review and was 

piloted prior to use. Both authors independently completed risk of bias 

assessments on each included study. Disagreements were resolved 

through further discussion.  
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Chapter 5: methodology- qualitative 
 

5.1 Introduction 

This chapter outlines the qualitative research approach of the GIFTS study. 

This includes a rationale for undertaking a health service research study 

and outlines why a qualitative approach rather than a service evaluation 

survey was used to explore the lived experience of gender and specialist 

gender services. This chapter also outlines the challenges involved in the 

GIFTS study to ensure that the research process is as culturally sensitive as 

possible. This includes a reflexive account of how my role as researcher  

has influenced the research process in the GIFTS study. 

 

The specific qualitative research approach used is discussed in relation to 

the epistemological and ontological assumptions underpinning the study. 

Different research approaches based on phenomenological ideas, 

grounded theory and constructionism are explored and justifications for the 

pragmatic research approach taken in this study are provided. A reflective 

account of the role of the researcher and how this related to the research 

methodology is also included in this chapter. Ethical issues and particular 

ethical challenges in this study are outlined. Strengths and limitations of 

data collection methods are discussed.  Data recording and data analysis 

procedures in this study, including the use of computer assisted software to 

analyse the data is described. The chapter concludes with potential 

limitations of the study methodology.  
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5.2 Self as researcher 

The importance of assessing our own values and their impact on the 

research process has been highlighted by several researchers (Burck and 

Frosh, 1994; Wilkinson and Kitzinger, 1996). In this study, the researcher 

identifies as a cisgender female who has a background in nursing and 

systemic psychotherapy. Burck (2005) argues that systemic clinicians have 

considerable advantages as researchers in relation to their ability to follow 

feedback and uncover meaning, however there can be challenges if 

researchers are drawn to responding to feedback as therapists rather than 

researchers during an interview. This can be a challenge, which required 

careful consideration during the research planning process. Ongoing 

reflexivity and access to additional peer and supervisory support was 

available throughout the study to address this. Elliot (2016) suggests, that 

trans and non-trans persons have very different stakes in trans related 

studies and research.  

 

The acknowledgment of different stakes is very important, as for many trans 

individuals a great deal is at stake. This also explains in part the intensity of 

debates internal to the trans community and the hostility which can be 

directed to outsiders (Elliot, 2016).  While new emerging research, changes 

to current practice or provision of care for trans persons are of great 

concern to me, they do not affect my personal integrity or social well-being 

in the same way (Elliot, 2016). As a cisgender person I can live in a largely 

hetero-normative society without the risk of transphobia from others. I have 

experienced criticism in relation to my position as outsider from some 
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members of the trans community. Some have argued that my outsider 

position as a cisgender woman prevents me from having an insider (or 

emic) understanding of the lived experience of gender incongruence and 

gender related distress. While my outsider status is patently true, others 

have welcomed me as an outsider who is compassionate, empathetic and 

interested in understanding the lived experience of gender related distress 

further. I have been very mindful of my outsider position in the planning 

stages of the research and throughout the research journey.  

 

I have benefitted greatly from the involvement of experts by experience as 

co-investigators in the GIFTS study. Their knowledge and understanding of 

their own experiences and their role as community activists have shaped 

and guided the study throughout. While some argue that it is impossible to 

put yourself in someone else`s shoes, it also provides an excuse not to try 

in the first place (Bartky et al., 1997). Stryker (2006) suggests that outsiders 

need to be aware of their own positions, but this should not silence them 

either.  

 

5.3 Self as clinician 

Prior to my role as a researcher in the GIFTS study I have been employed 

as a clinician working in specialist gender services in Northern Ireland. In 

this role, I have conducted assessments of young people who experienced 

gender incongruence and dysphoria and who requested assessment and 

access to physical interventions, such as endocrinology services for 
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hormone blockers or cross-sex hormones. While I have always been aware 

of having a “gate-keeping” function to physical interventions as a clinician, 

the complexities of this position have become more apparent through 

engaging in the research process and through further reflection. As a 

gatekeeper to finite resources, complex decisions weighing up pros and 

cons of interventions for young people with developing minds and bodies 

need to be taken. This inevitably creates great dilemmas and polarised 

opinions.  

While gatekeeping is frequently seen as a position of potential power and 

privilege this is not a reality for many clinicians. Richards et al. (2014) 

concurs, suggesting that clinicians sit in uncomfortable places and rarely 

relish the exercise of power. It is also worth noting that clinicians are not a 

homogenous group either, they are individuals with a wide range of 

professional affiliations and experiences of gender and sexuality in their 

personal and professional lives.  

Working as a clinician in gender services attracts criticism from a variety of 

sources. Some of the criticisms can be related to waiting lists, speed of 

access to services and current models of service delivery. Working in 

gender services can create unbalanced relationships with young people and 

colleagues and I wonder how individuals were able to express themselves if 

they were acutely aware of having to meet thresholds in order to get 

support. While I never knowingly discriminated against anyone, I wonder if 

my clinical practice generated thresholds which were nearly impossible to 

reach. My experience as a researcher who has been fortunate enough to be 

able to meet participants outside this clinical role has greatly enhanced my 
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understanding of this position. With a spoken and unspoken agenda of who 

is ‘trans-enough’ I have been made acutely aware that services may 

privilege those with more traditional histories of their trans identities, while 

others with more unusual stories who are no less trans may be viewed with 

suspicion.  

 

5.4 Qualitative research approach 

Qualitative research methods are frequently used to understand health, 

health behaviour and health services (Green and Thorogood, 2009). Health 

service research studies can be broadly divided into studies of health and 

studies for health (Green and Thorogood, 2009). Studies of health are 

focused on understanding the management or experiences of health and 

illness, while studies for health are focused on the public health or health 

promotion aspect of health. The GIFTS study can be described as a study 

of health, based on the experiences of individuals with autism traits and 

gender related distress.  

 

Qualitive research can be very difficult to define clearly due to the lack of 

distinct paradigm or methods (Ormston et al, 2014). In general terms, 

qualitative research is focused on exploring phenomena from the inside 

(Flick, 2018) by making the world of participants visible (Denzin and Lincoln, 

2011). Within health service research, qualitative research designs can 

assist exploration of health, illness or health services from the perspective 

of the communities or individuals affected (Green and Thorogood, 2009). 

Creswell (2014) describes key characteristics of qualitative research: (1) a 
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natural setting to gather data, (2) the use of the researcher as key 

instrument in data collection, and (3) the use of inductive and deductive 

data analysis to provide a holistic account of the research. Qualitative 

research has been associated with ‘what’, ‘why’ and ‘how’ questions rather 

than counting ‘how many’ (Ormston et al, 2014). Qualitative research can 

be described as intense, challenging and highly variable (Bazeley, 2013) 

and is particularly useful when little is known about a subject, or to gain new 

insights into various phenomena (Strauss and Corbin, 1990). Gray (2018) 

argues, that the power of qualitative data is due to the contextual nature of 

qualitative research, collected in a real-life setting.  

 

Health service provision for individuals with gender related distress is 

changing rapidly. Since the beginning of the GIFTS study, this change has 

accelerated with the publication of the new ICD-11 criteria by the World 

Health Organisation (Winter et al., 2016a). The new ICD-11 criteria 

categorise gender related distress as gender incongruence in the chapter of 

conditions related to sexual health. This signals a clear change towards de-

pathologisation, a change welcomed by many activists and clinicians.  What 

is unclear, is how this change will be reflected in the future delivery of health 

services. Little is known about how individuals manage distress related to 

their gender, how they present themselves to services and even less about 

their experiences of accessing specialist gender services. Yet an 

understanding of those experiences is crucial in meeting the current and 

future needs of individuals seeking support.   
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To gather these experiences several different approaches could have been 

used. Davies et al., (2013) used detailed questionnaires to measure patient 

satisfaction in two specialist gender services in England. The adult gender 

service in Northern Ireland uses a similar process of service evaluation to 

assess patient satisfaction on a yearly basis.  While these approaches are 

clearly useful in providing a picture of how services are experienced, there 

are clear limitations.  

 

These approaches by design can only capture the experiences of 

individuals attending services and therefore miss the experiences of those 

not attending – either not able to access for various reasons or perhaps 

lacking intention to do so. Standardised questionnaires might be more 

appealing to individuals without additional reading or potential learning 

difficulties. Respondents to standardised questionnaires might be 

particularly interested in their care (Davies et al., 2013) or different in other 

ways to those who do not respond. Other people may be reluctant to give 

feedback directly to services for fear of being penalised or treated unfairly 

as a result of the feedback, even if anonymity is ensured.  

Standardised questionnaires lack the flexibility of asking participants to 

clarify or elaborate on their experiences. To explore how individuals 

attending specialist gender services or those outside specialist gender 

services in Northern Ireland understand their own lived experience of 

gender related distress a more flexible approach was required.  
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To examine the experiences of individuals attending or not attending 

specialist gender services we were interested in the following questions: 

• How do individuals with and without autism traits present themselves 

to services?  

• How do individuals with and without autism traits experience 

services? 

• How do individuals with and without autism become aware of gender 

incongruence?  

 

5.5 Qualitative study design 

Qualitative research can be undertaken in several different ways. Research 

methodology broadly refers to the framework used in a study to guide 

decisions in relation to: (1) the selection of participants, (2) data collection 

and analysis methods and (3) the role of the researcher (Braun and Clarke, 

2013). The basis of any methodology is an assumption of how knowledge 

can be gained, based on differing understandings of the nature of reality.  

 

The GIFTS study is a mixed-methods study, combining quantitative and 

qualitative data. It was clear that an understanding of different 

epistemological positions may be required for the study, and that 

‘epidemiological determinism’ (Ormston et al., 2014) would be unhelpful. 

There was no specific qualitative methodology and associated analytical 

method, which provided an ideal fit for the GIFTS study. More specifically, 

the complexity of the issues required me to be flexible, reflective and adapt 
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to constant changes. Several philosophical approaches influenced my 

thinking during this process.  

 

Phenomenological approaches by Edmund Husserl (1970) and Alfred 

Schutz (1970), focus on understanding of how the lifeworld is experienced 

(Green and Thorogood, 2009). Using a phenomenological methodology 

involves the researcher ‘bracketing off’ prejudices, conceptualisations and 

theories to understand the essential nature of what is experienced (Green 

and Thorogood, 2009). The phenomenological approach advocated by 

Husserl and Schutz is descriptive phenomenology, focused on 

understanding the essential lived experiences specific to a group of people.  

 

An essential aspect of descriptive phenomenology is that the researcher 

sets aside prior knowledge, a process of bracketing off, prior to engaging in 

the research (Lopez and Willis, 2004). As an experienced clinician working 

in specialist gender services, I felt unable to suppress all my work 

experience and knowledge. However, over time I noticed that I had 

transitioned from my role as clinician to my role as researcher. This was 

evident in my contact with research participants and in my interactions with 

clinicians in both specialist gender services. I noticed a change in my 

language with participants and felt that my relationship with colleagues in 

both services had changed during the research. This new position allowed 

me to be a curious outsider and take on more of an observer role in the 

research. Interpretive or hermeneutic phenomenology based on the work by 

Heidecker (1962), a student of Husserl, offers a philosophical approach in 
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which hidden meaning in everyday life is uncovered (Lopez and Willis, 

2004)7.  

 

Grounded theory was designed to provide a deeper understanding of 

important issues for specific groups of people, developing meaning and 

insight through analysis and development of theory (Glaser and Strauss, 

1967; Strauss and Corbin, 1998)8. While constructivist grounded theory 

offered a robust way of understanding the lived experience of gender 

related distress, the application of grounded theory strategies created 

several challenges, related to theoretical sampling and an iterative process 

of data collection and analysis.  While I made every effort to collect and 

analyse interview data simultaneously this proved impossible (Charmaz, 

2006) and I was obliged to adopt a more pragmatic approach.  

 

Thus, while I maintained flexibility by adding new questions and issues to 

interviews, I was unable to seek interviewees directly in pursuit of tentatively 

emerging theory. Instead, I had to conduct interviews as and when possible 

to suit participants. With a community in which many individuals are well 

known to each other, it was often through personal contacts between 

participants and their peers, that I was able to recruit other participants for 

the study. This included partners and close friends of other participants. 

While participation in the study was confidential from my perspective, many 

participants readily shared their experience of participation in the study with 

others through online community forums, community social spaces or other 

informal channels. Consequently, I also had to be mindful to provide 
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everyone with an opportunity to participate if they wished to do so to avoid 

participants feeling excluded.  

 

Social constructionism assumes that reality is socially constructed rather 

than pre-existing waiting to be discovered (Green and Thorogood, 2009). 

Social constructionism in its most extreme form, views categories such as 

diagnostic classifications as merely socially constructed. This creates 

tensions in healthcare research with Bury (1986) suggesting that there is no 

rational basis on which to make a research claim, if the researcher is unable 

to stand outside social constructions being analysed.  

 

The GIFTS study uses a mixed-methods design, to explore the 

phenomenon of autism traits. This research is based on screening tools, 

which categorise service user participants based on specific criteria. Using 

an extreme social constructionist position would imply that categories in the 

study are only social constructions, making it impossible to make any 

meaningful claims in the study.   

 

In the GIFTS study, both quantitative and qualitative data were collated 

using a triangulated design. After considering several methodological 

approaches, I adopted a pragmative paradigm, in which the choice of 

method is focused on answering the research questions (Ormston et al., 

2014). Within this paradigm, the qualitative research methodology is 

situated within a critical realism framework, which reality exists 

independently, but can only be accessed through the perceptions and 
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interpretations of others (Ormston et al., 2014).  Several factors were salient 

to this approach. Key among these, GIFTS was a time-limited study with 

finite resources.  

 

Rather than following a specific philosophical approach, the GIFTS study 

followed an inductive logic, which involves building knowledge through 

interviews with participants (Ormston et al., 2014). Knowledge gained in this 

study is value-mediated and thus affected by the values of the participant 

and my values as researcher and clinician (Ormston et al., 2014). A 

qualitative approach appeared most appropriate to elicit the emic (insider) 

view, rather than testing a pre-defined hypothesis in keeping with an etic 

(outsider) view (Guba and Lincoln, 1994). The terms etic and emic are 

derived from work in communication and broadly refer to universal rules and 

behaviours applicable to all human beings (etic) and constructs and 

behaviours unique to an individual (emic) (Ponterotto, 2005).  

 

5.6 Role of researcher 

In qualitative research, the researcher is the instrument for collecting data 

(Mertens, 2005). The issue of speaking for others and who should and can 

speak for others in a research context also needs to be considered. Fine et 

al., (2000) warn that researchers can deliberately or unwittingly contribute to 

continuing oppression by presuming to speak for participants. I tried to 

attend to this issue through continuous engagement with experts by 

experience involved in the study.  
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The process of ‘othering’ was also important to consider. Studied in the 

context of the experiences of marginalized groups, othering was first 

explored in feminist literature of Beauvoir (1952). This early work was 

focused on differences between men and women. Othering describes a 

process, in which individuals construct their identity in reference to others 

(Weis, 1995) and was further developed more recently to focus on the 

racism, identity and difference (Fine, 1994; Weis 1995). Othering is more 

than a theoretical concept. From a population health perspective, 

discrimination and othering have been associated with negative health 

consequences, such as shorter life expectancy and hypertension (Krieger, 

1999). From an individual perspective, othering can create barriers to 

access health services and lead to higher levels of depression and stress 

for individuals (Noh et al., 1999). Transgender or transsexual individuals are 

often seen as “the other” in society. Othering conversations often include 

‘they’ and ‘us’ discourses, making statements or generalisations about 

whole groups of people. These concepts required careful attention 

throughout the research process.  

 

5.7 Interview participants 

Service sample 

During the first phase of the study, individuals who were attending the 

adolescent or adult gender services were invited to take part in a cross-

sectional survey. At the end of the survey interview all participants were 

invited to take part in an in-depth interview. I planned to recruit a purposive 

sample of around twenty adults and several younger individuals, balancing 
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the sample between those who meet criteria for autism or autism traits and 

those without autism features. I recruited twenty-six individuals who 

currently, or previously, attended specialist gender services in Northern 

Ireland. All twenty-six individuals had completed the cross-sectional survey 

during the first phase of the study. Demographic information related to the 

participants was captured during the cross-sectional survey. An interview 

guide (appendix 31) was designed to ensure consistency across all 

interviews.  

 

Community sample 

With lengthy waiting lists for specialist gender services, I was also keen to 

capture the experiences of individuals who are not currently attending 

specialist gender services for whatever reason. Participants were recruited 

through information events for adults waiting for specialist services and 

through partnerships with trans and LGBT specific support groups and 

organisations. Some individuals responded directly to posters about the 

study displayed in community spaces and waiting areas of local LGBT and 

trans organisations. Others were recruited through ‘snow-ball’ sampling; 

thus, individuals who already completed their interviews asked others who 

might be interested to participate in the study. I recruited fourteen 

individuals who identified as transgender, gender non-conforming or non-

binary in Northern Ireland and who were not currently attending specialist 

gender services. This included those who were waiting on specialist gender 
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services and others who had chosen not to attend specialist gender 

services. 

 

5.8 Ethical issues during interviews 

The ethics committee approved the use of separate participant information 

sheets for people not currently attending services. As part of the ethics 

approval process, detailed protocols were devised in relation to how 

disclosures about participants themselves or others would be managed. 

The study had clearly agreed access to child protection and vulnerable adult 

procedures. As part of detailed consent forms for those attending services 

and those outside services, management of disclosures was clearly outlined 

to participants.   

Participant information sheets highlighted that interviews would be audio 

recorded and transcribed verbatim by a third party who had signed a 

confidentiality agreement. The company who provided all transcriptions was 

provided with a detailed glossary of terms in relation to the subject area and 

terminology likely to be used by participants.  

 

 

5.9 Data collection tools and strategies 

Focus groups 

Qualitative interviews were used to gain insight into the lived experiences of 

individuals attending specialist gender services and those outside services. 

Initially I planned to conduct focus groups for those outside specialist 

gender services, but this created difficulties requiring a change to individual 
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interviews. Focus groups are essentially interviews with several people on a 

specific topic, which elicit the views of individuals as members of a specific 

group (Bryman, 2016), in this instance as individuals outside specialist 

gender services.  

Focus groups are commonly used to: (a) obtain a general  background on a 

topic, (b) to generate research hypotheses, (c) to stimulate new ideas, (d) to 

identity potential problems with a new service, (e) to learn how respondents 

might wish to communicate about a topic or (f) to interpret previously 

gathered quantitative results (Stewart and Shamdasani, 2014).  

 

Individual interviews 

In-depth interviews provide an opportunity to learn to see the world from the 

perspective of those who have experience (Rubin and Rubin, 2011); in this 

instance experience of living with gender incongruence and gender related 

distress. The term in-depth is used to differentiate from a more structured 

interview approach often used in quantitative research. Interviews can be 

described as conversations with a purpose (Passfield et al., 1975); however 

while it might look like a conversation both the interviewer and participant 

are working very hard throughout the interview (Yeo et al., 2014).  

 

How knowledge is generated and constructed during an in-depth interview 

is dependent on the research paradigm of the study. Kvale and Brinkman 

(2009) offer two contrasting positions, which situate the interview process in 

a positivist/ post-positivist or constructivist research paradigm. My 

preference is for the metaphor of the traveller, viewing knowledge as co-
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created and negotiated during the interview (Yeo et al., 2014) rather than 

the miner metaphor which associates the interviewer as digging for existing 

knowledge (Kvale and Brinkmann, 2009).   

The idea of interviewer and interviewee travelling together acknowledges 

the position of the interviewer in the shaping and creation of knowledge 

rather than occupying a detached position. Holstein and Gubrium (2011) 

emphasise that the interviewer is not simply a passive vessel through which 

knowledge is acquired. This was of importance during the GIFTS interviews. 

While I was very aware of the need to restrain my presence during the 

interview (Gubrium and Holstein, 2000), I was often invited to comment or 

ask direct questions by the interviewees.  

 

5.10 Epistemological position during interviews 

The unique knowledge created in an interactional exchange between 

interviewer and interviewee has led to concerns about the stability and 

reliability of interview data (Yeo et al., 2014). This concern is situated in a 

post-modern view of self and the notion that we all have different versions of 

self, with the interview only representing one example of a performance of 

one or many of the individual selves (Yeo et al., 2014). A more pragmatic 

view of interviews acknowledges that interviews generate knowledge in a 

specific context, however the data created is meaningful beyond this 

context (Kvale and Brinkmann, 2009; Rubin and Rubin, 2011). For GIFTS, 

the pragmatic view was taken to enable understanding of the lived 

experiences of participants as a strict post-modern view would have 

silenced a marginalised group of individuals even further.  
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The nature and meaning of the relationship between interviewer and 

interviewee is a complex process which could involve distinctive roles, 

reciprocal interactions (Yeo et al., 2014) or a combination of both. During 

the GIFTS interviews I was very mindful of my position as clinician but even 

more importantly as an outsider without lived experience of gender related 

distress. I was very aware that hetero-normative biases or cis-normative 

biases could overtly or covertly come across to participants. While I do not 

hold these biases consciously, I was aware that my choice of language 

might sound biased even if this was not intended. I was also aware that my 

performance during the interview would be shared with others and might 

encourage or deter others to participate in the study. Thus, I decided to ask 

interview questions from a position of informed curiosity using a responsive 

interviewing style (Rubin and Rubin, 2011), in which the building of 

relationship and trust is of greatest importance. In keeping with this 

approach I was flexible about my position and behaviour and matched my 

communication style to suit the participant as much as possible. This 

included flexibility in seating arrangements, modifying eye contact and the 

use of background music to suit participant needs.  

 

5.11 Criticisms of in-depth interviews 

Using in-depth interviews as a method to collect data can be criticised 

regardless of epistemological position of the interviewer. From a positivist 

point of view, data generated during the interview is understood to be an 

objective account of the reality of lived experience, based on the belief that 

knowledge exists in this way (Silverman, 2011). Using an emotionalist 
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approach to interviewing, interview data of the lived experience is viewed 

romantically and uncritically without taking contextual factors into account 

(Yeo et al., 2014).  

Using a constructionist approach to the interview, interview data is collected 

and understood as part of the representation of the lived experience without 

suggesting that this representation is the actual reality of the lived 

experience (Yeo et al., 2014). Critics of an emotionalist approach suggest 

that this approach is reflective of an interview society rather than 

representing a robust approach, while the constructionist approach may be 

too narrow and thus deny the value of interview data (Silverman, 2011). In 

contrast Yeo et al. (2014) suggest that critiques overemphasise the risk of 

interviewing and therefore fail to appreciate the potential benefits. Interviews 

can take many forms, including face-to face, online or by telephone. 

Research in relation to which form of interview is superior remains 

inconclusive (Irvine, 2011).  

 

5.12 GIFTS interview process 

Yeo et al., (2014) describe key features of interviews as: combining 

structure with flexibility (a), the interactive nature of interviews (b), 

interviews need to get below the surface (c), interviews are generative (d) 

and interviews focus on the importance of language (f). An in-depth 

interview involves a number of stages (Rubin and Rubin, 2011), in which the 

interviewer needs to guide the participant from the level of everyday 

conversation, to a place where the interviewee and interviewer can talk 
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together about the topic of interest and at the end of the interview return to 

a place of everyday conversation (Yeo et al., 2014).  

 

Arrival and introductions 

During the first stage of the interview, I met with participants and introduced 

myself and engaged in small talk and social greetings. While I was the host 

for the interview (Yeo et al., 2014) and often organised the venue for the 

meeting, I also conducted some of the interviews in participants` homes and 

in spaces provided by voluntary organisations. I was very mindful of my role 

as a guest in different environments. I built rapport during the first stages 

and often answered questions about what we would not be talking about 

during the interview.  

Many participants spoke of their experiences of having to answer very 

personal questions about their sexual partners and feelings about their 

genitals during assessment interviews at the adult gender service. I 

reassured all participants that these questions were not part of GIFTS 

research focus and conversations related to this would only arise if the 

participant introduced this topic during the interview.  

 

All participants were also advised that they could decline to answer any 

questions during the interview. As research suggests that this can be 

difficult for participants in qualitative interviews to do this (Graham et al., 

2007) we agreed on simple forms of words, such as ‘I don`t want to talk 

about this’. I also talked about the anticipated length of the interview and 

provided explanations regarding the audio equipment.  
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During the second stage of the interview I reminded participants about the 

aim and purpose of the research. While all participants had already signed 

the consent form to participate in GIFTS, I emphasized that consent to 

participate can be withdrawn at any stage of the interview process. All 

participants who completed written consent forms participated in the entire 

interview process. I emphasized how disclosures about themselves and 

others would be managed during the research process in keeping with 

agreed GIFTS protocols.  

 

Interview  

To provide structure for the in-depth interview or focus group I devised a 

topic guide in collaboration with experts by experience involved with the 

design of GIFTS. This topic guide provided a loose structure of the topics I 

hoped to discuss with participants, with space to explore other issues 

unique to the individual. While other interviews often start with questions 

related to the individual`s background, this information was already 

gathered in GIFTS through the detailed phase one of the study for those 

attending specialist gender services and through a short demographic form 

for those outside services. Thus, the topic guide for GIFTS included a 

general question about ‘when someone mentions gender in a conversation’. 

The questions were asked in a deliberately vague way, in which ‘gender’ 

could indicate anything from the very binary male/ female, trans gender, 

non-binary or anything else.    
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During the largest part of the interview I guided the participant through 

questions outlined in the topic guide. Questions were not always asked in 

the same order and the guide was used flexibly to probe answers. Some 

participants talked about themes that were not common to all participants, 

such as the experience of being a parent while living with gender related 

distress. This was explored further and provided unique insights into their 

experiences.  

Generally, all participants were asked: (a) How long have you lived with this 

(gender related distress/ incongruence)? (b) ‘When did you first notice/ 

become aware?’;(c ) ‘Who (if anyone) did you tell?’;(d) ‘What was their 

reaction?’; (e) ‘Did you seek support or not?’; (f)‘Where did you seek 

support?’; (g) What influenced your decision to seek/ not seek support?’; (h) 

‘What other factors made an impact on your life at this stage?’; (i) ‘How was 

your experience of support offered?. Towards the end of the interview I 

invited every participant to imagine that they could oversee/ oversee 

designing the ideal service for individuals who experience gender related 

distress. I asked them to create an advertisement for this service which 

outlines what this service will provide, how it can be accessed and what 

support will be offered. At the end of the interview I thanked every 

participant and offered time to answer questions related to the research 

study.  

 

5.13 Data recording procedures 

All interviews were audiotaped and professionally transcribed verbatim. 

Each interview was given a numerical identification. All transcriptions were 
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carefully checked for errors and missing information was added to create 

the final version of the transcript. Each transcript was a representation of 

the interview in the form of a ‘good enough transcript’ (Braun and Clarke, 

2013).  Audio recording and transcribing of the interview are necessary 

processes, but in each step, information is potentially lost or changed 

(Braun and Clark, 2013).  

Checked and amended transcripts were entered into qualitative software 

programme (N-Vivo version 12) for data coding and management. 

Demographic information for participants attending services and those 

outside services were added to NVIVO and linked to each case (numerical 

participant ID). NVIVO is one of the programs known as CAQDAS 

(computer-assisted qualitative data analysis software) (Braun and Clark, 

2013). 

 

There are some clear strengths and limitations to using NVIVO or other 

CAQDAS (Braun and Clark, 2013). While this is not an exhaustive list, it is 

generally easier to organise large amounts of data using CAQDAS, 

compared to working with paper. Data and data codes can be searched 

electronically, a process which would be very labour-intensive using paper 

copies. The cost of CAQDAS and training required to use CAQDAS can 

make it an unsuitable option, luckily this was not an issue in this study. Lu 

and Shulman (2008) describe usability frustration, hopelessness and 

despair related to CAQDAS for individuals who are not tech-savvy. Using 

NVIVO required initial training, which was provided by the university. The 

follow-up support provided as part of the training offered a safety net and 
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alleviated the potential for despair. NVIVO provided a platform to link 

quantitative and qualitative data, which was of particular benefit to this 

mixed methods study.  

 

5.14 Transcription 

While time-consuming, the transcribing process provides an opportunity to 

become immersed in the data, get familiar with it and begin the analysis 

process (Gibbs, 2018). Unfortunately – because of the large number of 

completed interviews and timeframe for the study -.it was not possible for 

me to transcribe the interviews myself and all interviews were professionally 

transcribed by an experienced typing company. Prior to transcribing, the 

company signed a confidentiality agreement in relation to the transcription 

process. Study participants were aware of the transcription arrangements 

through the participant information sheet. I provided a glossary of terms to 

the typing company and answered any queries in relation to unfamiliar 

terminology. The transcription process created challenges for the typists in 

respect of recognising and categorising voices into familiar male and female 

voice categories when participants self-identified differently. This proved a 

challenge during transcription of interviews with two participants. We agreed 

that this was not helpful in this study and used the neutral language of 

interviewer and participant 1/participant 2. All interviews were checked in 

detail following the transcription and corrected if required.  
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5.15 Coding using NVIVO 

Coding can be described as a process which identifies and records one or 

more passages of text that exemplify the same theoretical or descriptive 

idea. (Gibbs, 2018). Combining a number of these passages together in 

essence creates the code. During the coding process I was actively 

engaged with the data and understanding the meaning behind participants 

responses. Coding creates an index or categories of the text, which 

establish a framework of thematic ideas about the text (Gibbs, 2018), and 

facilitates analysis in two ways: (1) coded text can be retrieved and 

examined in a structured way; and (2) lists of codes can be used to develop 

a hierarchy or relationships between codes (Gibbs, 2018). This process can 

be undertaken manually using pen and paper or through computer-assisted 

qualitative data analysis software (CAQDAS). I initially completed manual 

coding using printed interview transcripts on the first few interviews, then 

discussed the detail of my initial coding schema with my supervisors, 

allowing me to become familiar with the overall process of coding. Saldaña 

(2015) suggests that learning the basics of coding and data analysis while 

trying to manage the multiple functions of a CAQDAS programme can be 

overwhelming.  

 

Based on the length and number of interviews it became clear that manual 

coding would not be possible for all of the project interviews, eventually 

numbering forty. The use of CAQDAS enabled me to organise the interview 

data more easily than I could have done using paper printouts. I was able to 
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access training on the use of NVIVO and received follow-up support for my 

project as part of the training agreement provided through the university.  

 

Despite completing the NVIVO training, the application of concepts to my 

project was a challenge. I imported all the interview data into NVIVO and 

created a case for each interview in NVIVO using an anonymous interview 

ID code. Every case was linked to minimum demographic information on 

each participant in relation to age, sex assigned at birth, self-identification, 

highest education achieved and autism trait status. I used the combined 

measure of the three autism screening questionnaires used in the 

quantitative study to define case-ness for those attending specialist gender 

services. This information was not available for those outside gender 

services. Autism trait case-ness for participants outside gender services 

was defined by a self-reported diagnosis of autism during the interview. 

Linking each interview to the demographic information allowed me to 

compare responses in relation to demographic variables, a process which 

would have been much more difficult using manual coding. During the 

coding process using NVIVO, I defined each code in more detail. I recorded 

my initial thoughts about each code in memos, which I attached to the 

respective code in NVIVO. This process allowed me to reflect on initial 

codes and refine codes at a later stage.  

 

Coding has been criticised by some, based on it being: (1) reductionist, (2) 

objective, (3) mechanistic and (4) no more than counting (Saldaña, 2015). 
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While it reduces the amount of data for further analysis, the coding process 

allows important aspects of the data to be captured. Using NVIVO allowed 

me to access data in its original context to gain further clarity. This was 

particularly important when I struggled to interpret the meaning of a 

passage – i.e. its subjective interpretation. While I try to be objective while 

coding, prior knowledge and experience will impact on my interpretation. I 

reflected on this throughout by asking myself if I was coding as researcher 

or as clinician. While coding using CAQDAS can feel mechanistic, it 

requires high levels of concentration and the ability to think about the data 

while coding. I discovered that I required regular breaks while coding to 

sustain a high level of concentration during the process. Coding requires 

reading and re-reading of detailed interview data, which provides detailed 

insight into the data rather than merely counting data items.  

 

The coding approach used in this study was data-driven rather than 

concept-driven (Gibbs, 2016), involving an open coding approach in its first 

stage, and while not based on a clearly defined framework derived from the 

literature, I was aware that I approached it with prior knowledge as a 

clinician. With awareness I approached the data with an open mind, without 

using pre-conceived ideas. I accepted that initial coding scenarios were not 

fixed and would evolve as analysis progressed. I initially coded anything 

that appeared important to understand the lived experience of gender 

dysphoria, producing many seemingly unconnected codes. It was difficult to 

know at the early stage which might be refined further into the main themes.  
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During the second coding stage axial coding (Strauss and Corbin, 1990) 

categories, initially developed during the open coding stage, were refined 

and developed further. In this stage the direction of the analysis was 

beginning to be clearer. In the final selective coding (Strauss and Corbin, 

1990) stage, the main categories are connected to develop themes and 

their inter-relationships. At this stage I reviewed codes which had been 

initially refined during the two prior stages. The essential elements and 

importance of themes related to the lived experience of gender related 

distress became more visible at this point. 

 

5.16 Analysis of interviews 

Individual interviews were inductively coded and indexed and emergent 

themes were noted. The coding and their meanings were developed with 

the support of memos and data display (matrices and diagrams). Initially, 

four of the transcripts were analysed and coded independently by the 

researcher, assisted by members of the service user group and the doctoral 

supervisors. The data analysis process was recursive rather than linear and 

followed thematic analysis phases described by Braun and Clark (2006): (1) 

familiarization with the data, (2) generating initial codes, (3) searching for 

themes, (4) reviewing themes and (5) naming and defining themes.  

 

During the initial stage I spent time carefully reading each transcript and 

thinking about what the participant was saying to think about how they were 

making sense of their experience. During this stage I made notes of 

anything that seemed important or different. Coding is a process, in which 
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data related to the research question is identified either through selective or 

complete coding (Braun and Clark, 2013). In this study, I used complete 

coding rather than selective coding.  

 

Complete coding involved initially looking for anything related to the 

research questions in the transcripts. During complete coding I selected 

phrases which could answer parts of the research questions, providing 

data-derived or semantic codes (Braun and Clark, 2013) based on the 

semantic meaning in the data. These codes reflected what participants had 

said during the interview itself. I developed what Braun and Clark (2013) 

describe as researcher-derived or latent codes at a later stage of coding. 

This process involved creating meaning of semantic data through 

application of theoretical and conceptual frameworks. In practice, codes 

often involved both semantic and latent elements. As a novice researcher, I 

coded any relevant data in large chunks, which I refined during further 

coding cycles. Through coding cycles, I revised initial codes and focused on 

common and uncommon themes in the data.  

 

5.17 Limitations of the design  

All GIFTS interviews were completed face-to-face. This process involved 

participants making themselves visible to me. While most participants had 

socially transitioned and thus made themselves visible to others, the trans 

identity of some participants was unknown to others and they were 

essentially invisible from an identity perspective. For those attending 

specialist gender services this was less problematic, the interview was the 
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second stage of the research process and participants were already familiar 

with me.  

For those outside services, the interview was the only experience of 

meeting with me. Meeting individuals for the interview involved a careful 

negotiation of where to meet and how to recognise each other. I made 

myself more visible to others during this first meeting by wearing a brightly 

coloured lanyard. Participants often worried about how they presented 

themselves to me, which may have been connected to their expectation of 

gendered stereotypical representations they believed I hold as a clinician. 

Some also worried that I may report back to the clinical service how they 

presented and that this might impact on the validity of their transition. To 

manage these concerns, I emphasized the importance of being themselves 

during the interview without concern for their physical representation on the 

day. While I reassured participants during the interview, phone interviews 

may have been easier for some participants.  

 

While I considered my position as a researcher and clinician carefully during 

the study, my role as a clinician could have impacted during the interview 

process. Using a participatory action research approach would have 

allowed interviews to be conducted by experts by experience in this study. 

Using this approach would have reduced the potential bias of the clinician-

researcher role, but would have required a different research methodology, 

including training of experts by experience in interviewing skills, which is 

outside the remit of a doctoral study.  
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5.18 Mixed methods research 

GIFTS is a mixed methods study combining the quantitative elements of a 

cross-sectional survey with the qualitative aspects of in-depths interviews to 

understand the lived experiences of individuals attending specialist gender 

services and those outside specialist gender services for whatever reason. 

Using a mixed-methods approach was important to gather much needed 

data on the mental health needs and prevalence of autism traits in this 

population alongside exploring how individuals manage to live with gender 

related distress and how they experience services. Mixed method research 

approaches are often situated within a pragmatic paradigm (Tashakkori and 

Teddlie, 2003), but some mixed-method researchers situate themselves 

within a transformative paradigm (Mertens, 2005).  

 

In very basic terms, mixed methods research has emerged as a third 

paradigm in social science (Johnson et al., 2007) after the positivist 

paradigm (linked with quantitative methodologies) and constructivist/ 

constructionist paradigm (associated with qualitative methodologies) 

(Denscombe, 2008).  The intellectual grounding of mixed-methods research 

is based on the mixing methods approach by Campbell and Fiske (1959) 

(Creswell, 2003). The defining characteristics of a mixed methods approach 

are the use of qualitative and quantitative methods within the same project, 

a research design which specifies sequencing of quantitative and qualitative 

elements of data collection and analysis and usually pragmatism as the 

underpinning philosophical paradigm (Denscombe, 2008).  
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There are a range of views in relation to how quantitative and qualitative 

parts of a study can be integrated, combined or used together (Denscombe, 

2008). Some argue that it is impossible to combine quantitative and 

qualitative data due to their different philosophical contexts, advocating that 

both types of data should be used in parallel (Morse, 2003). Others have 

stressed common aspects of quantitative and qualitative data, advocating a 

combination of both (Hardy and Bryman, 2009). The binary notion of either 

quantitative or qualitative research itself does not do justice to the complex 

ontological and epistemological assumptions underlying both terminologies 

(Cook, 2005). The purpose of mixed methods research is improving 

accuracy of data, producing a more complete picture of the topic and at 

times to avoid bias intrinsic to single method approaches (Denscombe, 

2008).  

Mixed methods research offers a way to integrate depth and breadth of 

knowledge, however this integration is not without difficulties (Bartholomew 

and Brown, 2012). There are aspects of mixed-methods research which 

lack consistency or agreement (Denscombe, 2008), Using multiple 

methods, as part of a mixed methods approach can provide a more 

complete understanding within a cultural context (Diaz-Loving, 2005). Using 

mixed methods has been an approach used by researchers for many years 

without being labelled as such (Bartholomew and Brown, 2012). Mixed 

methods research has evolved across different disciplines either in a 

pragmatic way to offer the best possible way of answering a research 

question, or through an intellectual exploration of examining a research 

question from different perspectives (Tashakkori and Creswell, 2008). 
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Mixed methods research can be undertaken based on different designs, 

such as concurrent triangulation, sequential and multiphase designs, 

sequential explanatory, sequential exploratory or embedded designs 

(Creswell and Plano Clark, 2007).   

 

For practical reasons, the GIFTS study used a concurrent triangulation 

design, in which quantitative and qualitative data was collected 

simultaneously. The planned sequential explanatory design, in which autism 

screening questionnaires and mental health measures in the GIFTS study 

would be used to shape the recruitment process of participants for the 

qualitative study did not work out in practice for several reasons. Some 

participants in the GIFTS study travelled long distances to attend the 

regional services while others who previously attended the services were 

living outside Northern Ireland. For those participants it would have been 

impractical or even impossible to complete the research on more than one 

occasion. Insisting on this sequential design would have excluded those 

participants from the qualitative part of the study based solely on their place 

of residence. For other participants, mental health needs, social 

communication difficulties or anxiety dictated how and when they were able 

to engage in the research process. This included conducting the research in 

participant`s homes where they were most comfortable and completing both 

quantitative and qualitative aspects of the study on the same day. 

Converging the two data sets in the GIFTS study allowed the assessment of 

the autism traits construct from both methodological perspectives (Boateng, 

2009). While clearly beneficial, mixed methods are not without challenges. 
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Collecting multiple data sets often requires lengthier data collection phases 

(Bartholomew and Brown, 2006). For the novice researcher, there can be 

additional training needs related to learning more than one methodological 

approach and associated data analysis tools.  

 

The methods used in the GIFTS study are largely based within a pragmatic 

research paradigm, however the choice of methods is based on addressing 

specific research questions rather than following a specific epistemological 

framework (Ormston et al., 2014).  
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Chapter 6 - quantitative results 

 

6.1 Introduction 

This chapter reports on the mental health levels and autism trait prevalence 

of participants. Previous studies highlight increased levels of anxiety, 

depression and suicidality in individuals who identify as transgender 

(Borgogna et al., 2018; Davies and Kessel, 2017). Demographic factors 

related to mental health levels are examined for significance using Chi-2 

tests and effect size explored using logistic regression. This analysis also 

explores additional vulnerability factors which may impact on mental health 

levels of participants.  

 

The chapter also addresses the question of autism trait prevalence in a 

clinical population of individuals seeking gender affirming treatments. As 

previously discussed, autism trait prevalence can differ depending on the 

instruments used to measure it. In this study, a combination of screening 

tools was used to reduce the likelihood of false positives. Autism trait 

prevalence results were published in a recent paper (Lehmann et al., 2020).  

 

Hypotheses in relation to gender dysphoria and autism traits are tested: for 

instance, the extreme male brain theory (Baron-Cohen, 2009) which 

suggests that individuals with autism have patterns of behaviour and 

empathy more closely resembling male patterns – here it is posited  that this 

is represented by lower empathy and higher autistic traits patterns in AFAB 

individuals (Di Ceglie et al., 2014). The association between social 
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impairment, stress and sexual minority status (Baron-Cohen, 2009) and 

developmental problems related to childhood maltreatment and trauma and 

body image (Hoover, 2015) are also examined.  

 

6.2 Data analysis  

While data were complete for 123 participants some variables contained 

missing data. Three individuals who had not quite reached the age of 

sixteen years participated with parental consent. Because of language and 

mental health issues one participant was unable to complete the 

questionnaires: data for this participant was excluded from analysis.  

Several participants requested feedback on results from their autism 

screening questionnaires and subsequently used the information to support 

a referral for a clinical autism assessment. All completed questionnaires 

were returned for safe storage at the university.  

 

Four participants had been given an early version of the Cambridge 

Behaviour (Empathy Quotient - EQ) Scale (Baron- Cohen and Wheelwright, 

2004): a problem rectified for all but one participant who, after contacting 

them, were willing to complete the appropriate version. All raw data were 

entered a statistical package for analysis (Stata 14) and checked and 

cleaned. I explored the use of a multiple imputation strategy for dealing with 

missing values.  
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6.3 Participant Demographics 

Table 4: sociodemographic, sexual orientation and clinical intervention 
characteristics of study participants  

  All 
N (%) 

Between group 
analysis- mean age 

 
Current age (total=123) 
 

 
Adolescents <18 
Adults: =>18 

 
38 (30.9) 
85 (69.1) 

 

 
Sex at birth (total=123)  

 
Male 
Female 

 
57 (46.3) 
66 (53.7) 

 

 
Self-identified Gender 
(total=123) 

 
Male 
Female 
Transmale/Transfemale 
Non-binary 

 
42 (34.2) 
33 (26.8) 
42 (34.2) 
6 (4.9) 

 
23.6 years; SD: 12.0 
35.7 years; SD: 16.9 
26.3 years, SD: 11.9 
31 years;  SD: 14.2 
p=0.002* 

 
Respondent Education 
(total=118) 

 
Degree or higher 
Intermediate 
No qualifications 

 
6 (5.1) 
83 (70.3) 
29 (24.6) 

 

 
Respondent occupational 
social class (total=118) 

 
professional 
Intermediate 
(Semi-)routine 
Other 

 
33 (28.0) 
19 (16.1) 
35 (29.7) 
31 (26.3) 
 

 

 
Occupational social class 
of family (total=121) 

 
professional 
Intermediate 
(Semi-)routine 
Other 

 
53 (43.8) 
23 (19.0) 
39 (32.2) 
6 (5.0) 
 

 

 
 
Sexual orientation 
(total=121) 

 
Monosexual 
Plurisexual 
Asexual 
Other/unsure 
 

 
48 (39.7) 
58 (47.9) 
7 (5.8) 
8 (6.6) 
 

 

 
Cross-sex hormones 
(total=122) 
 

 
Yes 
No 
 

 
48 (39.3) 
74 (60.7) 
 

 

 
Gender affirming surgery 
(total=121) 
 

 
Yes  
No 

 
95 (78.5) 
26 (21.5) 
 

 

 
Desire to access cross-sex 
hormones (total=122) 

 
yes 
no 

 
118 (96.7) 
4 (3.3) 
 

 

Desire to have gender 
affirming surgery 
(total=122) 

 
yes 
no 
 

 
117 (95.9%) 
5 (4.1%) 
 

 

 

significance at the 5% level is indicated with a *  /NS=non-significant 
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Table 4 outlines the characteristics of study participants. Overall the ratio of 

adults to adolescents in the study was 2:1. The proportion of AFAB 

individuals was slightly higher (53.7%) compared to AMAB individuals 

(46.3%). There were statistically significant differences (p<0.01) in mean 

ages between AMAB individuals (mean age: 33.8 years, SD: 15.7, CI: 29.6- 

38.0) and AFAB individuals (mean age: 23.2 years, SD: 10.8; CI: 20.4-

25.8), 

 

Participants self-identified as male (34.2%), female (26.8%), transmale/ 

transfemale (34.2%) or non-binary (4.9%). Between-group analysis 

highlighted statistically significant (p=0.002) differences in mean ages, with 

self-identified males (mean age: 23.6 years, SD: 12.0), self-identified 

females (mean age: 35.7 years, SD: 16.9), transmales/transfemales (mean 

age: 26.3 years, SD: 11.9) and non-binary individuals (mean age: 31, SD: 

14.2).  

 

Because of missing information educational attainment is based on 118 

participants: most reported achieving intermediate qualifications (70.3%), 

with a small number reporting degree or higher (5.1%), with a quarter 

(24.6%) reporting having no formal qualifications. Respondent occupational 

social class was reported as professional (28%), intermediate (16.1%), 

(semi)-routine (29.7%) and other (26.3%). Respondent family occupational 

social class was reported as professional (43.8%), intermediate (19.0%), 

(semi)-routine (32.2%) and other (5.0%). Comparing respondent family 

occupational social class and respondent own occupational social class 
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highlights that a lower proportion of respondents in the professional, 

intermediate and (semi)-routine category and a higher proportion of 

respondents in the other category compared to family occupational social 

class. 

 

Sexual orientation was recoded based on interpretation of participant free 

text provided in the demography questionnaire. Participants self-classified 

as: monosexual (39.7%), plurisexual (47.9%), asexual (5.8%) or 

other/unsure (6.6%). There was a statistically significant difference 

(p=0.004) in mean age of participants identifying as monosexual (mean 

age: 30.9 years; SD 16.2), plurisexual (mean age: 23.4 years; SD: 9.4), 

asexual (38.1 years; SD: 18.8) and unsure/ questioning (32.3 years; SD: 

12.6).  

 

In relation to clinical interventions, 60.7% of participants were taking cross-

sex hormones.  Cross-sex hormone use is based on clinical guidelines 

which differ between adolescents and adults. Under current WPATH (World 

Professional Association for Transgender Health) guidelines (Coleman et 

al., 2012) adolescents are prescribed hormone blockers in the first instance. 

After a year taking hormone blockers adolescents (at age sixteen) can 

access cross-sex hormones. Adolescents who commence hormone 

blockers at an earlier age, continue with them until sixteen years old, while 

adolescents starting cross-sex hormones later continue for a year 

regardless of age. AMAB individuals continue hormone blockers and cross-

sex hormones indefinitely or until they have completed genital surgery. 
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AFAB individuals can stop hormone blockers once testosterone levels are 

deemed high enough. The age of participants will have impacted on the 

proportion of participants on cross-sex hormones in this study. Most 

adolescents (N=37) had not started taking cross-sex hormones, and 

information related to their use was missing for one participant. There was a 

statistically significant difference (p <0.01) between adolescent and adult 

cross-sex hormone use. Most participants (96.7%) reported a wish to 

access cross-sex hormones, with only 3.3% not wishing to access cross-

sex hormones.  

 

In relation to gender affirming surgery 21.5 % of participants reported 

having had at least one gender affirming procedure, while 78.5% had had 

none to-date. Most participants (95.9%) reported wanting gender affirming 

surgery, with only 4.1% not wanting surgical treatments. In Northern Ireland 

access to gender affirming surgical interventions is only available to adults 

on a case by case basis using extra contractual procedures with surgical 

centres in England. The funding process involved is lengthy and contractual 

agreements are required between services. This process in combination 

with limited national gender affirming surgical centres could have also 

impacted on the proportion of participants who had accessed gender 

affirming surgical interventions in this study.  

 

6.4 Participant mental health and trauma 

All participants completed standardised questionnaires related to their 

mental health and experience of trauma: (1) the Suicide Behaviour 
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Questionnaire Revised (SBQR) (Osman et al., 2001); (2) the Hospital 

Anxiety & Depression Scale (HADS) (Zigmond and Snaith,1983); and (3) 

the Childhood Trauma Questionnaire (CTQ)/ Recent Trauma Questionnaire 

(RTQ) (Pennebaker and Susman,1988). Mental health levels and 

experience of trauma are summarised in Table 5. 

 

Table 5: mental health and trauma levels associated with study participants 
(n=123; 100%) 

  
N (%) 
 

 
 
 
 
 
Mental 
Health  
 

 
Suicidality 
 

 
Low risk 
High risk 
 

 
52 (42.3) 
71 (57.7) 
 

 
Anxiety levels 
 

 
No Anxiety 
Anxiety 
 

 
58 (46.8) 
66 (53.2) 
 

 
Depression levels 

 
No Depression 
Depression 

 
103 (83.7) 
20  (16.3) 
 

BPD levels Low likelihood 
High likelihood 
 

54 (43.9%) 
69 (56.1%) 
 

 
 
 
Trauma 

 
Number of childhood 
traumas recorded 
 

 
No trauma 
One or two 
trauma 
Three plus 
trauma 
 

 
45 (36.6) 
13 (19.6) 
65 (52.9) 

 
Number of recent  
traumas recorded 
 

 
No trauma 
One or two 
trauma 
Three plus 
trauma 
 

 
20 (16.3) 
67 (54.5) 
36 (29.3) 
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Participant mental health and trauma by assigned sex at birth 

I carried out t-tests to examine differences in mean mental health scores 

based on assigned sex at birth. There was no statistically significant 

difference between assigned sex at birth and participant mental health 

mean scores. Mean suicidality scores were (AMAB: 8.4; SD: 3.3; CI: 7.5-9.3 

and AFAB: 9.0; SD: 3.4; CI: 8.2-9.8). Mean depression scores were (AMAB: 

5.6; SD: 4.6; CI: 4.4-6.9 and AFAB: 6.1; SD: 4.4; CI: 5.0-7.2). Mean anxiety 

scores were (AMAB: 9.7; SD: 5.6; CI: 8.2-11.2 and AFAB: 10.5; SD: 5.0; CI: 

9.3-11.8). 

 

Mean recent trauma scores were (AMAB: 1.1; SD: 0.6; CI: 1.0-1.3 and 

AFAB: 1.1; SD: 0.7; CI: 0.9-1.3). Mean childhood trauma scores were 

(AMAB: 2.1; SD: 1.6; CI: 1.6-2.5 and AFAB: 2.4; SD: 1.5; CI: 2.1-2.8). 
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6.5 Suicidality 

The SBQR is a self-report measure focused on predicting future suicidality 

by looking at past suicidal behaviour. A score of eight or above indicates 

high risk of suicidality (Osman et al., 2001). The SBQR contains four 

questions: (1) lifetime suicidality; (2) suicidality over the past twelve months; 

(3) disclosure of suicidal thoughts to others; and (4) likelihood of future 

suicidal behaviour. Table 6 highlights that the mean score for participants 

was high in relation to lifetime suicidality and disclosure of suicidality to 

others. Mean scores related to suicidality over the past twelve months are 

lower compared to lifetime suicidality. Mean scores related to future 

likelihood of suicidal behaviour are the lowest of all the mean scores.  
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Table 6: Suicidal ideation and behaviour of participants 

  N (%) mean (SD: 
95%CI) 
maximum  

 
Ever thought about 
or attempted suicide 
Total=123 
 

Never 
Passing thought 
At least one plan, but not enacted 
At least one plan, wanted to die 
I have attempted to kill myself, did not 
want to die 
Attempted, really hoped to die 

5 (4.1) 
34 (27.6) 
27 (22.0) 
18 (14.6) 
11 (8.9) 
28 (22.8) 

 
 
3.7 (3.4 - 3.9) 
maximum: 4 

Thought about or 
attempted suicide 
past 12 months 
Total=123 
 

Never 
Rarely (1 time) 
Sometimes (2 times) 
Often (3–4 times) 
Very often (5 or more times) 
 

40 (32.5) 
27 (22.0) 
28 (22.8) 
12 (9.8) 
16 (13.0) 
 

 
 
2.5 (2.2 - 2.7) 
maximum: 5 

 
Telling others of 
suicidal thoughts 
Total=123 

No 
Yes at one time, but did not really want 
to die 
Yes, at one time, and really wanted to 
die 
Yes, more than once, but did not want 
to do it 
Yes, more than once, and really wanted 
to do it 
 

64 (52.0) 
23 (18.7) 
14 (11.4) 
10 (8.1) 
12 (9.8) 
 

 
 
2.0 (1.8 - 2.3) 
maximum: 3 

 
Likelihood of suicidal 
behaviour in the 
future 
Total=122 

Never 
No chance at all 
Rather unlikely 
Unlikely 
Likely 
Rather likely  
Very likely  
 

34 (27.9) 
21 (17.2) 
28 (23.0) 
22 (18.0) 
12 (9.8) 
3 (2.5) 
1 (0.8) 
 

 
 
1.8 (1.5 - 2.1) 
maximum: 6 

 

While overall, participants score in the range of high risk of suicidality, a 

closer inspection of the scores highlights, that this is based on lifetime or 

past suicidal behaviour and disclosure of suicidality to others. Mean scores 

related to future likelihood of suicidality are much lower, suggesting that risk 

of suicidality reduces for many participants.  

I carried out a logistic regression analysis to explore the relationship 

between suicidality and self-description of participants. I was keen to 

identify if a particular group of participants was at higher risk of suicidality. 
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Individuals who identified as transmale/ transfemale had 2.4 times the odds 

of having a high risk of suicidality compared to those who identify as male, 

female or non-binary. The result was statistically significant.  

 

6.6 Anxiety and Depression 

HADS is a well-validated self-assessment rating scale for both anxiety and 

depression symptoms in the week prior to interview (Zigmond & Snaith, 

1983). Caseness is identified using a standard cut-off of 8/21 for both 

anxiety and depression symptoms: those with scores of eight and above 

were allocated to the depression and anxiety case groups. From Table 5, 

53.2% of participants suffer from anxiety, and 16.3% of participants have 

depression.  

Borgogna et al. (2018) highlight the importance of examining new and 

emerging groups within gender and sexual minorities to examine whether 

multi-minority status impacts on mental health. I analysed the anxiety and 

depression data further by examining explanatory factors for anxiety and 

depression levels. I performed Chi-square tests to examine the relationship 

between anxiety and depression levels and explanatory factors related to 

potential minority status (self-description: male, female, transmale, 

transfemale or non-binary) and sexual orientation (monosexual, pluri-

sexual, asexual, unsure/questioning). Chi-square tests did not show 

statistically significant associations between these explanatory factors and 

anxiety and depression levels.  
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I also carried out logistic regression to examine the effect sizes of the 

explanatory factors on mental health levels, to identify if a subgroup of 

participants had higher or lower odds of developing anxiety or depression. 

These were not statistically significant but, in some cases, showed marked 

effect sizes: non-binary individuals had odds of 1.8  (95% CI: 0.3-11.7) for 

having depression compared to those who identified as male. Compared to 

those who identify as male, identifying as female and transmale/transfemale 

was protective in relation to reporting depression.  With anxiety as the 

outcome variable further regressions highlighted that individuals identifying 

as non-binary had OR=4.5 (95% CI: 0.5 - 42.3) of having anxiety compared 

to those identifying as male. Identifying as female was protective in relation 

to anxiety, and no differences were recorded between 

transmales/transfemales and males.  

 

6.7 Childhood and Recent Trauma  

The CTQ and RTQ are self-report questionnaires to assess traumatic 

experiences during childhood and recent adult traumatic experiences (over 

the past three years). Over half (52.9%) of the participants experienced 

three or more childhood traumatic events (mean: 2.2, SD: 1.5, CI: 2.0-2.5). 

There were no statistically significant differences in relation to mean trauma 

scores between adolescents and adults.  

 

More than half of the participants (54.5%) experienced one or two traumatic 

events over the past three years (mean: 2.0, SD: 1.5, CI: 1.7-2.2). There 

was a statistically significant difference (p=0.003) between adolescent 
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(mean: 1.3; SD: 1.8, CI: 0.8-1.9) and adult (mean: 2.2; SD: 1.4; CI: 1.7-2.2) 

scores. For adolescents of seventeen years or younger there was an 

overlap between the CTQ and RTQ, as the CTQ is focused on traumatic 

events prior to seventeen years and the RTQ is focused on traumatic 

events over the past three years. The CTQ and RTQ ratings of level of 

distress experienced or disclosure to others, in relation to the traumatic 

events was not considered as part of this analysis. There was no 

statistically significant difference in mean childhood or recent trauma scores 

between self-described categories (male, female, transmale/ transfemale 

and non-binary). 

 

Logistic regression focused on the relationship between trauma scores and 

self-description highlighted, that participants who identify as female 

recorded an odds ratio of 10.00 (95%CI=1.2-82.7) of reporting three or 

more recent traumatic events compared to all other participants. Logistic 

regression focused on the relationship between childhood traumatic 

experiences and self-description highlighted that self-identifying as female 

or transmale/ transfemale was a protective factors, compared to identifying 

as male or non-binary. 

 

6.8 Autism trait prevalence  

As noted previously several research studies have examined the 

prevalence of autism traits in individuals seeking gender affirming 

treatments. Differences in prevalence are largely based on the use of 

different autism screening or diagnostic tools. While some studies (de Vries 
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et al., 2010) have used diagnostic interviews for their participants this is not 

an option for all research studies. This is mainly due to the resources 

required to undertake multidisciplinary autism assessments. The recognition 

of autism or autism traits in those experiencing gender-related distress 

requires expertise in this area (Glidden et al., 2016). If clinicians are unable 

to recognise autism traits this may lead to individuals being misunderstood 

and untreated when they are seeking gender affirming treatments (Glidden 

et al., 2016). While it is not always necessary or desired by the individual 

with autism traits to be referred for a diagnostic assessment the benefits of 

further assessment can be discussed only if clinicians are in a position to 

recognise when this might be needed. Clinicians therefore need to be able 

to screen individuals to assess the likelihood of autism traits to inform care-

planning for the individual.  

 

Autism traits in this study were measured using three different screening 

tools: (1) the Autism Quotient-AQ (Baron-Cohen et al., 2001); (2) 

Cambridge Behaviour Scale (Empathy Quotient-EQ) (Baron-Cohen and 

Wheelwright, 2004); and (3) RAADS-14 (Eriksson et al., 2013). Using three 

different screening tools allowed comparison of autism trait prevalence, with 

the combination of all three generating the most stringent indicator of autism 

traits. All screening tools were scored based on the standard cut-off points: 

>=32 for the AQ and RAADS-14; and <32 for the EQ. Individuals had to 

score case-ness of autism on all three measures to be allocated to the 

autism trait group.  
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Table 7: Autism trait prevalence based on individual and combined measures 

Autism trait prevalence indicators 
 

AQ 
 
N(%) 

Cambridge 
Behaviour 
Score 
N(%) 

RAADS-14 
 
N(%) 

Combined 
score 
 
N(%) 

24   (19.5 ) 44     (35.8) 31  (25.4) 21 (17.2) 

 

Table 7 highlights differences in autism trait prevalence between 

instruments. Based on the AQ 19.5% of participants scored in the range 

suggestive of Autistic traits. The Cambridge Behaviour Score indicates that 

35.8% of participants had low empathy levels.  

 

Borderline personality disorder traits may explain the relatively high 

proportion of individuals scoring in the low empathy range of the  

Cambridge Behaviour Scale compared to the other measures. All 

participants in this study completed the  McClean Screening Instrument 

Borderline Personality Disorder (MSI-BPD) (Zanarini et al., 2003). I 

performed t-tests to examine the differences in mean empathy scores in 

participants with high and low likelihood of borderline personality. The 

comparison of mean empathy scores was statistically significant (p=0.004). 

Participants in the low likelihood of borderline personality group scored 

(mean: 42.4; SD: 14.5; CI: 38.4-46.3) compared to the high likelihood of 

borderline personality group (mean: 35.0; SD: 13.5; CI: 31.7-38.2).  

Based on the RAADS-14, 25.4% of participants scored in the range 

suggestive of autism traits. The combined measure of all the screening tools 

reduced the autism trait prevalence of participants to 17.2%.  
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6.9 Agreement between chart diagnosis and autism screening 
score 
In this study, I obtained clinical notes to report on evidence related to an 

autism diagnosis. Multidisciplinary autism assessments are considered the 

gold standard assessments to identify those with social, communication 

difficulties and repetitive routines, which are significant enough to warrant a 

clinical diagnosis. All charts (N=124) were reviewed to identify diagnostic 

information related to an autism diagnosis in the referral information to the 

specialist gender service. Referral information between the adult and young 

person`s service differed due to agreed referral processes. While the adult 

service accepted letters from GP`s and other health professionals, the 

young person`s service used a standardised referral form and risk 

assessment template for all referrals. This meant that all adolescent 

referrals contained information related to previous diagnostic assessments, 

while adult referrals varied in this regard. I collated referral information from 

all adolescent referrals and all available adult referrals (N=72). Referral 

information identified an autism diagnosis in thirteen individuals overall.  

 

I used Cohen`s (1960) Kappa co-efficient to calculate the level of 

agreement between a clinical chart diagnosis and the combined autism trait 

prevalence. Due to incomplete referral information in the adult charts, I 

calculated the Kappa co-efficient separately for adolescents and adults in 

the study. The Kappa co-efficient was initially developed to examine 

agreement between clinicians in relation to nominal scales used in 

psychology. Cohen (1960) suggests, that the following assumptions of the 

co-efficient agreement: (1) the units are independent, (2) the categories of 
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the nominal scale are independent and (3) the judges operate 

independently. In this study, diagnostic information related to an autism 

diagnosis for adolescent participants was independent to autism screening 

tools completed for the research. I calculated the kappa statistic by 

comparing the combined measure all autistic with diagnostic referral 

information in the chart data for all adolescents. This information was 

available for all adolescents, as the referral process to the young person 

service required the completion of a detailed referral form, which includes a 

section on prior diagnostic assessments. As all adolescent referrals are 

currently accepted from Child & Adolescent Mental Health Services, 

differential diagnoses for co-existing mental health concerns had often been 

considered prior to referral to gender services.  

 

Table 8: Agreement between clinical chart data and combined autism trait 
screening measure for adolescents 

Agreement Expected 
Agreement 

Kappa Standard 
Error 

Z Prob>Z 

90.00%   74.44% 
 

0.6087 
 

0.1810 
 

3.36 0.0004 

 

In table 8, the Kappa statistic for adolescents (0.6087) suggests a 

substantial agreement based on Cohen`s (1960) interpretation or moderate 

agreement based on McHugh (2012). McHugh (2012) argues for more 

stringent Kappa scores in healthcare research to avoid changing practice 

based on potentially faulty research evidence.  

 

Using McHugh`s interpretation shows moderate agreement between the 

autism screening measures and a recorded autism diagnosis in the notes. 
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This difference is partly due to comparing autism and autism traits. While 

those who score in the autism traits range of all three measures have a 

higher likelihood of having autism, this does not necessarily mean they 

receive a clinical diagnosis of autism.  

 

Table 9: Agreement between clinical chart data and combined autism trait 
screening measure for adults 

Agreement Expected 
Agreement 

Kappa Standard 
Error 

Z Prob>Z 

75.61%       65.26%      0.2979      0.1499        1.99       0.0234 
 

In table 9, the Kappa score for adults (0.2979) highlights minimal agreement 

between clinical chart data and the combined autism measures. In this 

calculation, referral information regarding previous diagnostic assessments 

was only available for some adult participants (n=41). The Kappa score is 

only based on participants with diagnostic chart information. The adult 

service does not use a standardised referral form. While previous diagnostic 

assessment information should be part of a comprehensive referral letter, 

this is not always the case. Autism has been historically diagnosed in 

children and young people and recognition of autism traits is part of the 

clinical skills base of CAMHS clinicians.  

Within adult mental health services, recognition of autism traits is less 

evident. This may due to limited experience or based on the assumption 

that those without a diagnosis in childhood could not be autistic. More 

recent recognition of the wider autism spectrum and camouflaging 

strategies used by some to mask their autism traits, have highlighted that 

screening and awareness of autism is important across the lifespan.  
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Table 10: Agreement between clinical chart data and combined autism trait 
screening measure for adults 

Agreement Expected 
Agreement 

Kappa Standard Error Z Prob>Z 

  81.18%       75.06% 0.2453 0.0956 2.56       0.0052 
 

 

In table 10, I calculated the Kappa statistic for all adults, based on the 

assumption that participants with missing diagnostic information do not have 

a clinical diagnosis of autism. The Kappa score (0.2453) was lower than the 

previous Kappa score, highlighting minimal agreement based on McHugh`s 

(2012) interpretation.  
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6.10 Autism traits and demographic/ treatment factors 

Table 11: sociodemographic, sexual orientation and clinical intervention 
characteristics associated with autism traits 

  Autism Traits 
N (%) 
 

  No  
 
101 (82.8%) 

Yes 
 
21 (17.2) 

X2  (df=1) 
 
Significance 

 
Current age 
(total=123) 

 
Adolescents <18 
Adults: =>18 

 
33 (32.7) 
68 (67.3) 

 
4 (19.0) 
17 (81.0) 

 
X2 =1.53 

p = 0.22 NS 

 
Sex at birth 
(total=123) 

 
Male 
Female 

 
48 (47.5) 
53 (52.5) 

 
8 (38.1) 
13 (61.9) 

 
X2=0.62 
p=0.43 NS 

 
Self-identified 
Gender (total=123) 

 
Male 
Female 
Transmale/Transfema
le 
Non-binary 

 
32 (31.7) 
27 (26.7) 
38 (37.6) 
4 (3.97) 

 
10 (47.6) 
6 (28.6) 
3 (14.3) 
2 (9.5) 

 
 
 
X2=5.22 
p=0.16 NS 

 
Respondent 
Education 
(total=118) 

 
Degree or higher 
Intermediate 
No qualifications 

 
3 (3.1) 
71 (72.5) 
24 (24.5) 

 
3 (15.0) 
12 (60.0) 
5 (25.0) 

 
 
X2=5.02 
p =0.08 NS 

 
Respondent 
occupational social 
class (total=118) 

 
professional 
Intermediate 
(Semi-)routine 
Other 

 
13 (13.3) 
5 (5.1) 
24 (24.5) 
56 (57.1) 

 
5 (25.0) 
0 (0.0) 
4 (20.0) 
11 (55.0) 
 

 
 
 
X2=2.67 
p=0.45 NS 

 
Occupational social 
class of family 
(total=121) 

 
professional 
Intermediate 
(Semi-)routine 
Other 

 
42 (42.0) 
21 (21.0) 
33 (33.0) 
4 (4.0) 
 

 
11 (52.4) 
2 (9.5) 
6 (28.6) 
2 (9.5) 
 

 
 
 
X2=2.80 
p=0.42 NS 

 
 
Sexual orientation 
(total=121) 

 
Monosexual 
Plurisexual 
Asexual 
Other/unsure 
 

 
42 (42.4) 
45 (45.5) 
5 (5.1) 
7 (7.1) 

 
6 (28.6) 
13 (61.9) 
2 (9.5) 
0 (0.0) 
 

 
 
 
X2=3.88 
p=0.28 NS 

 
Cross-sex 
hormones 
(total=122) 

 
No 
Yes 
 

 
63 (62.4) 
38 (37.6) 
 

 
11 (52.4) 
10 (47.6) 
 

 
X2=0.73 
p=0.39 NS 

 
Gender affirming 
surgery (total=121) 

 
No 
Yes 

 
80 (80.0) 
20 (20.0) 
 

 
15 (71.4) 
6 (28.6) 
 

 
X2=0.76 
p=0.39 NS 

 
Desire to access 
cross-sex hormones 
(total=122) 

 
yes 
no 

 
98 (97.0) 
3 (3.0) 

 
20 (95.2) 
1 (4.8) 

 
X2=0.18 
p = 0.68 NS 
 

Desire to have 
gender affirming 
surgery (total=122) 
 

 
yes 
no 
 

 
98 (97.0%) 
3 (3.0%) 

 
19 (90.5%) 
2 (9.5%) 
 

 
X2=1.90 
p = 0.17 NS 

  significance at the 5% level is indicated with a *  /NS=non-significant 
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I explored the relationship between autism traits and demographic 

variables. For this analysis, I used the most stringent autism trait measure 

(the combined score of the three measures). Table 11: I performed Chi-

Square tests to explore the following demographic and treatment related 

factors: (1) current age, (2) sex at birth, (3) self-identified gender, (4) 

respondent education, (5) respondent occupational social class, (6) 

occupational social class of family, (7) sexual orientation, (8) cross-sex 

hormones, (9) gender affirming surgery, (10) desire to access cross-sex 

hormones and (11) desire to access gender affirming surgery. There were 

no statistically significant differences between participants with and without 

autism traits in relation to the eleven examined demographic and treatment 

related factors Table 11.  

 

Based on findings in Table 11 autism traits appear to persist across the 

lifespan with most participants with autism traits attending the adult service. 

Sex at birth in participants without autism traits was similarly distributed 

across MAB and FAB groups, while in those with autism traits a higher 

proportion were FAB.  

Individuals in both groups self-identified across a range of gender identities.  

While not statistically significant, a higher proportion of individuals with 

autism traits had achieved degrees or higher and belonged to the 

professional occupational group. Sexual orientation was varied across both 

groups of interest. None of those with autism traits reported feeling unsure 

about their sexual orientation. A higher proportion of individuals with autism 

traits had accessed cross-sex hormones and gender affirming surgical 
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procedures, suggesting that autism traits in themselves do not appear to be 

a barrier to access treatments. 

6.11 Autism traits and mental health factors 

I initially examined the relationship between autism traits using the 

combined questionnaire scores and mental health factors. I examined 

whether there is an association between having autism traits and mental 

health factors: (1) suicidality, (2) anxiety, (3) depression, (4) childhood 

traumatic events and (5) recent traumatic events (Table 12). The Chi 

Square tests highlight statistically significant relationships between autism 

traits and anxiety, depression and childhood traumatic events. No 

statistically significant associations were noted between autism traits and 

suicidality and recent traumatic events.  
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Table 12: Mental health factors associated with autism trait prevalence 

Mental health factors Combined score 
N(%) 

 

 No autism traits 
101 (82.8%) 

Autism traits 
21 (17.2) 

X2  (df=1) 
Significance 

Suicidality 
Low risk 
High risk 

 
46 (45.5%) 
55 (54.5%) 

 
6 (28.6%) 
15 (71.4%) 
 

 
X2 =2.05 
p = 0.152 NS 

Anxiety scores 
No Anxiety 
Anxiety 
 

 
53 (52.5%) 
48 (47.5%) 
 

 
5 (23.8%) 
16 (76.2%) 
 

 
X2 =5.73 
p=0.02* 
 

Depression Scores 
No Depression 
Depression 
 

 
90 (89.1%) 
11 (10.9%) 
 

 
12 (57.1%) 
9 (42.9%) 
 

 
X2 = 13.0 
p = 0.00* 

Childhood Traumatic 
events 
No traumatic events 
One or two traumatic 
events 
Three plus traumatic 
events 

 
11 (10.9%) 
58 (57.4%) 
32 (31.7%) 

 
1 (4.8%) 
7 (33.3%) 
13 (61.9%) 
 

 
X2 = 6.86         
p=0.03* 

Recent Traumatic events 
No traumatic events 
One or two traumatic 
events 
Three plus traumatic 
events 

 
17 (16.8%) 
58 (57.4%) 
26 (25.7%) 

 
2 (9.5%) 
9 (42.9%) 
10 (47.6%) 
 

 
X2 =4.09         
p=0.13 NS 

    significance at the 5% level is indicated with a *  /NS=non-significant 

 

This finding highlights, that individuals with autism traits are more vulnerable 

to co-existing anxiety and depression, however there was no statistically 

increased risk of suicidality.  

 

6.12 Autism traits and suicidality 

As overall suicidality scores highlighted earlier provided limited information 

in relation to future risk of suicidality, I used t-tests to explore the differences 

in mean scores for each of the four suicidality questions on the SBQ-R, 

comparing those with and without autism traits. My hypothesis was that 
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there would be no statistically significant difference between mean scores in 

the t-tests. Based on t-test results in Table 13, the null hypothesis of no 

statistically significant differences in mean scores between those with 

autism traits and participants without autism traits was correct.  

 

Table 13: Suicidal ideation and behaviour of participants t-tests comparisons of 
mean scores between participants 

 No autism 
traits 
101 (82.8%) 
 
Mean (SD: 
95%CI) 
 

Autism traits 
21 (17.2%) 
 
Mean (SD: 
95%CI) 
 

t-test  (df) 
Significance 

Mean overall suicidality 
Total=123 

8.4 (7.8 -  
9.1) 

10.1 (8.5 - 
11.8) 

df=120 
p= 0.92 NS 

Mean lifetime 
suicidality 
Total=123 
 

3.51 (3.20 - 
3.83) 

4.33 (3.6- 5.0) df=120 
p= 0.98 NS 

Mean suicidality past 12 
months 
Total=123 
 

2.5 (2.2 - 2.7) 2.7 (2.0 - 3.3) df=120 
p= 0.74 NS 

Mean disclosure of 
suicidal thoughts 
Total=123 
 

1.9 (1.7 - 2.2) 2.6 (1.8 - 3.3) df=120 
p= 0.97 NS 

Mean likelihood of 
future suicidal 
behaviour 
Total=122 
 

1.7 (1.4 – 
2.0) 

2.2 (1.4 - 3.0) df=120 
p= 0.93 NS 
 

significance at the 5% level is indicated with a *  /NS=non-significant 

 

 

6.13 Autism traits and anxiety 

I explored the relationship between anxiety and autism traits further by 

conducting several t-tests. There was a statistically significant difference 
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between those with autism traits and participants without. Mean scores for 

those not classed as having autism traits were (mean: 9.2; SD: 5.1; 8.2-

10.2) compared to those with autism traits (mean: 14.4; SD: 4.2; 12.5-16.3). 

Table 14: mean scores were also significantly different for each item on the 

HADS related to anxiety symptoms. 

 

Table 14: Anxiety associated with autism trait prevalence: -tests comparisons of 
mean scores between participants 

HADS 
Anxiety 

Mean (SD: 95%CI) 
No autism traits 
101 (82.8%) 
 

Mean (SD: 95%CI) 
Autism traits 
21 (17.2%) 

t-test  (df) 
Significance 

Overall 
Mean score 

9.2 (8.2-10.2) 
SD: 5.1 

14.4 (12.5-16.3) 
SD: 4.2 

df=120 
p=0.000* 
 

Feeling tense 
Mean score 

1.4 (1.2-1.6) 
SD: 1.0 

2.1 (1.7-2.6) 
SD: 1.0 

df=120 
p=0.002* 
 

Fearful 
 

1.4 (1.2-1.6) 
SD: 1.1 

2.0 (1.6-2.3) 
SD: 0.9 

df=120 
0.02* 
 

Worrying thoughts 
 

1.5 (1.3-1.7) 
SD: 1.0 

2.2 (1.9-2.6) 
SD: 0.8 

df=120 
p=0.003* 
 

Feel relaxed 
 

1.2 (1.1-1.4) 
SD: 0.9 

2.0 (1.7-2.2) 
SD: 0.6 

df=120 
p=0.0004* 
 

Butterflies in 
stomach 
 

1.0 (0.9-1.2) 
2.0 SD: 0.8 

1.8 (1.4-2.2) 
SD: 0.8 

df=120 
p=0.0001* 
 

Restless 
 

1.4 (1.2-1.6) 
SD: 1.0 

2.2 (1.9-2.6) 
SD: 0.8 

df=120 
p=0.0002* 
 

Feeling of panic 
 

1.2 (1.1-1.4) 
SD: 0.9 

2.1 (1.7-2.5) 
SD: 0.9 

df=120 
p=0.0001* 
 

              significance at the 5% level is indicated with a *  /NS=non-significant 
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6.14 Autism traits and depression 

Table 15: Depression associated with Autism trait prevalence: t-test comparisons 
of mean scores between participants 

HADS 
Depression 

Mean (SD: 
95%CI) 
No autism 
traits 
101 (82.8%) 
 

Mean (SD: 
95%CI) 
Autism traits 
21 (17.2%) 

t-test  (df) 
Significance 

Overall 
Mean score 

5.3 (4.5-6.2) 
SD: 4.2 

8.5(6.3-10.6) 
SD: 4.7 

df=120 
p=0.003* 
 

Still enjoy things 
Mean score 

1.4 (1.2-1.6) 
SD: 1.0 

2.1 (1.7-2.6) 
SD: 1.0 

df=120 
p=0.002* 
 

See funny side of things 
Mean score 

o.5 (0.3-0.6) 
SD: 0.7 

1.0 (0.6-1.4) 
SD: 0.8 

df=120 
p=0.002* 
 

Feel cheerful 
Mean score 

0.9 (0.7-1.0) 
SD: 0.7 

1.0 (0.7-1.4) 
SD: 0.7 

df=120 
p=0.30 NS 
 

Feel slowed down 
Mean score 

1.2 (1.0-1.4) 
SD: 0.9 

1.7 (1.2-2.2) 
SD: 1.1 

df=120 
p=0.05 NS 
 

Lost interest in 
appearance 
Mean score 

0.8(0.6-1.0) 
SD: 0.9 

1.4 (1.0-1.9) 
SD: 0.9 

df=120 
p=0.003* 
 

Look forward with 
enjoyment 
 

0.7 (0.5-0.9) 
SD: 0.9 

1.2 (0.7-1.8) 
SD: 1.1 

df=120 
p=0.02* 

Enjoy book, radio or TV 0.6 (0.4-0.7) 
SD: 0.8 

1.1 (0.6-1.7) 
SD: 1.2 

df=120 
p=0.009* 
 

             significance at the 5% level is indicated with a *  /NS=non-significant 

 

Table 15: I examined the relationship between autism traits and depression 

further by conducting t-tests to compare mean scores of both groups of 

participants. This analysis highlighted a statistically significant difference for 

the overall mean scores and for each individual item, except the feeling 

cheerful item. Individuals with autism traits had higher mean scores 

compared to other participants. There are a number of potential 
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explanations for this finding. Individuals with autism traits may feel more 

cheerful than other participants. They may also have a different perception 

of cheerfulness or struggle to interpret how they feel.  

 

6.15 Autism traits and recent trauma 

Autism traits were statistically significantly associated with previous 

experience of childhood trauma but not recent trauma, but the analysis was 

based on the number of traumatic events only without considering the 

distress experienced by the individual and whether the distress was 

disclosed to others. It was therefore important to explore the impact of 

individual questions from the recent and childhood trauma questionnaires.  I 

explored the relationship between recent trauma and autism traits further by 

conducting t-tests. I expected to find no difference between participants in 

relation to their distress related to traumatic events and the level of 

disclosure about traumatic events to others.  

 

Table 16 highlights that while there is no statistically significant difference in 

the experienced distress related to a major upheaval with a spouse, such as 

separation or divorce, participants with autism traits were much less likely to 

disclose this event to others. The difference was statistically significant. Not 

disclosing to others could be due to a range of factors, such as social 

isolation, limited support from family and friends, finding it difficult to talk 

about the upheaval or not wishing to talk to others about the distress. 

Table 16 highlights, that 26 participants experienced violence directed 

towards them over the past three years. There is no statistically significant 
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difference in participants in relation to the distress reported in relation to 

experiencing violence. While the experience of recent violence is clearly 

concerning, it is of great concern that there is a statistically significant 

difference in the disclosure of violence to others. Participants with autism 

traits were much less likely to disclose having been a victim of violence. 

This is of great concern as it could also incorporate reporting of violence to 

the police. It is unclear what influences decisions not to disclose the 

experience of violence to others. It might be due to social communication 

difficulties making disclosure a challenge, a fear of not being believed or 

even no expectation of being supported by others.  
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Table 16: Recent trauma t-tests comparisons of mean distress and disclosure 
scores between participants 
  

Experience of trauma within 
last 3  years 
Mean distress/ disclosure 
scores 

No autism 
traits 
 
Mean (SD: 
95%CI) 
 

Autism traits 
 
Mean (SD: 
95%CI) 
 

t-test  (df) 
Significance 

Death of close friend/ family 
member distress score 
Total=61 

4.9 (4.3 -5.4) 
N=49 

5.3 (4.1 - 6.4) 
N=12 

df=59 
p= 0.50 NS 

Death of close friend/ family 
member disclosure score 
Total=60 

4.0  (3.3 - 4.7) 
N=48 

3.3 (1.5 - 5.1) 
N=12 

df=58 
p= 0.42 NS 

Major upheaval with spouse 
Distress score 
Total=23 

5.1 (4.1 -  6.1) 
N=18 

5.2 (3.0 - 7.4) 
N=5 

df=21 
p= 0.93 NS 

Major upheaval with spouse 
Disclosure score 
Total=23 

4.7 (3.7 -5.8) 
N=18 

2.2 (1.2 - 3.2) 
N=5 

df=21 
p= 0.02* 

Traumatic sexual experience 
Distress score 
Total=15 

5.6 (3.8 -7.3) 
N=9 

6.5 (5.6 -7.4) 
N=6 

df=13 
p= 0.34 NS 

Traumatic sexual experience 
Disclosure score 
Total=14 

4.1 (2.3 - 5.9) 
N=8 

2.8 (0.6 -5.1) 
N=6 

df=12 
p= 0.29 NS 

Victim of violence 
Distress score 
Total=26 

5.2 (3.6 - 6.7) 
N=18 

4.1 (2.8 - 5.4) 
N=8 

df=24 
p= 0.38 NS 

Victim of violence 
Disclosure score 
Total=26 

4.6 (3.6 -5.5) 
N=18 

2.5 (0.9 - 4.1) 
N=8 

df=24 
p= 0.02* 

Extremely ill or injured 
Distress score 
Total= 30 

5.3 (4.2 -6.4) 
N=20 

5.5 (4.2 -6.8) 
N=10 

df=28 
p= 0.81 NS 
 

Extremely ill or injured 
Disclosure score 
Total= 28 

3.8 (2.7 -4.8) 
N=18 

3.4 (1.4 - 5.4) 
N=10 

df=26 
p= 0.69 NS 

Major change at work 
Distress score 
Total=39 

2.0 (1.2 -2.8) 
N=32 

2.7 (0.3 - 5.1) 
N=7 

df=37 
p= 0.44 NS 

Major change at work 
Distress score 
Total= 36 

2.8 (1.9 - 3.7) 
N=29 

2.4 (0.1- 4.8) 
N=7 

df=34 
p= 0.70 NS 

Any other major upheaval 
Distress score 
Total=49 

4.8 (4.1 -5.4) 
N=40 

5.6 (4.3 - 6.8) 
N=9 

df=47 
p= 0.30 NS 

Any other major upheaval 
Disclosure score 
Total=50 

4.2 (3.6- 4.9) 
N=41* 

 4.1 (2.5 -5.8) 
N=9 

df=48 
p= 0.86 NS 

         significance at the 5% level is indicated with a *  /NS=non-significant 

        +additional disclosure score of one participant in the absence of corresponding distress score 
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6.16 Autism traits and childhood trauma 

In table 17, I explored the relationship between autism traits and childhood 

trauma further. Previous Chi-square tests looking at the association 

between childhood trauma and autism traits were statistically significant. 

This significance was based on the number of traumatic events experienced 

by participants. The Chi-square analysis did not take factors related to 

distress experienced by the individual or disclosure of traumatic events into 

account. I conducted t-tests looking at the mean scores of participants in 

relation to distress and disclosure scores of childhood traumatic events. 

Based on previous Chi-Square tests, I expected participants with autism 

traits to have higher mean distress and disclosure scores than other 

participants. I conducted t-tests in relation to the hypothesis. 

 

T-tests shown in table 17, highlight that there is no statistically significant 

difference between participants in relation to childhood distress and 

disclosure scores. Based on the t-tests, I rejected my hypothesis of a 

difference. This result does not invalidate prior results of a statistically 

significant difference in the experience of childhood traumatic events, it 

highlights the experience of participants` distress and disclosure of the 

traumatic events is not statistically different.  
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Table 17: Childhood trauma t-tests comparisons of mean distress and disclosure 
scores between participants  

Experience of trauma < 17 
years of age 
Mean distress scores 
Maximum score=7 

Mean (SD: 
95%CI) 
No autism traits 
 

Mean (SD: 
95%CI) 
Autism traits 

t-test  (df) 
Significance 

Death of close friend/ family 
member distress score 
Total=76 

4.4 (3.9 - 4.9) 
N=61 

5.3 (4.3 -6.3) 
N=15 

df=74 
p= 0.11 NS 

Death of close friend/ family 
member  disclosure score 
Total=72 

3.3 (2.7 -3.9) 
N=58 

2.2 (1.0 -3.4) 
N=14 

df=70 
p= 0.09 NS 

Major upheaval between 
parents’ distress score 
Total=45 

4.7 (4.0 – 5.3) 
N=35 

4.7 (2.9 - 6.5) 
N=10 

df=43 
p= 0.95 NS 

Major upheaval between 
parents’ disclosure score 
Total=45 

2.5 (1.7 -3.3) 
N=35 

1.8 (0.4 -3.2) 
N=10 

df=43 
p= 0.39 NS 

Traumatic sexual experience 
Distress score 
Total=23 

6.3 (5.7 - 6.9) 
N=16 

5.4 (3.7 -7.2) 
N=7 

df=21 
p= 0.19 NS 

Traumatic sexual experience 
Disclosure score 
Total=23 

2.1 (1.0 - 3.2) 
N=16 

1.3 (0.3 -2.9 
N=7 

df=21 
p= 0.39 NS 

Victim of violence 
Distress score 
Total=45 

4.8 (4.1-5.5) 
N=35 

6 (5.0- 7.0) 
N=10 

df=43 
p= 0.09 NS 

Victim of violence 
Disclosure score 
Total=45 

2.7 (1.9 - 3.4) 
N=35 

1.7 (0.3 - 3.1) 
N=10 

df=43 
p= 0.20 NS 

Extremely ill or injured 
Distress score 
Total= 30 

4 (2.9 - 5.1) 
N=21 

4.7 (3.0 -6.3) 
N=9 

df=28 
p= 0.49 NS 
 

Extremely ill or injured 
Disclosure score 
Total= 31 

2.8 (1.9 - 3.8) 
N=22* 

1.4 (0.4 - 2.5) 
N=9 

df=29 
p= 0.09 NS 
 

Any other major upheaval 
Distress score 
Total=53 

5.7 (5.3 - 6.2) 
N=39 

5.9 (5.1 - 6.7) 
N=14 

df=51 
p= 0.66 NS 

Any other major upheaval 
Disclosure score 
Total=53 

2.3 (1.6 - 3.0) 
N=39 

2.1 (0.9 - 3.2) 
N=14 

df=51 
p= 0.69 NS 

   significance at the 5% level is indicated with a *  /NS=non-significant 

   +additional disclosure score of one participant in the absence of corresponding distress score 

 



175 
 

Chapter 7- results pathways to care & systematic review 

7.1 Results pathways to care 

 

7.1.1 Introduction 

Possibly due to increased media attention or greater visibility and 

acceptance specialist gender services have experienced a significant rise in 

referrals over the past number of years (Chen et al., 2016).  However, little 

is known about the process of accessing specialist support. While referral 

signifies an entry point into the statutory healthcare system, individuals may 

have already accessed support from voluntary services and continue 

throughout their attendance at specialist gender services. Within Northern 

Ireland pathways of access to the adolescent service or adult service differ - 

in terms of which specialists can refer to the appropriate service. Self -

referrals are currently not accepted by either service, which means that an 

individual must speak to a health professional to access a referral.  

 

This chapter describes: (1) the mechanisms underlying participant access to 

specialist gender services; (2) the assessment process; (3) the duration of 

attendance; and (4) the outcomes associated with the received gender 

affirming treatments. While this provides an overview of referral pathways 

and waiting times for specialist services based on participant experience, it 

does not describe the experiences of all individuals accessing specialist 

gender services. Information for each participant was derived from clinical 

chart data and a detailed proforma was completed for 121 participants only, 

as charts for two participants could not be located.   
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Figure 1: Referrals to adult specialist gender service:                                       

3.8% 

 67.5%       

         

                                         3.8% 

                                                                                                                                                 

  

                                    

26.3% 

 

 

 

 

                                             Re-referrals 30% 

 

Figure 1: referrals to the adult gender service were predominately made by 

General Practitioners (67.5%); adult mental health clinicians (26.3%); with a 

minority of referrals received from the adolescent gender service for 

ongoing care (3.8%); and finally referrals from other sources (3.8%) 

including endocrinologists, medical specialists and specialist mental health 

teams. Of participants, 30% recorded more than one episode of care at the 

adult gender service. Individuals who have previously been assessed by the 

adult gender service had an agreed pathway to return to the service. 

Reasons for re-referral to the service frequently related to requests to 

access further gender affirming treatments, surgical procedures.  

Adult Service 
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GP 
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health 
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Figure 2: Referrals to adolescent specialist gender service:                                       
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Re-referrals 7.3% 

 

 

Figure 2: for all adolescent participants referral to adolescent gender service 

were made through the local Child & Adolescent Mental Health (CAMHS) 

team. GPs were directed to refer young people to the local CAMHS team for 

initial assessment. 7.3% of adolescent participants had more than one 

episode of care at the adolescent gender service. Reasons for re-referral 

included previous non-attendance or re-referral after other diagnostic 

assessments had been completed in CAMHS.   

Re-referrals for both gender services were independent of autism trait 

status, with no statistically significant difference based on Pearson`s chi-

square tests (X2=0.87; p=0.77) between groups. There was a statistically 

significant difference between the adolescent and adult service in relation to 

the proportion of re-referrals (X2= 6.64; p=0.01). This difference is partly 

Adolescent gender 
service KOI 

 

CAMHS 
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attributable to the age ranges attending each specialist gender service, 

making a re-referral for an adult service covering the entire life adult lifespan 

more likely.  

 

7.1.2 Specialist Gender service attendance 

Eighty participants (66.1%) attended the adult service at Brackenburn clinic, 

while forty-one (33.9%) attended the young person`s Knowing Our Identity 

(KOI) service.  

Figure 3: Sex assigned at birth, by specialist gender service  

 

 

Overall 56 and 65 participants were AMAB or AFAB individuals respectively. 

Figure 4: there was a higher proportion of AMAB individuals 82.1% (46) who 

attended Brackenburn Clinic, compared to 17.9% (10) AMAB individuals 

who attended the KOI service. The proportion of AFAB individuals at 

Brackenburn clinic 52.3% (34) and KOI 47.7% (31) were similar. Pearson`s 

chi-square test (x2= 12.03) highlights a statistically significant difference in 
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sex assigned at birth ratios between the adolescent and adult specialist 

gender services (p=0.001).  

 

7.1.3 Previous contact with CAMHS or AMHS 

Information related to previous contact with CAMHS or AMHS was available 

for 71.1% (86) participants.  For the remaining 28.9% (35) no information 

about previous contact was available from the chart data. For participants 

with previous information 91.9% (79/86) had previous contact with CAMHS 

or AMHS. All adolescents had prior contact with CAMHS as part of their 

referral pathway to the adolescent gender service.  

 

7.1.4 Family structure and family mental health factors  

For each adolescent, information about family structure was derived from 

clinical notes. Adolescents lived: (1) with both parents (N=29; 70.7%), (2) 

with their mother only (N=7; 17.1%), (3) with their father only (N=2; 4.9%), 

(4) with other family members (N=1; 2.4%), (5) within the looked after 

system (N=1; 2.4%) or (6) no recorded information (N=1; 2.4%).   

 

Family mental health 

Information related to mental health difficulties in the family was available 

for 11 participants, while most charts (110) did not contain any information. 

Missing information might be implying that there were no family mental 

health issues or that family mental health issues were not recorded. For 

participants with available information, 6 indicated family mental health 

difficulties, while 5 highlighted no mental health difficulties.  
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Mental health- mother 

Information related to mother`s mental health was available for 30/121 

(24.8%) of participants, while 91/121 (75.2%) did not contain this 

information. 26/30 (86.7%) indicated maternal mental health difficulties, 

while 4/30 (13.3%) did not. Maternal mental health difficulties were 

described in more detail for twenty-six participants, including: (a) postnatal 

depression 9/26 (34.6%); (b depression 9/26 (34.6%); (c) mental health 

issues not otherwise defined 3/26 (11.5%); and (d) co-morbid mental health 

diagnoses 2/26 (7.7%), anxiety 2/26 (7.7%) and anorexia 1/26 (3.8%).  

 

Mental health - father 

Information related to father`s mental health was available for 11/121 (9.1%) 

of participants. Paternal mental health difficulties were described in more 

detail for 6 participants and included: (1) depression 4/6 (66.7%), (2) mental 

health issues 1/6 (16.7%) and (3) multiple mental health issues 1/6 (16.7%). 

Missing information might indicate the absence of paternal mental health 

difficulties or lack of recording of mental health difficulties  

 

Mental health - sibling 

Information related to sibling mental health was available for 22/121 (18.2%) 

of participants: with 19/22 (86.4%) indicating mental health difficulties - 

including autism  5/19 (26.3%); depression 5/19 (26.3%); co-morbid mental 

health difficulties 1/19 (5.3%), (4) ADHD 2/19 (10.5%), (5) eating disorder 

2/19 (10.5%), (6) bipolar depression 1/19 (5.3%), (7) schizophrenia 1/19 

(5.3%) and  (8) learning difficulties 2/19 (10.5%). 
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Family mental health difficulties - suicide 

Information on 3 participants indicated that a family member (uncle or sister) 

had previously completed suicide.  

 

Family mental health difficulties - substance misuse 

Chart data indicated information on family substance misuse for 20/121 

(16.5%) participants. Further details on family substance misuse were 

available for 18/20 participants. This highlighted: (1) 22.2% (4/18) alcohol) 

misuse by mother, (2) 33.3% (6/18) alcohol misuse by father, (3) 5.6% 

(1/18) alcohol misuse by both parents, (4) 5.6% (1/18) alcohol misuse by 

brother, (5) 5.6% (1/18) drug and alcohol misuse by father, (6) 5.6% (1/18) 

substance misuse by participant, (7) 5.6% (1/18) alcohol and substance 

misuse by participant, (8) 11.1% (2/18) substance misuse uncle and (9) 

5.6% (1/18) drug misuse brother.  

 

7.1.5 Referral information 

Referral information to the adolescent service is provided through a 

standardized form in comparison to the adult service, which accepted 

referral letters. Referrals were compared for level of detail in relation to 

referral and past contextual information. In 67 (55.4%) participants referral 

reasons were fully stated, whereas for 54 (44.6%) referral information was 

only partly stated.  Pearson`s chi-square tests (X2=7.52) comparing 

adolescent and adult referral information highlight a statistically significant 

difference (p=0.006), with adolescent referrals much more likely to include 

complete referral reasoning. This difference is likely due to a detailed 



182 
 

standardized referral form which needs to be completed for each adolescent 

as part of the referral process.  

 

7.1.6 Waiting time for first appointment  

Figure 4: Waiting time for first appointment at specialist gender service 

 

 

Figure 4 provides an overview of the waiting times - between dates of 

referral and first appointment. For Brackenburn clinic, the adult service, (a) 

fourteen participants (18.0%) waited between 0-11 weeks, (b) twenty-five 

(32.1%) waited between 12-23 weeks, (c) sixteen (20.5%) waited between 

24-35 weeks, (d) nine (11.5%) waited 36-47 weeks, (e) while fourteen 

(18.0%) waited over forty-eight weeks.  

 

For KOI, the young person service, four participants (10.3%) waited 

between 0-11 weeks, 24 participants (61.5%) waited between 12-23 weeks, 
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6 participants (15.4%) waited between 24-35 weeks, 3 participants (7.7%) 

waited 36-47 weeks, while 2 participants (5.1%) waited over 48 weeks.  

In the adult service the first direct contact for the participant was their 

assessment appointment, while in the adolescent service a direct contact 

appointment with the young person usually occurred after one or more 

consultation appointment between the local CAMHS team and the 

adolescent gender service.  

Figure 5: Waiting time for first appointment by service 

   

 

Based on Pearson`s chi-square tests (X2=11.1), there was a statistically 

significant difference (p=0.03) in waiting times for the first appointment, with 

adolescent participants waiting longer for their first appointment than adults. 

This needs to be understood in the context of the adolescent service 

network model, in which an indirect appointment or consultation with 

CAMHS service staff already involved with the young person is usually 

offered prior to the first direct appointment. The first direct appointment for 
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the young person is therefore the second if not third appointment the KOI 

service has offered in relation to the young person. 

Figure 6: waiting times for first appointment based on autism traits status 

 

 

A comparison of waiting times between participants with and without autism 

traits using Pearson`s chi-square tests (X2= 4.69) showed no statistically 

significant difference (p=0.32) in waiting times for both specialist gender 

services. Individuals with autism traits did not wait any longer than other 

participants. This comparison does not provide any indication of whether 

participants in either group were more or less successful in accessing 

referrals to specialist gender services, as an unknown number of individuals 

may have tried to access a referral to specialist gender services 

unsuccessfully.   
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7.1.7 Referral trends based on participant referral information 

Date of first referral and appointment ranged between 1988 and 2019. 

Some participants were referred a few times while completing various 

stages of gender affirming treatment. Based on the year of first referral and 

year of first appointment referral trends were calculated (Figure 7). Two 

initial referrals to the adult service dated prior to the year 2000, while 

referrals to the adolescent service were only possible from August 2014 

when the service was established. Figure 7 shows an increase in referrals 

and appointments offered at the adult service from 2000 onwards, reducing 

in 2016, and no new appointments offered from 2017.  

 

The adolescent service recorded an increase in referrals and appointments 

offered between 2015 and 2018, with a reduction after 2018. While the 

adolescent service continues to offer first appointments to young people,  

adult services currently operate a lengthy waiting list of over three years 

(Transgender NI, 2019). A review of the regional gender service pathway is 

currently under way (Belfast Trust website, 2020).  
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Figure 7: Proportions of persons seen by specialist gender services, by age group 
and year of referral 

 

 

 

7.1.8 Assessment appointment at specialist gender services 

Adolescents and adults attended an initial assessment appointment or 

several assessment appointments at the specialist gender services.  

Following the assessment, 62 participants (51.2%) received a primary 

diagnosis.  

 

Figure 8: Primary diagnosis after assessment 
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Figure 8: Participants received multiple diagnoses: (1) gender dysphoria 

(40/62; 64.5%), (2) gender identity disorder (11/62; 17.7%), (3) 

transsexualism (6/62; 9.7%), (4) anxiety/ low mood (2/62; 3.2%), (5) 

borderline personality disorder (1/62; 1.6%), (6) dual role transvestite (1/62; 

1.6%) and (7) ASD (1/62; 1.6%). Differences in diagnoses of gender related 

distress are reflective of the various DSM- criteria (American Psychiatric 

Association, 2013) in use over the past number of years. 

 

Physical health difficulties 

Information related to physical health was recorded for 38 (31.4%) of 

referrals. Participants frequently had multiple health difficulties. Figure 10: 

outlines the main reported health difficulties, recording only one main 

physical health complaint per participant. Physical health was an important 

factor in planning hormonal or surgical gender affirming treatments for 

individuals. For some individuals, physical health concerns increased their 

anaesthetic risk and prevented some surgical treatment requests.  
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Figure 9: Physical health difficulties of participants 

 

 

Gender affirming treatment requests 

Information on treatment requests was collated for each participant. Most 

participants requested several treatments, with the most requested 

treatments, cross-sex hormones and surgery (figure 10). 

Figure 10: Gender affirming treatment requests 
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Private treatments accessed by participants  

Figure 11: 15/121 (12.4%) of participants accessed private gender affirming 

treatments while waiting on the waiting list for specialist gender services or 

to avoid waiting for physical interventions on the NHS while attending 

specialist gender services.  

Figure 11: Private treatments accessed by participants 

 

 

The most accessed private treatment was cross-sex hormones. Participants 

accessed this via private gender services or online-based services. After 

referral to NHS endocrine services, cross-sex hormone prescription was 

changed to local service provision with monitoring by the GP.  Some 

participants opted to access hair removal privately, while a small minority 

paid privately for surgical interventions, such as gender affirming chest 

surgery or facial feminisation. Seeking private treatments was similar across 

all participants and there was no statistically significant difference 

(df=1; X2=1.62; p=0.20) between participants with and without autism traits.  
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7.1.9 Duration of attendance at specialist gender services  

Figure 12: 106/121 participants (87.6%) had attended specialist gender 

services for at least 1 years. The mean attendance based on full years of 

attendance was 3.3 years (SD: 3.7; 95% CI: 2.6-4.1).  

Figure 12: Duration of attendance 

 

 

Figure 12 describes attendance of 106 participants based on full calendar 

years. Waiting for surgical procedures impacted on the duration of 

attendance. Chi-square tests (df=13; X2=6.3, p=0.92) showed no 

statistically significant difference in duration of attendance between 

participants with autism traits and other participants.  

 

7.1.10 Services participants accessed while attending specialist 

gender services 

Figure 13: 19/121 participants (15.7%) attended adult mental health 

services for support at some point or throughout their attendance at 

specialist gender services. Details of adult mental health support were 

available for 14 participants.  
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Figure 13: Adult mental health service attendance while attending specialist 
gender services 

 

 

39/41 adolescents (95.1%) received support from their local CAMHS team 

while attending KOI.  

Figure 14: 20/121 participants (16.5%) received additional support from 

voluntary organisations.  

Figure 14: support from voluntary services  
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Oysters was the most frequently accessed voluntary support source. This 

was a group offered in conjunction with the adult gender service, which is 

no longer available.  

None of the participants were involved in faith-based support. One 

participant was involved in educational support, while 10/121 participants 

(8.3%) were involved with their GP in relation to managing mental health 

concerns, such as medication for anxiety or low mood.  
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7.1.11 Outcomes of attendance at specialist gender services  

Figure 15: outcomes of 121 participants based on chart review 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 15 outlines the outcomes of attending specialist gender services: 

after initial assessment 22.3% of participants were discharged to their GP or 

CAMHS/ AMHS team;  28.1% of participants continued to attend specialist 

gender services for ongoing assessment; 47.1% of participants received 

endocrinology input either on its own or in combination with other gender 

affirming treatments; and 31.4% of participants accessed at least one 

gender affirming procedure. Most participants accessing surgical 
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6/121- 5.0% gender affirming  
input completed 

 

7/121- 5.8% other 

outcomes  
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procedures also accessed endocrine interventions such as cross-sex 

hormones. 5% of participants completed their gender affirming surgical 

treatments but continued lifelong cross-sex hormones. 5.8% of participants 

recorded other outcomes: four participants were referred from the 

adolescent to the adult gender service and remained on their waiting list; 

two participants were discharged and waiting for an autism assessment and 

one participant received care for an eating disorder.  
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7.2 Results- systematic review 

 

7.2.1 Study selection 

Overall 13,849 studies were independently screened. By the screening of 

titles and abstracts 13,824 studies were excluded, while 25 studies were 

screened for further detailed analysis, from which 23 studies did not meet 

the eligibility criteria as the studies did not compare a psychometric tool for 

personality disorder assessment with an index test. Only two studies 

conducted in 1993 (Bodlund et al., 1993) and 2000 (Miach et al., 2000)  met 

inclusion criteria for the review.  

Figure 16: PRISMA Flow Diagram (Moher et al., 2009) 
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Table 18- Study characteristics of included studies in systematic review 

Author/Date Bodlund et al. (1993) 
 

Miach et al. (2000) 

Inclusion/exclusion 
criteria 

Applicants for SRS who met strict 
criteria related to mental and 
physical health and social capacity. 

Consecutive male-to-female 
candidates referred for 
psychological assessment to 
determine suitability for SRS 
surgery who attended between 
May 1993 and October 1996. 

Sample size Index group- 19 applicants for SRS 
Control group 133 individuals 

Index group- 48 individuals 
diagnosed as transsexual 
Control group- 34 individuals 
diagnosed as GIDAANT 

Participant 
demographics 

Index group (9 AMAB individuals; 10 
AFAB individuals) 
Control group (81 women; 52 men) 

Index group 48 AMAB individuals 
Control group 34- (AMAB 
individuals) 

Study 
methodology 

Cross sectional survey with 
comparison group 

Cross sectional survey with 
comparison group 

Index test 
description 

SCID used to score number of 
fulfilled criteria below cut-off level. 
Total proportion was calculated as 
global index of personality 
pathology. Personality disorder 
diagnosis through combination of 
cut-off levels for axis II diagnosis 
(28-30) and global assessment and 
functioning (GAF) score of <70. 

MMPI-2 (excluded if FT score =>90) 

Reference test 
description 

Clinical DSM-III-R evaluation (axes I 
and II) by two psychiatrists. This 
included several clinical interviews 
and clinical records. 

Psychological assessment by two 
psychiatrists and a clinical 
psychologist after several clinical 
interviews. 

Location of data 
collection 

Sweden Australia 

Setting of data 
collection 

University Hospital  Medical Centre GD clinic 

Persons executing 
and interpreting 
index tests 

Two psychiatrists Two psychiatrists, one clinical 
psychologist, MMPI interpreted by 
third author, Minnesota 

Persons executing 
and interpreting 
reference test 

Two psychiatrists Two psychiatrists, one clinical 
psychologist 

Index/reference 
time interval (and 
treatments carried 
out in between) 

Different stages of SRS process After 6-9 months waiting period 
following acceptance to clinic. 
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7.2.2 Risk of bias assessment- study 1 (Bodlund et al., 1993)  

Table 18- the first study used a total population sample of all individuals 

requesting gender-affirming care in a Swedish region of 2.5 million 

inhabitants. All participants met the then criteria for transsexualism to 

access gender affirming treatments under the then DSM-III-R (American 

Psychiatric Association, 1994). Participants were administered index and 

reference tests at different stages of gender affirming care and included 

individuals who were established on hormone treatments and individuals 

who had already completed gender affirming surgical treatments.  

 

While it was believed that personality profiles remain stable over a lifetime 

(Spiro et al., 2000), more recent studies have found positive changes in 

personality profiles following testosterone therapy (Keo-Meier et al., 2015). 

Comparing individuals at different stages may have impacted on the results 

of the study. The study (Bodlund et al., 1993) used the Swedish version of 

the SCID screen (Ekselius et al., 1994). The SCID includes 124 questions, 

with 103 criteria for the assessment of personality disorders. Authors used 

the SCID to score the number of fulfilled criteria in order to describe 

personality traits below cut-off level and to make diagnoses of personality 

disorder based on DSM-III-R (American Psychiatric Association, 1994) 

criteria. The authors set additional criteria for the diagnosis of personality 

disorder by combining cut-off levels for axis II diagnosis (28-30) with a 

global assessment of functioning (GAF) score (Jones et al., 1995) of <70. 

The global assessment of functioning was used in this context as an 

additional layer for diagnosis and measure for social and occupational 
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functioning of participants. The Global Assessment of Functioning is a 

numerical scale completed by a clinician, which rates the social, 

psychological and everyday functioning of an individual (Hall , 1995). The 

maximum score which can be attained is 100, indicating the best possible 

functioning.  

Two psychiatrists conducted several clinical interviews and reviewed clinical 

records before making a diagnosis related to personality difficulties based 

on the DSM-II-R (American Psychiatric Association, 1994). Based on 

standards at the time, clinician diagnosis based on all available data 

(Skodol et al., 2007) was the accepted diagnostic process. It is unclear 

whether the two psychiatrists were aware of the results of the index test 

prior to conducting the reference test. Nineteen participants completed the 

index and reference standard tests, but it is unclear at what point the tests 

were completed. Three patients failed to meet other requirements for 

access to gender-affirming treatments (age, immaturity and alcohol 

problems) and were excluded. All participants who completed the index and 

reference test were included in the analysis. The study also included a 

control group who only completed the index test.  

 

7.2.3 Risk of bias assessment- study 2 (Miach et al., 2000) 

Table 18- the second study enrolled a consecutive sample of AMAB 

individuals who were referred to a national centre for assessment. It is not 

stated why only AMAB individuals were included in the study, but the 

authors differentiate between AMAB individuals meeting criteria for 

transsexualism under DSM-III-R (American Psychiatric Association, 1994) 
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and those meeting non transsexual gender dysphoria (GIDAANT) under the 

same criteria. All participants completed index tests on admission to the 

service and reference tests were completed after 6 months waiting period 

following admission to the service. As the service accepts referrals for 

surgical gender affirming procedures it is unclear if any or all participants 

were already established on hormone treatments prior to admission to the 

service.  

 

The MMPI-2 (Butcher, 2001) was administered to all 86 individuals at initial 

assessment. MMPI-2 sheets were scored and analysed independently by 

one of the authors in Minnesota. The MMPI-2 (Butcher, 2001) was 

completed on admission to the centre while the reference standard was 

undertaken after a period of waiting following the admission. The threshold 

for scoring the MMPI-2 (Butcher, 2001) was specified and those with a 

scale F T score of 90 or above were excluded from the study. The F Score 

is related to atypical responses on the MMPI-2 and a score of 90 or above 

creates questions in relation to the truthfulness of responses (Wygant et al., 

2007). Participants were scored against their sex assigned at birth. Two 

psychiatrists and one clinical psychologist independently assessed 

participants. During a subsequent team conference all information was 

reviewed and diagnoses in relation to a personality disorder were made 

based on DSM-III-R standards (American Psychiatric Association, 1994). 

Disagreements were resolved through further team discussion and through 

collecting new information to aid the diagnostic process. This process 

appears to have been conducted independently from the index test, which 
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was scored and processed elsewhere. Four patients were excluded from 

the data analysis due to MMPI-2 (Butcher, 2001) scale F T scores of 90 or 

above. The MMPI-2 (Butcher, 2001) includes F scale items to detect 

unusual and potentially untruthful ways of responding to test items (Wygant 

et al., 2007). The MMPI-2 (Butcher, 2001) was conducted at admission to 

the programme, while psychological testing was conducted after completion 

of a waiting period of 6 to 9 months after admission to the programme with 

an appropriate interval between index and reference standard tests.  

 

Table 19- Risk of Bias and Applicability Judgments based QUADAS-2 (Whiting et 
al., 2011)  

Study Risk of bias Applicability concerns 

 Patient 
selection 

Index 
test 

Reference 
standard 

Flow and 
timing 

Patient 
selection 

Index test Reference 
standard 

Study 1 
(Bodlund 
et al., 
1993) 

?                               

Study 2 
(Miach et 
al., 2000) 

? ?           ?           

    = low risk;     = high risk; ?=unclear risk 

 

Table 20-  Prevalence of personality disorders  

Study Sample Test used PD 
prevalence 
index test 

PD prevalence 
reference test 

Study 1 
(Bodlund et 
al., 1993)  

n=19 transsexuals SCID & GAF 26.3% 36.8% 

Study 2 
(Miach et 
al., 2000)  

n=48 transsexuals 
 
 

MMPI-2 14.6%  29.2%  

Study 2 
(Miach et 
al., 2000) 

n=34 gender identity 
non-transsexual type 
(GIDAANT) 

MMPI-2 47.1% 64.7% 
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Table-21 Accuracy, Sensitivity and specificity of index tests compared to reference 
standards 

Index test 
diagnosis 

Reference 
diagnosis 

Total Accuracy Sensitivity Specificity 

SCID & GAF (+) (-)  89% 72% 100% 

(+) 5 0 5    

(-) 2 12 14    

Total 7 12 19    

MMPI-2 
Transsexual 
group 

(+) (-)  85% 50% 100% 

(+) 7 0 7    

(-) 7 34 41    

Total 14 34 48    

       

MMPI-2 
GIDAANT 
group 

(+) (-)  82% 73% 100% 

(+) 16 0 16    

(-) 6 12 18    

Total 22 12 34    

 

 

7.2.4 Prevalence of personality disorders 

I only included results which were in keeping with the population in this 

review and therefore results related to a non-representative control group of 

individuals selected from the general population were not included (Bodlund 

et al., 1993). In both studies, index tests detected less individuals with 

personality disorders compared with the reference standards (table 20).  

A significantly higher number of individuals in study 2 (Miach et al., 2000) 

belonging to the gender identity non-transsexual type group (GIDAANT) 

were reported to have personality disorders.  

Accurate diagnostic assessment can be made in the context of accepted 

criteria (Knottnerus and Muris, 2003), which for both studies relate to a 

binary measure of absence or presence of personality disorders. Diagnosis 

of personality disorder was based on an agreed reference standards 

(American Psychiatric Association, 1994).  I calculated sensitivity and 
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specificity for both studies (table 21). Both index tests were over 82% 

accurate in detecting personality disorders in the three groups. Neither of 

the index tests created false positives thus a diagnosis of personality 

disorder in individuals who do not have a personality disorder based on the 

reference test. While the SCID & GAF (Bodlund et al., 1993) and MMPI-2 

(Miach et al., 2000) showed a sensitivity of over 72% in identifying true 

positives meaning individuals who are diagnosed with a personality disorder 

on index and reference test, the sensitivity of the MMPI-2 (Miach et al., 

2000) in the transsexual group was only 50%. The interpretation of these 

results however needs to be completed in the context of other factors.  

 

7.2.5 Discussion 

This is the first systematic review on the assessment of personality 

disorders in gender reassignment. Given the rapid increase in people 

seeking gender-affirming treatment across Western, developed countries, it 

is perhaps alarming that we found only two studies and even these have 

considerable limitations.  

 

In the first study (Bodlund et al., 1993), all participants met very stringent 

criteria for transsexualism (American Psychiatric Association, 1994), 

functioned well socially and showed no signs of severe mental illness. The 

authors acknowledge that the sample represents a carefully selected group 

of individuals as a large proportion requesting gender affirming treatments 

are excluded because of their mental health, physical conditions or poor 

social functioning (Bodlund et al., 1993). There is no information on the 
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baseline measures of all participants. It is unclear how many individuals 

were new to the service; how many had been taking hormonal interventions 

and how many were waiting or had completed their surgical transition. This 

is an important issue, as hormonal treatment has shown to improve scores 

in personality assessments in other studies (Keo-Meier et al., 2015).  

 

The second study (Miach et al., 2000) used a representative sample, but 

only focused on AMAB individuals. This relates to the study differentiating 

between AMAB individuals meeting transsexual criteria and those meeting 

gender identity disorder non- transsexual type (GIDAANT) criteria 

(American Psychiatric Association, 1994). The difference between criteria 

for diagnosis of transsexual compared to GIDAANT is largely related to 

persistent pre-occupation for at least two years with wanting to get rid of sex 

characteristics assigned at birth (American Psychiatric Association, 1994). 

Those meeting GIDAANT criteria, met criteria for discomfort related to sex 

assigned at birth without the desire to want rid of sex characteristics 

assigned at birth.  

The SCID screen used in the first study (Bodlund et al., 1993) is a self-

report questionnaire containing 124 questions requiring yes or no 

responses. Participants were at different stages of their gender affirming 

care when they completed the SCID screen. It is difficult to known how the 

timing of the SCID screen impacted on the results. The addition of the 

Global Assessment of Functioning (GAF) criteria was used to reduce over 

inclusiveness in the diagnosis of personality disorder. It is difficult to know 

how stage of gender affirming care impacted on the GAF score, as those 
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who completed medical and or surgical transition may be functioning better 

than those at the beginning of their transition.  

The MMPI-2 (Butcher, 2001), a 567-item questionnaire administered by a 

clinician is the most widely used questionnaire for the assessment of 

psychopathology (Gómez-Gil et al., 2008). The MMPI-2 was scored 

independently based on male normative data. Other research has 

highlighted that those in the earlier phase of their transition process show 

higher scores on the MMPI-2 (Butcher, 2001), with testosterone treatment 

reducing MMPI-2 scores in one study (Torjesen, 2018). This is in contrast to 

prior studies which suggested that MMPI-2 results remain stable over time 

even in individuals who complete intensive psychotherapy (Spiro et al., 

2000). The MMPI-2 (Butcher, 2001) is based on male or female normative 

data. Male and female norms for the MMPI-2 (Butcher, 2001) were derived 

from a representative sample of the cisgender (not transgender) population 

and thus normative data for those requesting gender affirming care does not 

exist. It has been suggested that cultural variables can impact MMPI-2 

scores (Keo-Meier and Fitzgerald, 2015) with elevation to the psychopathic 

deviate scale caused by lack of acceptance of transgender people in society 

(de Vries et al., 2011) or even experienced transphobia.  

 

Reference tests in both studies consisted of detailed psychological and 

psychiatric assessments by a team of clinicians. It is unclear whether 

clinicians in the first study (Bodlund et al., 1993) were aware of the outcome 

of the index test prior to conducting the reference test. Given the small total 

sample in this study clinicians may have already been aware of the absence 
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or presence of personality difficulties as some participants were attending 

the centre for many years. In the second study (Miach et al., 2000), the 

reference test diagnosis was based on a team consensus approach. There 

is a clear time interval between index and reference test. While the index 

test was processed and scored elsewhere it is unclear if the clinical team 

were aware of the results of the index test prior to conducting the reference 

test.   

 

In order to establish the sensitivity and specificity of a diagnostic test, the 

prevalence of the disorder needs to be considered for sample size 

calculations of cases and controls to be undertaken (Flahault et al., 2005). 

Without this knowledge it is impossible to determine whether the study 

population is representative of the population to which the test will be 

applied. It is likely that much larger sample sizes including cases and 

controls would have been required in both studies. While this might be true 

from a statistical point of view, both studies included the total sample of 

individuals known to their respective services at a point in time. This clearly 

creates a range of difficulties for anyone trying to conduct accuracy 

assessments of psychometric tools in this population. The prevalence of 

personality disorders in the population was unknown and estimates from 

other studies range widely (Fisher et al., 2013; Meybodi et al., 2014). Even 

if it was possible to calculate sample sizes of cases and controls based on 

prevalence figures, it may be impossible to recruit enough cases for future 

studies.  
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7.2.6 Conclusion 

Reference test assessment increased the prevalence of personality disorder 

in both studies. While personality traits are believed to be stable over many 

years, it is unclear whether other factors, such as prior exposure to gender 

affirming treatments, cultural variables or experience of transphobia could 

have impacted on the index test results of both studies. Psychometric tools 

continue to be used to assess personality disorders in this population, 

despite the absence of normative data for scoring and comparative 

reference tests. Thus, individuals may be excluded from accessing gender 

affirming treatments based on clinical practice which does not have any 

evidence base.  

There is a clear gap in our current knowledge related to the reliability of 

psychometric assessment tools in this population. Future studies looking at 

the accuracy of psychometric assessment tools require larger sample sizes 

and knowledge of prevalence rates of personality disorders in this 

population. Tests also need to be developed based on normative data for 

the transgender not cisgender population. The development of any new 

normative data in this population will be very complex due to 

intersectionality. Individuals requesting gender affirming treatments are not 

a homogenous group and may belong to multiple marginalised groups for 

example due to their gender identity, ethnicity, sexuality or disability (Beattie 

and Lenihan, 2018). Without further research and understanding of 

intersectionality and cultural variables impacting on personality 

assessments in this population we are at risk of marginalising individuals 

even further.  
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Chapter 8- (Qualitative study) The development of an 
authentic self 

 

8.1 Introduction 

Giddens (1991) suggests that part of being human is to know virtually all the 

time what one is doing and why one is doing it, thus creating ontological 

security for the individual. This process allows the individual to make 

decisions about their life based on ‘taken for granted’ parameters of life, 

such as time, space, continuity and identity (Giddens, 1991). For individuals 

identifying as trans, ontological security creates challenges which are 

further impacted by parameters of life taken for granted by the cisgender 

(but not transgender population). Continuity of identity then turns into a 

process of ‘becoming’ rather than a state of ‘being’. This leads to the self, 

having to make decisions amid a puzzling diversity of options and 

possibilities (Giddens, 1991). In these circumstances of uncertainty, notions 

of trust and risk described by Giddens (1991) are important. Individuals who 

identify as trans or with a trans history experience significant uncertainty, 

not necessarily in relation to their own sense of self, but in relation to how 

and when they can access gender affirming interventions to modify their 

physical bodies. The aim of interventions is to create a closer congruence 

between their inner sense of self and their physical body.  

 

In these circumstances, trust may be of profound importance for individuals 

who identify as trans. They need to trust others with their personal 

information about their ‘true self’, while trust is also required in organisations 

or institutions, such as social, legal or medical organisations to support and 
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provide interventions. While modernity (Giddens, 1991) has reduced the 

overall riskiness of certain areas, largely unknown risk parameters are 

present. A challenge to modern organisations is to assess the potential risk 

to individuals. The psychopathologisation of trans (Cannoot, 2019) has 

been viewed as a pathologisation of difference (Lev, 2006), yet the 

requirement of psychological or psychiatric assessment for individuals 

requesting gender affirming interventions could be described as a risk 

management process. This was based on the belief that a thorough 

assessment could identify those with a potentially poor outcome and thus 

prevent those individuals from accessing gender-affirming interventions.  

Assessments designed to manage risk are not unique to the care of trans 

individuals.  

 

A common concern across organisations caring for individuals with a variety 

of concerns could lie in the nature of the diagnosis. In trans individuals it is  

feelings of incongruence about their sense of self that leads individuals to 

seek support from organisations. However, there is no physical test, x-ray or 

scan which can confirm or refute the diagnosis of gender dysphoria or 

gender incongruence. The absence of diagnostic certainty is not unique to 

this area. Other conditions, such as for instance epilepsy are frequently 

diagnosed based on a self-report if specialist video recording and EEG 

measurement are not available or conclusive (Erba et al., 2017). The only 

differentiation between epileptic and psychogenic nonepileptic seizures can 

be achieved through specialist long-term monitoring facilities (Erba et al., 

2017). In the absence of these facilities, individuals with non-epileptic 
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seizures may receive treatment for epilepsy for many years. More 

controversially, individuals experiencing body dysmorphic disorder, which 

presents with distressing and impairing pre-occupation with non-existent 

defects in appearance request body modifications through surgical and 

dermatologic means (Phillips et al., 2001). In these individuals, in contrast to 

individuals requesting gender-affirming interventions, surgical treatments 

often have poor outcomes, including dissatisfaction and in some cases, 

violence towards the surgeon (Phillips et al., 2001). To reduce the risk of 

poor outcomes, individuals requesting surgical interventions for minor or 

non-existing issues are screened for the possibility of body dysmorphic 

disorder.  

 

Gidden`s (1991) suggests that modernity produces difference, exclusion 

and marginalisation, with modern institutions creating mechanisms of 

suppression of self rather than actualisation of self. This issue may be 

largely based in the increasingly risk averse culture and processes of many 

organisations and services and how individuals working in such services 

manage uncertainty. While medical transition does not determine whether 

an individual is trans or not (Barcelos, 2019), many individuals who have 

chosen to access medical or surgical gender affirming interventions have 

positive health outcomes and increased quality of life (Lindqvist et al., 

2017), with some describing the post-surgery experience as a ‘light-switch 

moment’ (Minnis and Minnis, 2020).   
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However, other commentators have fewer positive views on gender-

affirming interventions. Trans feminist critiques of medical and surgical 

gender affirming interventions highlight harmful side-effects of male 

hormones, such as unpredictable outbursts of violence, complications from 

surgeries, infections or prescriptions of antidepressants for dissatisfaction 

with surgical outcome (Richie, 2019).  

 

While trans individuals face uncertainties about their requests for 

treatments, individuals working in services to support individuals face similar 

uncertainties about who to offer treatment to, when and on what basis. 

Some of these decisions are based on access to finite resources in an 

overstretched health care system, while others could be related to the 

potential for future regret after an individual has made irreversible medical 

or surgical decisions. In such circumstances, refusal of treatment may be 

seen as the less risky option to the organisation, but it denies individuals the 

choice to access interventions, which are advised by the World Professional 

Association for Transgender Health WPATH (Coleman et al., 2011) to 

alleviate gender related distress. The concept of non-maleficence or doing 

no harm is often seen as most important in healthcare, but sometimes 

avoiding harm by denying treatments, which may be risky, may ultimately 

do greater harm to the individual. 

 

Self-actualisation processes are described by Giddens (1991) in relation to 

life-style choices individuals make. In contrast the experience of being trans 
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is not a life-style choice and therefore how transgender individuals engage 

in self-actualisation processes requires further exploration.   

 

The process of self-actualisation for trans individuals may involve a number 

of separate processes: (1) social self-actualisation in relation to presenting 

as their true self to others through preferred names, pronouns and gender 

expression, (2) legal self-actualisation through recognition of their preferred 

gender as male or female in documentation, such as passports or official 

gender recognition, without a legal option for non-binary recognition and (3) 

medical self-actualisation through embodiment which may include body 

modifications through hormones and/ or surgery. Dietz (2018) describes the 

process of embodiment as ontology (who I am) meeting epistemology (how 

I identify or am identified). While some trans identified individuals are keen 

to make social, legal and medical changes, this is not the case for 

everyone. Individuals are offered the opportunity to  make social changes 

on their own, making legal and medical changes involves accessing 

organisations or services. Using Giddens (1991) theories of modernity and 

self, I explored the lived experience of  participants, their sense of self and 

how they make decisions about potential modifications to their physical 

bodies.  Of interest in this study was the inclusion of treatment seeking 

individuals, those who were waiting to access services and others who 

chose not to seek treatments. All these individuals essentially had to make 

what Gidden`s (1991) describes as choices when they are presented with a 

puzzling number of options. This could include choices about social 

changes (preferred names and pronouns, outward gender presentation), 
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legal changes (name changes on official documents) or medical changes 

(hormone blockers, cross-sex hormones, surgery). This study explores what 

Hird (2003) describes as realness or authenticity of the gendered 

experience. As part of the qualitative analysis three connected chapters 

describe: (1) the development of an authentic self,  (2) the performance of 

the authentic self in presentation to specialist gender services and (3) 

authenticity related to the experience of specialist gender services. This 

analysis is situated in Giddens`s (1991) ‘reflexive project of the modern 

self’. Ideas based on the work of Erving Goffman (1959) and other 

sociological scholars are also used to provide theoretical context to the 

interview analysis.  

 

8.2 Participant demographic characteristics 

The following paragraphs provide socio-demographic and other details of 

the forty participants who took part in the interviews. The overall proportion 

of AMAB individuals and AFAB individuals was equal at 50% in each 

category. Table 1 provides the distribution of AMAB and AFAB individuals in 

relation to the service and community sample. The service sample had a 

higher proportion of AMAB individuals, while in the community sample 

AFAB individuals were in the majority. 

Study participants overall ranged in ages from fifteen years (with parental 

consent) to sixty-six years (average age: thirty years and five months). Age 

distribution of participants is shown in figure 17. Most participants were 

between nineteen and thirty-seven years old. Figure 17 highlights a wider 

age range in the service sample compared to the community sample. The 
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mean age of participants in the service sample was higher than in the 

community sample.  

Figure 17: Age distribution of participants 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



214 
 

Table 22: participant demographic characteristics 

Characteristic  Service Sample 
n=26 

Community 
Sample 
n=14 

Age in years 
Range 
Mean 

 
15- 66 years 
34.6 years 

 
17-54 years 
23 years 

Assigned sex at birth 
Male 
Female 

 
16 
10 

 
4 
10 

Self-description 
Male  
Female 
Transman 
Transwoman 
Non-binary 
Other 

 
4 
8 
4 
6 
3 
1 

 
4 
0 
2 
0 
7 
1 

Highest educational 
level 
PhD/ doctorate 
Masters/ MA/ MSc 
BA/ BSc 
First Diploma 
A ‘Level 
HND 
AS Level 
GSCE 
Key Stage 3 
 

 
1 
5 
5 
2 
5 
2 
0 
5 
1 

 
1 
0 
2 
0 
6 
0 
1 
4 
0 

Sexual Orientation 
Asexual 
Bisexual 
Heterosexual/ 
Straight 
Gay/ 
homosexual/lesbian 
Gender plays no role 
Pansexual/ 
panromantic 
Unsure/ questioning 
Queer 
Other 
 

 
5 
5 
5 
3 
2 
1 
5 
0 
0 

 
0 
3 
1 
2 
0 
3 
0 
3 
2 

Autism 
No  
Yes 

 
17 
9 

 
12 
2 
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Table 22 shows the highest educational levels achieved by participants. The 

sexual orientation of participants is shown in Table 22.  

Of interest in this study was the comparison between participants with and 

without autism traits and gender related distress. Table 22 reports the 

proportion of individuals with autism traits in the service sample (34.6%), 

while in the community sample 14.3% of participants self-reported a 

previous autism diagnosis. The allocation to the autism trait group for 

participants who were attending services was based on the combined score 

of the three autism screening tools: Autism Quotient (AQ) ( (Baron-Cohen et 

al., 2001), Cambridge Behaviour Scale (Empathy Quotient- EQ) (Baron- 

Cohen and Wheelwright, 2004) and RAADS- 14 (Eriksson et al., 2013). The 

previous quantitative methodology chapter describes the creation of the 

combined autism variable in greater detail.  

 

In summary, participants who scored thirty or above on the AQ and RAADS-

14 and below thirty-two on the Cambridge Behaviour Scale were 

categorised as having autism traits. A definitive diagnosis of autism would 

require a robust multidisciplinary assessment. The combination of three 

autism screening tools provided a more robust assessment of autism traits 

and reduced the likelihood of false positives.  

 

Fourteen individuals outside clinical services only completed a short 

demography questionnaire as part of their interview. Information gathered 

from the cross-sectional survey was only available for those attending 

specialist gender services. In the absence of additional information related 
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to autism traits, participants who described having an autism diagnosis 

based on a clinical diagnostic assessment were categorised as having 

autism traits/ diagnosis.  It is likely that this represents an underestimate of 

individuals in the community sample with autism traits as only self-report of 

a clinical diagnosis could be taken into account in the absence of autism 

screening tools.  

 

In this chapter, I focus on how participants developed a sense of self, 

through an in-depth exploration of contextual issues and circumstances 

which may influence this process. Using a sociological lens, West and 

Zimmerman (1987) argued that behaviours and characteristics that make up 

gender are not biologically intrinsic, but rather, are a negotiated social 

achievement. The reality of this social construction of gender identity is 

accepted by many as part of their identity process but rejected by some as 

irrelevant. The argument for gender identity as socially constructed rather 

than biologically based may be one of the most controversial issues in sex 

and gender theory (Stryker and Whittle, 2006).  

 

In my study this argument not only divides participants in their 

understanding or beliefs about themselves but also directly impacts on their 

physical bodies. It appears to divide those who view themselves as 

transsexual striving for complete change of their physical body from their 

sex assigned at birth to the opposite sex; while others who identify as 

transgender, non-binary or gender incongruent may have a similar desire 

for physical body changes, or feel that their body is reflective of multiple 
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physical attributes which form part of their identity. The reflexive process of 

identity development will be explored in this chapter, focusing on social, 

psychological and clinical dimensions of pursuing authenticity of identity, 

while considering if there are potentially unspoken hierarchies of 

‘transness’, which could impact on the experience of authenticity of 

individuals who may see themselves as less ‘trans’ and therefore less 

authentic or inauthentic than others.  

 

8.3 Searching for themes 

During the first or open coding stage of the whole data set, I identified 

themes in the data in relation to how participants managed their identity 

(identity management); how they interacted with health professionals 

(interaction with health professionals); how and when they first became 

aware of their trans identity (first recognition/awareness); and how others 

reacted to the disclosure of their identity (family/community responses). I 

then explored the main themes in chronological order, thus it seemed 

important to explore the first recognition/ awareness of identity for 

participants as a starting point. This main theme identified during this first 

phase of coding had other subthemes; for instance participants talked about 

disclosure of their identity not as a one-off event, but as a process coded as 

daily decisions re disclosure. As some participants were living their lives full-

time or part-time in their authentic gender identity, it was important to 

capture factors related to identity disclosure and why participants at times 

chose not to disclose their identity. This was coded as decisions about 

disclosure. Participants frequently spoke about pivotal moments in their 
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lives which preceded their first disclosure of their identity. I therefore 

captured experiences related to this coded as first disclosure of identity.  

 

8.4 Reviewing, defining and naming themes 

In the second or axial coding stage, I reviewed the theme of first 

recognition/ awareness of identity and noted that for most participants this 

followed two stages: the first stage (often years before the second stage) 

was an awareness of difference without necessarily knowing what this 

difference was. The second stage commonly involved gaining 

understanding of their identity in relation to other people`s identities through 

meeting another trans person or accessing information online. This provided 

important markers to identify a self-identity.  

 

Identity formation has been the subject of studies by psychologists and 

sociologists.  A widely known approach in the study of identity formation 

during adolescence and early adulthood in the psychological literature 

refers to the work of Marcia (1966), in which the exploration of identity and 

commitment to identity leads to four possible identity statuses: (1) identity 

diffusion reflective of lack of concern and apathy about the future, (2) 

identity foreclosure in which some element of identity commitment is 

present, but this could be rigid, (3) identity moratorium in which individuals 

take pro-active steps to consider identity alternatives and (4) identity 

achievement which is considered the most functionally complex identity 

status incorporating mature interpersonal relationships . This process of 

identity formation involves the conscious and reflexive deliberation of 
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alternatives and the formation of identity consolidations (Marcia, 1966). For 

transgender individuals, identity formation processes could be hindered by a 

number of factors: lack of models of non-traditional gender (Bornstein, 

1994) and lack of information in textbooks or school curriculums  about 

transgender people (Macgillivray and Jennings, 2008).  

 

Public representation of transgender people had both negative and positive 

impacts (Ringo, 2002) with negative portrayals acting as inhibiting factors to 

individuals coming out (Levitt and Ippolito, 2014). There is an absence of 

identity formation models in the psychological literature which take account 

of the more nuanced aspects of identity development, but Devor (2004) 

have previously proposed a 14 stage model of transsexual identity 

development, which broadly incorporates initial stages of anxiety and 

confusion, followed by the discovery of transsexualism and over time a 

tolerance and later acceptance of transsexual identity. At this stage it 

seemed important to explore concepts related to identity further.  

 

During the third (the theoretical) coding phase I considered further 

participants’ beliefs related to the biological or socially constructed basis of 

identity. Rather than focusing solely on the concept of first awareness/ 

recognition of identity, I explored how beliefs influenced the development of 

a true or authentic identity. As part of the concept of authenticity I was 

interested in the challenges of modernity described by Giddens (1991) as 

projects of the self, individualism and consumerism which occur alongside 

and somewhat in contrast to traditional values and norms, such as for 
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instance the binary view of gender. I was keen to explore how traditional 

views which continue in society as well as health services might impact on 

the formation of self-identity, with many individuals in the cisgender and 

transgender population involved in projects of self- actualisation. Giddens 

(1991) highlights the challenges of modern life or ‘modernity’ and its modern 

institutions, which differ greatly from previous forms of social order. The 

difference is largely based on the impact of modern institutions globally and 

their changes on previous customs and traditions. These changes based on 

modern institutions directly impact on the personal life of an individual and 

thus the self, creating new mechanisms of self-identity as discussed by 

Giddens (1991) for whom reflexivity is a central process in the creation of 

self-identity whereby individuals must consider competing options.  

Thus, participants commonly described a reflexive process in which they 

explored their early childhood and adult history to make sense of their 

identity. For some, this reflexive exploration created a range of social and 

psychological challenges related to accessing physical interventions, having 

to carefully balance risks to health versus benefits to overall wellbeing. I 

was keen to explore how this reflexive process impacts on an individual`s 

concept of authenticity. 

To ensure anonymity and to differentiate between participants of the same 

age and gender identity, all participant contributions are reported under 

names which have been solely created for the purpose of analysis in this 

study and do not resemble participant names in any way.  
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Diagram 1: Creating an authentic identity  
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8.5 Temporal self-identity perspective  

Over two decades, several discourses related to understanding transgender 

presentations have developed: (1) medical discourses, (2) psychological 

discourses, (3) transgender- political discourse (Rosqvist et al., 2014) and 

(4) sociological discourses. Medical discourses of trans have focused 

mainly on the idea of individuals inhabiting the ‘wrong body’ (Hines, 2007), 

in which  transsexualism was used as a term to refer to individuals with a 

‘genuine’ desire to be the other sex – i.e. that it had a biological rather than 

cultural basis (Clarke et al., 2010). Medical interventions, such as hormones 

and gender affirming surgical procedures enabled individuals to modify their 

physical bodies and transition to the other sex.   

 

However the concept of a biological basis for transsexualism was criticised 

by some psychologists and psychiatrists who believed transsexualism to be 

a psychopathological condition (Rosqvist et al., 2014). This categorisation 

has been reflected in the various DSM-editions (American Psychiatric 

Association, 1980; American Psychiatric Association 1994; American 

Psychiatric Association, 2013) placing transsexualism, gender identity 

disorder and gender dysphoria under the category of mental health 

disorders. While categorisation has ensured access to gender affirming 

medical interventions, particularly in countries which operate on health 

insurance codes, it has been criticised by some authors (Lev, 2006) as 

pathologizing difference.  
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Over recent years a transgender positive human rights-based discourse in 

which transgender individuals are understood as part of natural variation 

has been created (Lysenko, 2009). This positions transgender individuals in 

a cultural rather than pathological framework (Rosqvist et al. 2014). Within 

this discourse activists and clinicians have argued for the de-pathologisation 

of transgender presentations, with efforts recognised in the recent ICD-11 

(Reed et al., 2016) re-categorisation of gender incongruence away from 

mental health to conditions related to sexual health.  

 

Gidden`s (1991) describes the self in terms of their biography, with identity 

presumed to continue across time and space. Participants described 

identity as an evolving rather than a continuing process. Most participants 

remembered first realising difference in themselves but not necessarily 

being able to identify what this difference was about. Some participants had 

a clear sense of what was different about them from an early age.  Harry, 

(male, autism) had a clear sense of being male from an early age. He 

reported: ‘I think when I was about five, I thought that I should be a boy and 

I had this feeling that I should be a boy’. Similarly Marla, (female, Autism) 

was aware from her ‘earliest memories’, that [she] ‘felt female’.  

 

According to Loseke (2007) identity formation processes link individuals into 

place with cultural scripts, thus providing social intelligibility (Garrison, 

2018). In the formation of a trans identity, common narratives focus on early 

realisation of difference and distress associated with the body the person is 

born with. This broadly describes the transsexual narrative as biological, 
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innate and therefore deserving of social and legal recognition, while 

transgender is understood as social, learned and freely chosen making it 

less deserving of legal gender change but in need of protection from 

discrimination (Wallbank, 2004). While many participants described early 

childhood experiences, some participants described a later process of 

realisation of their identity.  Carys (non-binary, autism) remembered a   

longer process of identity realisation, which was due to Carys`s perception 

of gender and limited information provided by others to explore different 

potential identities:   

‘People said I was a boy, so I just took their word for it I guess 

because I didn't have the language, I didn't have the information 

myself to link my feelings to.’ 

 

In comparison, other participants did not describe an early history 

suggestive of an alignment with the other sex. Tey (non-binary, autism) , 

had a strong sense of being a person rather than being a gendered person: 

‘ I don’t really know what I thought probably one day I`d wake up and I`d just 

be an adult’ . Some participants felt strongly that they should be male or 

female from an early age;  others experienced a sense of difference, which 

only  made more sense later in their lives. This process varied across 

participants but often included access to information either in person 

through meeting another trans-identified person or through information 

online.  
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For some participants the realisation of their identity, was concealed from 

others, due to fear of rejection by family and wider community. Older 

participants described Northern Ireland in the 60`s and 70s as a place, 

which provided little societal understanding of gender incongruence, and 

considered as ‘curable’ using conversion therapies.  

 

While identity formation processes differ across the general cisgender 

population, the formation of identity in those seeking gender-affirming 

interventions is often questioned by families and services. Thus, identity 

formation and childhood history of incongruence with their assigned sex at 

birth could have consequences in relation to accessing gender affirming 

interventions. For example, participants knew that their experience of 

identity formation might be perceived by healthcare professionals with 

scepticism or lacking authenticity.  

 

In contrast to others presenting with an early onset biological narrative, 

Carys was concerned that presenting during adulthood might make others 

view them as ‘less valid’. This type of anxiety (authentic trans identity) was 

commonly expressed in the study interviews.  It was explained that 

presenting in an ‘unusual way’ to gender services, risked disbelief, rejection 

and denial of services. Unfortunately, individuals can`t claim to be 

transsexual, transgender or non-binary, they must be authorised to be 

transsexual, transgender or non-binary (Yeadon-Lee, 2009) by services. 

This suggests that participants had to trust services to recognise their 

history of transness and thus authorise or label them as trans to access 
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gender affirming interventions. Personal biography in this instance was an 

important factor in the temporality of the participant`s experience, confirming 

early or even life-long gender related distress. This perceived hierarchy of 

transness based on the importance of biological constructs of early onset of 

gender incongruence, was reported as emotionally and psychologically 

challenging for such people, undermining their self-worth and feeling that 

their identity narrative does not make them ‘trans enough’ for gender 

affirming treatments.  

 

8.6 Trust in others 

Gidden`s (1991) describes the importance of responses of others in the 

development of the self. For most participants primary school years 

provided space to wear neutral uniforms not necessarily associated with 

either gender, activities or friendships regardless of sex assigned at birth. 

This created space for several participants like Sarah, (transwoman) to be 

‘allowed to act the way [she] wanted with no negativity’. This trust in others, 

such as family members, peers and teachers acted in what Gidden`s (1991) 

refers to as a ‘protective cocoon’ to allow Sarah to be herself.  

 

However, primary school was not a positive experience for all participants. 

Blue (non-binary), remembers being ‘irritated [that] classes were split down 

the middle and boys [were] in a line and girls [were] in a line.’ The binary 

nature of primary schools described by other participants strongly reinforced 

stereotyped gender interests and behaviours . The parents and families of 

most participants appeared willing to support gender non-conforming 
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behaviour in early childhood; for example, allowing their children to dress up 

in clothes of their choice, regarded by families as normative playfulness. 

Commonly, assigned female at birth participants, developing a reputation as 

‘a tomboy’ permitted masculine dress during childhood, adolescence and 

adulthood; those assigned male at birth, wearing clothing considered 

‘female’, created considerable challenges and potential risks to safety. 

Thus, some were told bluntly that the expression of their identity was 

unacceptable, whereas for others the process of transition was smoother 

and more subtly experienced. .  

 

Bellinda’s (transwoman) exploration of self during childhood or adolescence 

was not an option. She reported: ‘It was drummed into me, you’re born 

male, this is how you are, we’re not having this, we’re not having this 

conversation’. The experience of telling family members was similar for 

Harry (male, autism) who reported that his ‘parents didn't seem to think [he] 

should be a boy and then [he] just got really tired telling [his] parents that.’  

 

Other participants like Jade (female, autism) felt obliged to conform to 

gendered expectations. Jade reported: ‘I hated it.  I felt I didn’t have a 

choice’.  

Authenticity as a social phenomenon refers to the self and personal identity 

(Vannini and Franzese, 2008). Other authors suggest that authenticity as 

derived from the Greek word authenteo translated as ‘having full power 

over’ (Trilling, 1971) is suggestive of control by the individual over their own 

authenticity (Vannini and Franzense, 2008). This was not the case for many 
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participants, with some struggling to trust others based on their experience 

of multiple rejections due to their identity. Mick ( Male) reported  that ‘the 

shift from coming out as trans’ made him feel  ‘excluded from the 

community [that he had] been a part of for so long.’  Belonging to the gay 

community had provided a sense of family and community for many years; 

after coming out as trans members of the gay community perceived him to 

be different suggesting ‘everybody`s going to Gay Pride;  suppose  you 

wouldn’t be interested in that because you’re straight now’.  This 

undermined trust in those who Mick had identified with and who now viewed 

him as different.  

Bornstein (1994) described the marginalisation of trans identified individuals 

in heteronormative communities as well as LGB communities. Assigned 

female at birth individuals who identify as male are often criticised as ‘butch’ 

women who ‘have gone too far’ (Dacumos, 2006) or who ‘have sold out’ 

(Denny et al, 2007). Other authors suggest that heteronormativity via sex 

reassignment surgery assumes healing of the disordered if they conform to 

gender essentialist standards, such as former lesbians who now lead 

heterosexual lives (Halberstam, 1998). Losing his gay identity after 

identifying as straight guy led to exclusion from the life, Mick was part of for 

many years. Levitt and Ippolito (2014) suggest, that when individuals move 

to a place of more societal power, they gain privilege in mainstream society 

but often lose a nurturing community due to their new privileged position.  

 

From a temporal perspective, participants described a form of liminality – in 

moving from being oneself to be the true self for participants. This meant 



229 
 

relinquishing major aspects of the old self – dress, friends, habits, 

behaviours and a change of a given name to a preferred name. Using the 

former or given name of an individual is often referred to as ‘dead naming’.  

Sarah, (transwoman) stated that her trust in the responses of family 

members increased when others started to refer to her by her preferred 

name and to her surprise, Sarah noted that others did not ‘call [her] by [her] 

dead name or anything.’ Most participants’ trust developed through face-to-

face encounters; others developed through virtual encounters. For example, 

Jade, someone who is socially introverted, ‘gaming let [her] express who 

[she] was’, building a character based on her self-identity in a role-playing 

game.  Other participants had similarly positive experiences exploring their 

self-identity through gaming,  Annabell, (female) described her experience 

of playing multiplayer games with others online: ‘people ignore whatever I 

am on[the outside] of the game and treat me as I am in the game’  a 

liberation, ‘relief is a feeling I feel a lot whenever that [being myself in the 

game] happens’.   

 

8.7 Self-identity and organisations 

Temporal nature of waiting 

While most participants in this study were attending specialist services, 

some participants were still waiting to be seen. Waiting acts on our relation 

to time and thus to ourselves (Bourdieu, 2000). Waiting for something may 

provide time for reflection or even as Schweizer (2005) suggests, bringing 

us to deeper dimensions of our being. Waiting positions individuals in space 

and time; for many participants in this study waiting was perceived as a 
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suspension of their lives while waiting for specialist gender services. It was 

an experience of marginalisation or inequality rather than a deferred 

expectation of the forthcoming (Pitts- Taylor, 2009).  

Waiting for services was only one experience of waiting for participants; 

many reported waiting for family members to accept their self-identity, 

waiting for legal changes to documentation or waiting for wider societal 

acceptance of their non-binary identity. Participants in this study were 

experts at waiting, as Patsy (male) reported: ‘we know how to wait we’ve 

been waiting for years. Peter (non-binary) was also familiar with the issue of 

waiting, suggesting that ‘there's a lot of waiting with being trans’.  

Participants experience in getting their first appointment at the adult gender 

service was varied, due to reduced service provision and staffing over a 

two-year period. Participants referred prior to this tended to be positive and 

found the wait itself manageable. Older participants found even a relatively 

short period of waiting difficult with one older participant described it as 

‘excruciating’ (Marla, female, autism).  Having made the decision to access 

support, it might have been difficult then to comprehend or accept delays to 

interventions. 

 

Unfortunately, several people were still waiting to access the adult service. I 

was interested to explore how participants understood waiting and what 

factors might impact on their waiting experience. Patsy (male) found the 

process of waiting was difficult: 
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‘The hope that one day I would be able to transition……. I mean I still 

have breakdowns over the fact that it`s so long that I`ll have to wait 

on the list’ 

 

The ability to see future benefits of waiting enabled some participants to 

tolerate the waiting time but this was still perceived as detrimental to their 

mental health. While waiting, participants were contacted by the adult 

gender service to ensure that they wished to remain on the waiting list. 

While this type of waiting list management process is a common tool to 

ensure that future appointments are not wasted, for participants on the 

waiting list this process was frustrating. Peter ( non-binary, had to respond 

to the service on numerous occasions to remain on the waiting list. 

‘you had like an opt in letter which is a third opt in letter that I’ve had 

to sign with them ……at this point being like…. yes, I still am trans I 

still want to go ahead with this’ 

 

This process left many people having to prove their transness on numerous 

occasions and felt ‘invalidated, undermining their authenticity by being 

obliged to demonstrate that they were trans-enough to attend the service. 

Others were in a dilemma about presenting as non-binary or binary when 

they eventually received an appointment for the service. Rav (non-binary) 

considered going ‘through as a binary trans man’ but acknowledged that 

this would not necessarily be ‘the right thing to do but it would be the easier 

option.’  
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Concerns about what might be offered in the adult gender service were 

created by: (1) an absence of specific official information about non-binary 

pathways and (2) second-hand stories told by others. Consequently, a 

commonly held belief formed that staff attitudes tended to be biased 

towards binary to the exclusion of other trans individuals. Other studies 

suggest that normative constructions of gender within medical discourses 

(Johnson, 2019) privilege the experiences of white transmen and women 

and ignore the experiences of non-binary trans people and trans people of 

colour (Snorton, 2017). While race did not impact on participants in this 

study, non-binary participants described multiple normative experiences in 

society and in healthcare contexts, which made them feel marginalised.  It is 

therefore easy to understand why presenting in ways that closely resemble 

common understandings of trans experience, such as the ‘born in the wrong 

body’ narrative even if this does not resemble the individual`s experience 

were used by participants in another study by Garrison (2018) to claim their 

authenticity.  

 

The referral pathway to the young person`s gender service was through 

Child & Adolescent Mental Health Services (CAMHS) requiring an initial 

comprehensive assessment, after which the CAMHS clinician was able to 

refer the young person to GIDS. Consequently, some people felt that this 

created delays in accessing gender-affirming interventions rather than a 

reasonable clinical process. Thus, Ray (transman, autism) reported ‘this 

took a year-  a year wasted’. Other participants like Ze, (non-binary) were 

unsure about the value of attending the young person`s gender service and 
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believed ‘it would just be easier just to go into the adult one instead of trying 

to go into the young person’s one and then having to transfer over and all 

that.’  Marley, (male), reported that the pathway to KOI through CAMHS 

created a distraction from other, more pressing psychological problems 

before accessing gender affirming treatments at KOI.  

‘….. it was bad because I feel like with CAMHS they were focused on 

trying to talk about gender a lot then ….(  ) but it wasn’t like the main 

reason I was there.  ….. I would have preferred to talk to about the 

stuff I was going to CAMHS for (mental health problems).’  

 

While both services focused on gender-specific assessments, Marley was 

unable to obtain psychiatric support, indicating that timely access was an 

important aspect for all participants.  Avoiding lengthy waits for the adult 

gender service ensured a more positive experience. Several people stated 

that the pathway through CAMHS created delays and the limited co-

ordination of care between services left some without support for their 

mental health difficulties. The CAMHS pathway forced young people to 

convince staff of their authenticity for referral to the young person`s gender 

identity service. This often necessitated a convincing performance of gender 

related distress which CAMHS clinicians could recognise as requiring 

specialist interventions.  

 

Private gender affirming treatments are not available as part of the 

specialist gender service provision in Northern Ireland. There is no 

equivalent private specialist gender service in Northern Ireland, but 
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individuals may decide to access private gender-affirming care elsewhere in 

Great Britain or Europe. Any individual considering private hormonal or 

surgical treatments engages in this process independently without guidance 

or support from local specialist gender services.  Private treatments made 

sense to several participants, who then made contact with providers in 

person and via the internet. They variously consulted with private 

endocrinologists to access hormones or arranging and completing gender 

affirming surgical procedures or obtaining hormones via online providers.  

Private access to treatment did not require any demonstration of 

authenticity or proving their trans status.  

This is not to suggest that private providers did not undertake assessments 

prior to offering gender affirming interventions. The ability to pay for gender 

affirming treatments enabled participants to start their physical transition 

with cross-sex hormones and in one instance gender-affirming surgery 

while remaining on an NHS waiting list. Those who accessed private 

treatments were able to physically transition much faster than those who 

were on the waiting list. However, access to financial resources was a 

struggle for some participants like Derek, (non-binary, autism), who had to 

cut back on other things ‘save up my money for what should be basic 

medical care.’ 

 

The means to pay offered an opportunity to access private treatments and 

circumvent the lengthy waiting list, with little need to prove authenticity. For 

others, observing their peers’ transition quickly due to private treatments 

and thus having their authenticity affirmed through medical interventions, 
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made the waiting even more difficult. The experience of being made to wait 

for services was what Berlant (2007) describes as an experience of power 

relationships capable of producing weariness, as well as resilience.  

 

However, it is important to note that other people found the delay useful. For 

example, Sarah ( transwoman) waiting provided her and ‘everyone around 

[her] time to adjust and reflect on [her] past’. If the process had been 

speedier, Sarah felt that she would have struggled to adjust from being 

male to being female. In this instance having to wait had a positive effect of 

allowing Sarah time to become familiar with any changes in her life.  

 

Pitts-Taylor (2019) described the problem of delay for patients as agency 

suspended, an inability to control the waiting process. Some people tried to 

regain their sense of agency by trying to manage their place on the waiting 

list. In theory this revises the subjective timeframe from a long unknown 

time to a more predictable one (Pitts-Taylor, 2019).  

Thus, some participants engaged in regular phone calls to the service to 

enquire about their specific position on the waiting list. After the initial phone 

call, they believed that this marker of their position on the waiting list could 

enable them to anticipate a future date for their first appointment.  

This created an opportunity for the individual to make plans while waiting. 

However,  on subsequent phone calls, some participants found that they 

now occupied a lower position on the waiting list than previously, creating 

an even greater sense of loss of control. The inability to anticipate a future 

date for their first appointment at the gender service created high levels of 
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anxiety and frustration for participants. In this context Vitus (2010) suggests 

that in the absence of a point of reference it is difficult for people to care for 

their own being and becoming in the world. While accepting a predictable 

wait may have allowed participants to continue their life plans, the 

uncertainty of when or even if they would ever be seen created frequent 

checking strategies about when they might be seen in the future.  

 

8.8 Embodiment and body modifications 

Giddens (1991) describes the self as embodied, with a range of choices and 

options available for the body in the late modern age, including decisions 

related to diet and exercise designed to shape the body to the desired ideal. 

Gaining a more masculine physique through weight training was important 

for several male participants and masculine non-binary participants. Other 

body modifications for male, female and non-binary participants included 

tattoos, often strategically chosen to cover surgical scars due to gender-

affirming surgeries.  

 

Goffman (1959) describes easy control over bodily orientation based on 

long-term experience, with the potential for a decrease in control when 

ontological security is threatened. Many participants questioned who they 

were, creating challenging scenarios in relation to their bodily orientations. 

Some participants living as their true selves on a part-time basis had to 

make daily decisions about bodily orientation. Bethany  

(transwoman) who had to decide about the degree of commitment to body 

modifications through hormones and surgery, reported:   
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‘Sometimes I think why can`t you just go on being an old bloke you 

know?  Because you don’t have to change anything you can use 

your bus pass.’ 

 

While presenting as the male assigned at birth or her true self, Bethany 

reported that  ‘appearance is very important to me’. By keeping both 

identities separate through different outwardly gender expressions, she 

chose to ‘ present entirely as one person, or entirely as the other [self} and 

avoided presenting as the becoming self, which she found difficult to 

observe in transitioning others. She referred to having ‘to cope with the fact 

that others could be at all sorts of intermediate stages.’  

This was largely based on the importance of passing authentically as a 

woman, taking great care of her appearance and noticing the importance of 

‘things like a handbag or an umbrella or purse or scarf, things that were 

ones virtually theatrical props.’ Theatrical props are suggestive of what 

Goffman (1959) refers to as the performative element of gender expression. 

In this context the lack of a unified performance, with other individuals not 

taking the same care to pass authentically, were difficult, leaving her 

struggling to cope with the situation.  

 

Decisions about what organisations can offer 

Some participants chose not to access specialist gender services despite 

experiencing gender related distress, often seeking support from voluntary 

services for counselling and mentoring opportunities. Those who had 
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decided not to access interventions found it difficult to share their decision 

with others. Jay, (transman) reported:    

‘I don’t even know if I want to get all these surgeries or and stuff.   

But the other half of me is like just do it. Like there's people who 

definitely know what they want to do but I just don’t.    And I wish 

there was more there was people more vocal about that, they don’t 

know what to do.’    

Uncertainty about seeking specialist gender services was difficult to share 

with others as this may be misinterpreted as a lack of distress. For example, 

Jay suggested that a lack of trust in services and concerns about the safety 

of treatments was the main cause for her delay in seeking treatment.  Trust 

in services was also a concern for other participants who had heard what 

the adult gender service could offer them. Some participants reported a 

good fit between what services could offer for binary identified participants 

but not necessarily for them. Peter, (non-binary) resented the offer of facial 

hair removal at the service:   

‘they said was like how in their services trans women can have like 

hair removal service and things like to remove a beard and all and 

I’m like I mean I’ve a beard ‘cos like I`m assigned male at birth but 

like I’m not because I’m non-binary I’m like my beard isn’t something 

that I want to really rid of anything you know?’ 

 

Non-binary participants’ trust in services were undermined when their needs 

were not represented in discussions or details about what the service can 

offer.  
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Johanna, (gender queer) noted that gender services offered her little, 

stating that she ‘thought about seeking services before but [they] didn`t 

know what services  could do for [them] that [they] don’t already have.’  

However, Charly, (non- binary autism) found it difficult to choose between 

various potential options and making the ‘wrong choice’ posed a greater risk 

than taking the option to wait until the decision process has become clearer. 

Charly reported:  

 ‘I experienced gender dysphoria and know that my physical 

body isn't right, but at the same time, I don't have an image in 

mind for what it should be like. I know that my current 

perception of myself is that I'm wrong.  I don't have an idea 

then to change that to make that better’.  

There were considerable differences in how people viewed the basis of their 

identity. While some participants viewed their experiences biologically 

based and thus requiring corrective hormonal and surgical interventions, 

others indicated, a lack of choice regarding physical interventions; a binary 

transition from their assigned sex at birth to the opposite gender was their 

solution to alleviate gender related distress. Many participants argued that 

the transition alleviated their distress and prior mental health and/or 

addiction problems. Despite the hope of reduced distress following 

transition, several participants acknowledged continued distress related to 

family relationships or changing circumstances because of their transition.  

 

Other participants viewed their experiences as more multi-faceted and thus 

their identity was reflective of the impact of societal attitudes and family 
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expectations and relationships. While many participants who related a more 

socially constructed gender identity and were keen to access gender 

affirming treatments, there was more flexibility for individuals to choose 

which treatments options would affirm their identity. This difference between 

those aligned to a biological basis of gender identity versus those with a 

socially constructed view of gender identity adds to the debate about what 

Lane (2009) describes as bodies as authentic or real bodies versus bodies 

as constructed or mutable. Some participants felt that their bodies required 

no modifications which could be offered by specialist gender services, while 

for others, the de-construction and re- construction of their bodies required 

further reflection and thus decisions about any future body modifications 

were on hold while individuals tried to live with their current bodies.  
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Chapter 9- presentation to specialist gender services 

 

9.1 Introduction 

Little is known about the lived reality of individuals living with gender-related 

distress, many of whom, do not present to services for gender affirming 

interventions. Those who decide to seek treatments from specialist services 

must navigate access to them through a referral agent such as their GP, 

mental health professional or local Child & Adolescent Mental Health 

Service (CAMHS). This process requires the individual to convince the 

referral agent that they require such services based on their experience of 

distress and the impact of such distress on their mental health and 

wellbeing. Individuals must then present themselves to the respective 

gender service for young people or adults in Northern Ireland to access 

treatments. This chapter focuses on presentation to specialist gender 

services and explores the factors involved: for example, beliefs, motivators, 

strategies and behaviours; and finally it discusses outcomes associated with 

presentation strategies.  

 

The findings are based on the analysis of interview data from individuals 

attending specialist gender services and those outside services, capturing 

the experiences of people currently waiting for services and exploring their 

beliefs and perceptions about the process of presenting to services.  
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9.2 Thematic analysis 

During the first or open coding stage of the whole data set, I identified 

themes in the data in relation to the following dimensions: 

1. Identity management: the strategies used by participants in 

managing their identity.  

2. Interaction with health professionals: the experiences of consulting 

with various health professionals along the pathway. 

3. Early recognition: how and when they first became aware of their 

trans identity  

4. Family and social response; how others reacted to the disclosure of 

their identity. 

.  

The main themes identified during this first phase of coding had many 

subthemes, for instance identity management contained: (1) autism, (2) 

coping strategies, (3) gay identity, (4) gender performance, (5) mental 

health needs, (6) maladaptive strategies, (7) misgendering, (8) relational 

identity, (9) preferred names, (10) representation and (11) support seeking.  

At this stage it was difficult to identify how the subthemes related to each 

other and if there was overlap between subthemes. I also struggled to 

decide if subthemes were part of one or more main themes. This struggle 

formed the basis of identifying potentially overlapping subthemes.  

 

9.3 Reviewing themes 

The second or axial coding stage was focused more closely on answering 

the specific research questions. I reviewed the theme of identity 
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management and noted numerous examples of decision-making about 

presentation of their true selves and what factors or beliefs these decisions 

were based on. I have provided examples of the different participant 

strategies  used for self-presentation.  

 

This review and revision lead to the theme of presentation of self to 

services. This theme combined aspects of identity management and 

interacting with health care professionals. As participants included those 

who were attending services and those who were not, I was interested in 

factors which impact on participant`s decision making about accessing 

gender services.  To do so, I reviewed previously coded data and recoded 

data.  

 

As part of the presentation to services theme, I identified several 

subthemes. Here, I noted that individuals with autism traits described 

camouflaging strategies with which to present themselves to services. Hull 

et al., (2017) described camouflaging behaviours as hiding behaviours that 

are used by individuals with autism to conceal social difficulties from others 

and to appear socially competent. While camouflaging behaviours hide or 

minimise autism traits, neurotypical individuals (those without autism) also 

use behaviours to manage other people’s perceptions of them (Izuma et al., 

2011). However, impression-management may be more difficult for those 

with autism (Cage et al., 2013) and the effort involved in engaging in 

camouflaging behaviours can be more complex (Bargiela et al., 2016). I was 

keen to explore this further and coded data related to this strategy as  
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camouflaging.  

I was also interested in why individuals chose not to access specialist 

gender services and coded data in relation to this under the subtheme of 

decision not to access services. The experience of waiting to access 

services and hopes and fear related to service access was a prominent 

theme for those outside gender services. I coded this under the experience 

of waiting for services. I was interested in how individuals experience 

waiting, what it meant for their daily lives and how it impacted on their 

mental health. As several participants shared their experiences of the 

different pathways to specialist gender services, this was captured under 

the sub-theme of service pathways. During the coding cycle I reflected on 

the experiences of participants and further explored the theme of 

presentation to services. I examined the crux of presenting to services given 

the current service model of mental health professionals acting as 

gatekeepers for physical interventions and how this might impact on how 

individuals present to clinical staff. 

 

9.4 Defining and naming themes 

During the third or theoretical coding phase, I developed this presentation to 

services theme further. Thinking about previously coded camouflaging 

behaviours of those with autism traits, I wondered how camouflaging 

presents in those without autism traits and developed the theme of 

impression management, which could be described as a more general term 

incorporating any behaviours individuals undertake for others to see them in 

a specific way. At this stage I reviewed the literature related to impression 
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management further and incorporated the work of the sociologist Erving 

Goffman.  

 

Impression management as Goffman conceptualised it in his book ‘The 

presentation of Self in Everyday Life’ (Goffman, 1959) may be described as 

efforts made by an individual to present themselves in a favourable light 

(Goffman, 1959). While the original concept of impression management was 

created in a context far removed from specialist gender services, I explore 

the application of Goffman`s core concepts of impression management to 

develop the themes. Goffman`s dramaturgical perspective uses theatrical 

terms of ‘front stage’, where the ‘performance’ takes place and ‘backstage’, 

where the performer can relax (Goffman, 1959).  

Here, front stage refers to impression management when participants 

attend specialist gender services, with staff members considered the 

audience, and backstage as the social spaces or home environments where 

the individual does not need to invoke impression management and can 

relax.  

 

For Goffman (1959), impression management is an individual performance 

as well as a team performance, and an individual can discredit a team 

performance by performing poorly. Its application to participants attending 

services will explore whether there is a team performance and whether 

individuals can discredit the impression management efforts of others. This 

exploration will also highlight criticisms of Goffman (1959), such as his 

portrayal of a superficial world (Gouldner, 1970) and whether the original 
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concept of impression management is useful in understanding the 

presentation of individuals to specialist gender services.   

 

In this study impression management incorporates camouflaging 

behaviours by some participants to hide autistic traits. From other literature 

(Hull et al., 2017) I was aware that camouflaging would be more extreme 

than impression management behaviour used by neurotypical participants. I 

was keen to explore the consequences of camouflaging and impression 

management behaviours for all participants. Commenting on the original 

concept of impression management Raffel (2013) highlighted that it is not 

sustainable to hide important aspects of whom one is while simultaneously 

meeting all pre-requisites of a normal social life.  

 

I was keen to explore the consequences of camouflaging and impression 

management in participants in this study. As part of the main theme of 

presentation to services, I developed the themes of strategies, which 

essentially described what participants do to present themselves to services 

and beliefs why underpin the behaviours employed by participants. I was 

also keen to understand the motivators for presentation strategies and how 

this impacted on whether individuals were able to access support in line 

with their desired outcomes.  
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Diagram 2: Impression Management 
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9.5 Beliefs & behaviours 

Gender dysphoria must be evident  

Participants believed that gender-related distress was crucial to their 

assessment at gender services and a positive outcome (acceptance for 

treatment). If distress was not evident gender-affirming treatments were 

unlikely to be offered. One participant attending services noted that focus on 

his own dysphoria influenced impression management.   

‘I definitely think a lot of people immediately focus on the dysphoria, I 

think I may have definitely focused, like it wasn’t that I was lying 

about it, but I gave it a lot more attention than maybe I needed to.’ 

(Edward, transman) 

 

Previous classification of gender dysphoria in ICD-10 and the current 

classification in the DSM-5 (Reed et al., 2016) emphasize that distress 

related to gender identity must be present. The necessity for overt 

expressions of distress is now diminished: the recent ICD-11 guidance 

(2019) which respecified gender dysphoria as a condition related to sexual 

health states that, while gender incongruence distress related to gender 

identity is common, it is not required for a diagnosis (Reed et al., 2016). 

Participants observed other trans-identified individuals through social media 

or through local community events, and some reported a discrepancy in 

relation to how other individuals they knew personally presented themselves 

to others.  
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This created conflicting ideas about team performance of impression 

management and who should be part of the team. The Team in this 

instance could be described as all individuals trying to access gender 

affirming treatments. Some participants resented others for attending 

specialist gender services, considering it unnecessary. One adolescent 

participant attending services noted that some people who had ‘zero’ 

dysphoria were ‘still using the service when there`s a big line for people 

waiting’.  

This implies a hierarchy of need for gender affirming interventions, with 

those who want to physically transition, and access hormonal and surgical 

interventions seen as taking priority. This may function as an internal gate-

keeping service within community groups or among trans-identified 

individuals, based on competitive rationing access scarce resources. Non-

patient community participants worried their dysphoria might not be taken 

seriously when they eventually attend services voicing fears that gender 

dysphoria would be misdiagnosed as a psychiatric disorder. One participant 

outside services noted: 

‘people can attribute gender dysphoria as a symptom, ...and 

then it might be I'm not trans, I am just a depressed person 

who has depersonalisation disassociation’ Charly, (non-

binary) 

Thus, staff at specialist gender services would not differentiate between 

gender dysphoria and mental illness and that staff would not be able to 

assess and work therapeutically with gender dysphoria while addressing co-

existing mental health difficulties, leading to further invalidation. 
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Gender identity must be consistent and stable 

Participants believed their gender identity had to be consistent and stable to 

access gender affirming interventions and were concerned that inconsistent 

presentation to services may jeopardise access to treatment. 

‘… they want a consistency and you know gender sort of being on a 

spectrum it can fluctuate and change over time.  So, if you go one 

month saying oh one thing and then the next month, you're sort of 

have developed different ways of looking at your gender; then they 

might see that as inconsistent and then hold off on treating you.’, 

Carys  (Non-binary, autism) 

Other participants were anxious not to show any doubt about their gender 

identity and  ‘to be confident 100% of the time, any question they asked me, 

yes 100% man’.  This highlights that in the front stage while presenting to 

specialist gender services, participants strove to reassure staff that their 

gender identity was stable, even if this was untrue - knowing that instability 

provoked concerns among clinical staff when irreversible treatment was 

decided. This pretence served a function for participants and staff, but 

unfortunately did not address underlying issues that may have required 

further exploration.  

 

Other participants reported presenting a consistent image of their gender 

identity:  some choosing to wear the same clothing to preserve this 

consistent representation.  
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‘...if you’re a transwoman buy a skirt that’s your gender identity 

service skirt, wear it when you go and they won’t ask questions, like 

for real like’ Blue (non-binary) 

Another participant waiting to attend services noted that other individuals 

who attended the adult gender service had a ‘what’s called a GIC (Gender 

Identity Clinic) outfit’, to ensure continuity in their gender expression.  By 

selecting specific outfits to represent their consistent gender identity 

frontstage, some participants clearly performed a role and wearing the 

same outfits during appointments makes it easier for the audience or staff 

members to recognise a character.  

Goffman described the performance element of social encounters as 

playing a role (Giddens, 2009) and described observations of social 

behaviour or impression management, which differ depending on context 

and situation (Giddens, 2009). Aspects of these social behaviours can be 

seen in participants who chose to perform their gender identity in a way for 

the benefit of staff at specialist gender services but dressing differently in 

other social contexts, which Goffman referred to as backstage.  

 

9.6 Front-stage impression management 

Compliance with staff at gender services 

Participants described a range of behaviours they used when presenting 

themselves front stage to services and this included compliance with clinical 

staff and leaving out parts of their history during the assessment process. 

Others relayed concerns about the consequences of being truthful during 

their assessments such as delays to gender affirming treatments or 
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discharge from the service to access other treatments, for example to 

address mental health or addiction concerns. Some participants stated that 

they ‘lied a bit’ and ‘omitted some things’ for fear of being denied services, 

suggesting that compliance with staff would ease their process towards 

interventions. Another participant attending services was concerned about 

‘being perfectly honest with them’. 

 

Clinical ‘dishonesty’ might include denial of psychiatric problems or 

concealing  fluctuations or doubts about their gender identity. Participants 

were aware of others who were lying to staff members about their histories. 

Goffman (1959) describes a process of dramaturgical loyalty, where 

everyone must act as if they have mutually or implicitly agreed to certain 

obligations. By not agreeing either to exaggerate distress or present in a 

certain way to services, other people were regarded as disloyal. One 

adolescent participant attending services observed how others had 

deceived staff members.  

‘I know a few people that have and they actually smug about it like 

really pull the wool over their eyes this time – it angers me a wee bit 

cos there's a lot of people that tell the truth and it’s not good enough.’ 

(James, male, autism) 

However, being truthful or loyal appeared to disadvantage some people. 

One participant described the confusion of having to navigate the 

assessment process. While trying to comply with staff members the 

participant noted that it ‘ felt like I was in a game that I didn’t know the rules 

of’.  
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Beliefs and Behaviours 

Staff have binary view of gender 

Several participants attending services described a bias towards non-binary 

individuals. This resulted in individuals who ’try and be more masculine 

because then it speeds up the process and makes it easier’. This was 

based on beliefs that ‘there is a rigid sort of binary enforced within the 

gender identity clinic’.   

This perceived bias towards non-binary individuals created dilemmas for 

those who identified as non-binary. Based on feedback from others, 

presenting as non-binary to staff at the specialist gender services heightens 

the risk of having access to gender affirming treatments denied or delayed. 

By presenting in a binary way, participants believed that access to 

treatments would be easier, but this meant that they had to perform a binary 

gender role, which contradicted their non-binary gender identity.  

 

Front-stage impression management 

Present ultra-binary  

Participants described an active process, in which they were trying to 

present in a way to show how close they are to an idealised version of their 

true gender.  This included front-stage efforts to present in ultra-feminine or 

ultra-masculine ways to convince staff members at specialist gender 

services of their genuine wish to transition. This suggests that participants 

believed that  staff would only believe an outwardly convincing gender 

presentation. Goffman (1959) describes the process as dramaturgical 

discipline, which is considered essential for the maintenance of the overall 
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performance. One participant waiting for services noted that this need to 

present in a specific way encouraged a specific type of gender 

performance.  

‘…people feel the need to hyper masculinise, or hyper feminise, or 

just really over state their gender perhaps going beyond the level 

they are comfortable with because they are afraid that they are going 

to be denied the services they need otherwise’, (Blue, non-binary) 

This suggests that non-binary participants want to present an idealised 

binary version of themselves, thus denying their non-binary identity. 

Presenting in ultra-binary ways is also an aspect of front-stage impression 

management for binary identified participants. For some participants this 

was part of their initial front-stage impression management. Other binary- 

identified participants attending services spoke of going ‘through the stage 

of being ultra-feminine’ by coming to ’ appointments with fake tan just 

because I felt I was coming to a gender clinic’. Over time, some participants 

changed their front-stage presentation to gender services from dressing in 

ultra-binary ways. For some attending services, the perceptions of others 

were less important, and chose not to present in ultra-binary ways. One 

participant who was less concerned about the performance of gender 

identity suggested:  

‘I know that I probably don't have really good male mannerisms, but 

really at this point I don't care and really because I know who I am, 

okay other people might not realise I'm male, but as long as I know 

who I am I'm okay.’ (Edward, male,  autism)  
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Beliefs and Behaviours 

Mental health must be perfect 

Transgender health care has been provided over many years under the 

umbrella of psychiatric services. With the recent ICD-11 reclassification of 

gender dysphoria to gender incongruence and a move away from 

psychiatric conditions to conditions of sexual health (Reed et al., 2016), the 

role of mental health professionals may change. A systematic review 

highlighted that people seeking gender-affirming care are more at risk of 

psychiatric disorders compared to the cisgender population, but these 

decrease following treatment. (Dhejne et al., 2016).   

However, little is known about the mental health needs of people with 

gender dysphoria who are not seeking gender-affirming treatments. 

Vulnerability to mental illness has justified mental health professionals as an 

integral part of transgender healthcare.  While participants in this study 

described co-existing mental health difficulties, it is impossible to state if 

these are related or unrelated to their gender dysphoria.  

Nevertheless, it was commonly understood that access to gender affirming 

interventions would be based on a careful mental health assessment. One 

participant attending services was keen to avoid being denied services due 

to mental health difficulties and reported that  ‘ it’s really bad, um, 

pretending that you’re okay’,  

 

The World Professional Association for Transgender Health (WPATH) 

guidance outlines the role of mental health professionals as: (1) facilitating 

the diagnosis of gender dysphoria, (2) assessing psychiatric co-morbidity 
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(Dhejne et al., 2016), (3) exploring readiness for gender affirming 

interventions (Coleman et al., 2012) and (4) supporting the trans person 

through the health pathway (Lev, 2009). Some participants noted that ‘A lot 

of people tend to hide trauma and mental illness and learning disorders and 

things like that because it is a barrier.’ 

 

While there are few instances, in which gender-affirming treatments may not 

be offered, stable mental health is important prior to accessing 

interventions. This does not mean that individuals are unable to access 

gender-affirming interventions alongside their mental health treatments. 

Participants in this study were aware of this and expressed concerns that, 

while mental health difficulties were addressed elsewhere, disclosing mental 

health difficulties could delay treatment and therefore to be concealed.   

One participant waiting for services was aware that presenting with autism 

might create additional challenges or even result in being denied treatment: 

‘.. you need to act as neuro-typical as possible when you're going for 

transition, there is...whether it is a myth, or not, there is a very 

strongly held belief that if you say you are, or believe you are, or are 

diagnosed as autistic, you will be denied treatment,…,  

             (Ze, non-binary, autism) 

 

However, such beliefs were not held by all; for example, one person was 

complementary about the mental health assessment carried out as part of 

the comprehensive assessment of gender dysphoria at the specialist 

gender service which meant that he ‘actually realised that I was probably 
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autistic and then I got a private diagnosis.  So, that really help me 

understand myself better...’. 

This experience suggests that having autism did not prevent access to 

gender affirming interventions but enabled a participant to pursue a 

diagnostic assessment while seeking treatment for gender dysphoria.  

 

Front-stage impression management 

Access mental health support elsewhere 

Mental health  assessment based on screening provoked more negative 

experiences.  Some noted that disclosure of mental health problems, 

resulted in a focus on psychiatric treatment rather than progression towards 

gender affirming interventions. This led some participants to access mental 

health support outside the service. As one participant stated that they  

sought “help outside of the clinic so that they would stop pushing back my 

transition which was feeding into my anxiety which was making me worse’.   

 

This highlights the complex navigation for participants between resolution to 

mental health problems and gender dysphoria.  For example, it was 

suggested that other people had been penalised for disclosing self-harm. 

‘Like they’d been kicked out of GIC just maybe if there was previous 

self-harm as far as I was aware.   Not sure if it was happening at the 

time but it was – like – a lot of things – they rather kind of had to keep 

that little bit in and deal with it as a secondary issue.’ Brenda, 

(transwoman).  
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9.7 Backstage-outcomes of impression management 

 

Frustration related to impression management 

Impression management was problematic for various people. Garfinkel 

(1976), critiquing Goffman (1959) argued that it is impossible to sustain a 

concealment of salient aspects of identity and participants in various ways 

displayed this. One participant attending services described the frustration 

of having to prove her transgender status, while engaging in impression 

management outside a level she might have chosen: 

‘I found the frustration coming here was having to prove myself to be 

transgender to get this referral and it’s like you’re not really being 

your authentic self because your dressing up more your looking more 

feminine, even to the point where you might have like gone long 

enough for in your everyday life but your just trying to prove here that 

you are because you want to get it so badly.   And I think it’s a real 

shame because you’re not being honest with yourself’ (Sarah, 

transwoman)  

 

Thus, impression management undermined a sense of authenticity related 

to  gender identity and some people reduced the level of impression 

management over time and reported increased comfort in dressing more 

appropriate to their identity.  
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Exhaustion related to impression management 

While many participants reported negative effects of impression 

management, those with autism traits reported associated mental and 

physical exhaustion. Attending appointments at the specialist gender 

services was particularly tiring for participants with autism:  

‘So, just going to () consumes my entire day and then also leaves me 

sort of exhausted the next day, so it takes a while to recover from 

this.’ (Carys, non-binary,  autism) 

This suggests that the appointment process was overwhelming for 

participants on the day itself, with the effects lasting several days. People 

felt very compromised and dishonest because of this.  

It's difficult to put forward a version; it's exhausting to put a neuro-

typical, healthy version of yourself all the time.  It feels dishonest, it 

makes you uncomfortable, it makes, to be honest...a lot of the time, 

when I'm having a pass, someone who doesn't have any problems, it 

makes me feel inadequate because I know to be accepted by people 

and having to lie about who I am. (Blue, non-binary, autism) 

 

Participants with autism who used camouflaging described extreme 

exhaustion and there is some evidence this undermines mental health 

(Bargiela et al., 2016; Cage et al., 2019). Hull et al (2017) reported 

camouflaging as physically and mentally exhausting, impacts similarly 

reported elsewhere. Bargiela et al. (2016) report negative impacts on 

identity while Cage et al. (2019) highlight greater symptoms of depression 

and reduced acceptance. Cassidy et al. (2018) found increased risks of 
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suicidality. For Davis (2008) the navigation of multiple identities can be 

described as intersectionality. In the GIFTS study many participants had 

multiple identities, such as identifying as trans (binary or non-binary), 

autistic, disabled or having various mental health diagnoses. Engaging in 

impression management related to multiple identities appeared to increase 

exhaustion and frustration for participants in this study. 

 

Coping without mental health support 

Successful impression management for some participants meant they could 

hide their mental health difficulties from staff. While this reassured staff and 

allowed them to access gender affirming interventions, they were left 

without access to mental health support - one noted:  

‘I was feeling really, really low, you know, in very, very bad, like the 

first time in years, like considering self-harm, like really self-

destructive behaviour, super depressed, struggling to sleep, just 

nightmares, flashbacks, the works. I really should have been able to 

say to my therapist, I’m having a bad time, can we talk about this? 

Was I going to do it? No. No way.’ (Edward, transman) 

Thus, people who were most convincing in their impression management 

performance were potentially at elevated risk of self-harm and suicidality. 

Additionally, after engaging successfully in impression management, some 

participants felt unable to subsequently modify this to access support for 

fear of gender affirming treatments being taken away.  
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Some who adjusted their impression management subsequently 

experienced a delay to gender affirming treatments. They reported benefits 

of physical transition but struggled with the delays in treatments imposed on 

them. One participant attending services noticed an overall improvement 

since transitioning but was annoyed that physical interventions were only 

offered when staff were unaware of his mental health struggles. He reported 

that staff should have taken his anxiety symptoms as an indication of ‘I need 

help rather than let`s put this [transition} on hold while we deal with this’ 

(Patsy male). 

 

Summary  

I examined differences between the community sample and the clinical 

sample in the concept of impression management. Using Goffman`s (1959) 

conceptualisation participants presented front stage with services staff 

forming the audience in this study. Impression management was motivated 

by beliefs they held of staff members in specialist gender services.  

 

Participants believed staff: (1) had binary views of gender identity 

expression; (2) expected perfect mental health; and (3) expected gender 

dysphoria and a consistent gender identity. To meet these believed 

expectations by staff members, participants: (1) presented in ultra-binary 

ways even if this was inconsistent with their identity; (2) denied any mental 

health difficulties and tried to access support elsewhere; and (3) were 

compliant with staff members while omitting parts of their histories. 

Participants were able to successfully access gender affirming treatments, 
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with some non-binary participants experienced delays.  

 

Reported delays by some participants confirmed widely held beliefs that 

presenting in binary ways ensures quicker access to interventions. 

Consequently, participants reported exhaustion and paradoxically, further 

dysphoria, not being their true selves. People with autism experienced 

mental and physical exhaustion as a result of impression management and 

camouflaging their autism traits. Denial of mental health difficulties in order 

to avoid delays in accessing treatments increased the risk of suicidality.  

 

Goffman`s projections of theatrical performances to describe social 

interactions have been criticised by other scholars (Giddens, 2009). 

Goffman (1959) acknowledged obvious shortcomings of the approach. The 

idea of the social world as a rehearsed play was difficult to put into today`s 

context and there were several issues in the application of Goffman`s ideas 

to participants in this study. Based on Goffman`s ideas, participants should 

be defining a strategy between themselves to present in a unified manner 

as part of team impression management or collective impression (Giddens, 

2009). It was clear from the interview data, that there were discrepancies 

between participants seeking gender-affirming treatments. Thus there were 

no agreed standards amongst participants in how to present to services. 

This created difficulties in relation to dramaturgical loyalty (Goffman, 1959) 

and many participants did not adhere to dramaturgical discipline (Goffman, 

1959) in their impression management. For instance, some participants 

changed their gender identity presentation from ultra-binary to a modified 
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style which suited their gender identity better. Other participants did not 

adhere to perceived norms of masculinity and femininity at all and trusted 

their own sense of self irrespective of their outward appearance to others. 

Participants with autism traits in this study appeared to be less concerned 

about how others perceived their outward gender identity expression, which 

might be due to a reduced ability to perceive how others view them or could 

be due to reduced concerns about adhering to specific norms of gender 

identity expression.   

 

The idea of impression management as an essential aspect of social 

interaction has been criticised by Gouldner (1970) who suggests that 

impression management is portraying a superficial world, in which 

appearances and not underlying essences or morality are promoted. 

Similarly, Jean-Jacques Rousseau (1712-1778) viewed appearance as a 

mask of insincerity and a barrier separating individuals from others 

(Gouldner, 1970). GID participants consciously and strategically use 

impression management in order to access desired interventions.  Goffman 

(1959) argued that cynical individuals may delude the audience for their 

own good or the good of the community, suggesting that participants may 

have duped staff members and may suggest that the lived experience of 

participants is little more than an act, invalidating the lived reality of 

participants in this study.  

 

However, it is important to note that Goffman`s (1959) view of interactions 

within the social world may neglect the issue of power (Giddens, 2009). In 
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this instance, participants are relatively powerless in their attempts to use 

impression management with staff members as gatekeepers to scare 

gender affirming treatments. Participants have little power in the process of 

accessing treatments. Moreover, clinical staff work to clinical guidelines 

which require evidence of gender related distress and a stable presentation, 

creating a bind for service users and clinicians.  

 

Clinicians offering access to finite resources of physical interventions 

require certainty that individuals have been appropriately assessed and can 

provide informed consent prior to physical treatments, which are often 

irreversible. Decisions about access are influenced by the presentation of 

the individual to services. Typical presentations of gender dysphoria, often 

extensively described in the literature, may provide reassurance to staff that 

the outcome of physical interventions will be positive for the individual. Co-

existing mental health difficulties may persist even after physical 

interventions. Individuals accessing specialist gender services are aware of 

the assessment process involved and feel obliged to present in a way that 

guarantees the desired treatment. Thus, impression management may 

appear superficial but undertaken in order to achieve true identity.  
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Chapter 10- authenticity and experience of specialist 
gender services 

 

10.1 Introduction 

In previous chapters I described the strategies used by people with gender 

dysphoria as they navigate access to treatment. This chapter will focus on 

the participants` experience of specialist gender services and healthcare 

professionals. I review how satisfaction with gender services has been 

measured in other studies and how patient factors, such as authenticity and 

impression management might influence the experience of services for 

participants.  

 

A recent document by Transgender NI (2019) suggests that the Northern 

Ireland Health & Social Care system may be failing to support trans and 

non-binary individuals in major ways through specialist gender services and 

mainstream services which are not trans- inclusive or culturally competent, 

a finding based on an online survey by Transgender NI. However, in 

contrast, yearly postal surveys conducted by the adult gender service in 

Northern Ireland (Belfast Trust website, 2019) were generally positive about 

service provision. More generally, there is a paucity of robust evidence on 

patient experience of specialist gender services in the UK. Past research is 

mainly focused on satisfaction with the outcome of gender affirming surgical 

interventions (Berry et al., 2012; Khoosal et al., 2011) rather than the 

experience of attending specialist gender services.  
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Patient satisfaction with specialist gender services has been measured in 

a few studies in the UK (Davies et al., 2013) and in the USA (Bockting et al., 

2004). Surveys conducted by a USA transgender healthcare provider 

between 1993 and 2002 showed high service satisfaction (Bockting et al., 

2004), while 95% of the 330 respondents in a UK based gender service 

would recommend the specialist gender service they attended to others 

(Davies et al., 2013). Both surveys highlighted some dissatisfaction, 

particularly related to waiting for the first appointment (Davies et al., 2013).  

 

Patient satisfaction surveys tend to report high levels of satisfaction 

(Bockting et al., 2003), possibly related to methodological aspects of using 

questionnaires (McLafferty, 2003) to obtain rather limited response 

questions. Other authors suggest that patient factors (Williams and 

Wilkinson, 1995) such as passivity or deference to clinicians (Davies et al., 

(2013) may be linked to high satisfaction levels.  

 

A systematic review (Batbataar et al, 2017) of factors determining patient 

satisfaction indicated healthcare provider and patient related determinants 

including socio-demographic factors (age, gender, education, social class, 

education), and general health status (Batbataar et al., 2017). Health care 

provider factors impacting on patient satisfaction included: (1) technical 

care, (2) interpersonal care, (3) the physical environment, (4) service 

access, (5) continuity of service and (6) the outcome of care provided 

(Batbataar et al., 2017). Competency was emphasised as an important 

aspect in a qualitative study of the experiences of transgender individuals 
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meeting healthcare professionals (Lindroth, 2016). Technical care was 

broadly defined as the competency, ability, experience, professional ethics 

and confidentiality provided by a service. Better technical care and 

competency of health professionals was positively associated with patient 

satisfaction. Interpersonal care relates to the care and attention provided to 

individuals attending a healthcare service.  Service access relates to the 

accessibility to the service and the availability of resources and staff.  

 

Participants  had varying levels of access to the services. Some participants 

had first accessed the service during a period of limited demand after a brief 

wait, while others waited for more than two years.  Lindroth (2016) 

highlights multiple factors associated with the experience of care, creating 

potential challenges in measuring satisfaction in a more personalised or 

granulated way. To ensure anonymity and to differentiate between 

participants of the same age and gender identity, all participant 

contributions have been completely pseudonymised.  

 

10.2 Thematic analysis 

The initial theme of interaction with health professionals had several sub 

themes: (1) accessing referrals, (2) waiting for Gender Identity Clinic (GIC), 

(3) help-seeking NHS, (4) help-seeking private, (5) experience of GIC and 

or Knowing Our Identity (KOI), (6) recommendations for care in specialist 

gender identity settings. I noted numerous examples of how participants 

experienced interactions with health care professionals to and within 

specialist gender services relating positive and negative aspects of care 
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within different levels and settings. Commonly they offered ideas for service 

improvement despite an awareness that any suggestions are unlikely to be 

of personal benefit. I noticed differences in relation to how participants 

described their experience – often based on age.  

Thus, older participants commonly reported concealing their identity from 

others, often for many years. Fear of rejection from family and society may 

have shaped their expectation of specialist gender services. Prior negative 

social experiences contrasted with the affirmation received in specialist 

gender services may have resulted in high service satisfaction, regardless 

of the quality of care provided. Participants provided numerous examples of 

having to educate health professionals during this process.  

 

Under experience of services theme, I also identified several subthemes. 

These were: (a) experience of waiting to access services (b) service 

pathways (c) identity and (d) authenticity. Hopes and fear related to service 

access was a prominent theme for those outside gender services. As 

several participants shared their experiences of the different pathways to 

specialist gender services, this was captured under the sub-theme of 

service pathways. I was aware, that the adult gender service had 

experienced a drastic increase in referral numbers in recent years, and 

consequently, increased waiting times for first appointments. In developing 

this theme, I further reflected on theme of identity for participants.  

Participants frequently talked about being their true or authentic selves, 

leading me to explore the concept of authenticity within the literature.  

Authenticity or the sense of being the true self is a concept that is personal 
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to the individual but also has a relational component, as authenticity may be 

verified or doubted by others. Garrison (2018) suggests that in relational 

encounters we present a gendered self, recognisable, by others;  a failure to 

be recognised equating to a loss of personhood. While recognition in a 

binary male or female gender role appeared to be manageable for 

participants, it was much more difficult for non-binary identified individuals to 

be recognised as neither male nor female. This often led to individuals 

being misgendered. 

 

Erving Goffman`s (1963) work formed the basis for research on authenticity, 

with later studies based on symbolic interactionism focusing on authenticity 

as emotional and self-reflective (Vannini and Franzese, 2008). Goffman`s 

(1959) description of the self refers not to the true self, but the truer self, 

which in this instance describes the self we would like to be. In thinking 

about authenticity in a service context, participants had to convince the 

clinical teams of their authenticity as true transgender or transsexual or non-

binary individuals. Specialist gender services as described by Rosqvist et al. 

(2014), are challenged to assess, conceptualise and validate phenomena, 

based primarily on personal narratives rather than diagnostic tests. Yeadon-

Lee (2009) concurs, suggesting that trans-status cannot be claimed, it must 

be authorised for an individual to access treatments.   

 

From a sociological perspective Talcott Parsons introduced the concept of 

the sick role (Varul, 2010), which was initially accepted as an accurate 

account of normative illness expectations in the middle of the 20th century 
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(Herzlich, 1973) but with the rise of chronic illnesses and pathologisation of 

everyday behaviours sick role concepts have found wider applications.  

Parsons (1964) described illness as a deviance or breakdown of the 

individual`s capacity to perform valued tasks. This inability to perform tasks 

disrupts the individual’s connections with family and the workplace. This 

disconnect or disloyalty due to illness is not a disregard of norms by the 

individual but relates to their inability to perform to expected norms due to 

illness (Parsons, 1964).  

This clearly differentiates the sick individual from others who chose not to 

follow social norms by for instance engaging in criminal behaviours (Varul, 

2010). The impact on society or the social system of those who are sick is 

great nonetheless even if this is not their intention and Parsons (1964) 

suggests that illness is perceived as an undesirable deviance requiring 

normative rejection.  The impact on society is largely based on the 

individual engaging in withdrawal behaviours, affecting the person`s role 

performances leading to loss of approvals and loss of esteem for the 

individual, resulting in threat to their social and material status (Parsons, 

1964). In applying the sick role concepts to transgender individuals, I am not 

suggesting that participants were sick, it is merely an application of 

concepts to understand the pathologisation of gender related distress. 

Parsons (1964) suggests that innocence of the sick person can only be 

upheld if they adhere to the second obligation of wanting to get well.  

 

Participants did not perceive themselves to be sick related to their trans 

status, however some found themselves in a sick role due to chronic 



271 
 

physical health complaints or enduring mental health difficulties. The 

pathologisation of their trans status essentially puts them in a position 

where their innocence as a sick person requesting treatments was 

assessed by services. The obligation to get well for those who are sick 

comes with a loss of autonomy (Gerhardt, 1989), related to having to 

adhere to treatments or prescriptions from health professionals. Getting well 

as a concept is difficult to apply as for many participants it was a case of 

getting better and feeling better in themselves but never fully well. 

Participants did not see themselves in a sick role and therefore were 

loathed to relinquish their autonomy to services. This created a tension 

between participants and clinicians. Parsons (1951) suggests that the sick 

are not allowed to pick and choose their treatments; shopping around' is not 

an option. Participants rejected this completely, they engaged in extensive 

research around their treatments, literally shopping around for private 

treatment options in some instances and clearly wanting to be able to pick 

and choose their treatment options.  

 

Individual differences that influence the experience of services are 

accounted for in the analysis, for instance individuals presented with gender 

related distress, as well as additional autism traits. Some participants had 

co-existing mental health difficulties, learning difficulties and physical health 

concerns and therefore, had multiple intersecting or competing identities, 

which influenced their experience of specialist gender services.  
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Diagram 3: Authenticity experience of service- binary identity 
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Diagram 4: Authenticity experience of service- non-binary identity 
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10.3 Medicalisation of trans experience 

Participants who chose to access specialist gender services engaged with 

organisations or systems providing services based on a model of 

medicalisation, in which human issues according to Conrad (1992) come 

under the control of medical authority and thus become something to be 

diagnosed, treated and potentially cured.  

 

Prerequisites for medicalisation are the use of medicalised language, 

medicalised frameworks and medical interventions (Conrad, 2007). While 

gender related distress as described in an earlier chapter has been 

reclassified outside the mental health conditions, it nonetheless retains its 

status as a condition related to sexual health. While medicalisation has 

many negative connotations, such as being a form of social control (Zola, 

1972), on the positive side medicalisation offers an opportunity to lend 

credibility to an illness experience with less social acceptability (Johnson, 

2019).  

 

Participants questioned the need to medicalise trans issues into diagnostic 

categories. Sue, (female, 27, autism) questioned how anybody could 

assess gender dysphoria. 

‘I feel that you can’t really diagnose this. Like it’s based on your 

sense of self,.., Like everybody’s approach to their gender is a bit 

different so it seems kind of weird to have someone assess whether 

or not you are aware of yourself because I don’t know how another 

human being would know that any better than I could.’   
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The assessment process felt like having to prove their transness on multiple 

occasions. Sarah, (transwoman) described it ‘like your trying to jump 

through hoops just to get people to value that your transgender which I think 

is wrong’. Importantly, issues arose in relation to having to prove distress or 

dysphoria related to their bodies as this formed the basis of the DSM 

criteria. This emphasis on distress related to the physical body was difficult 

for some participants who reported their dysphoria to be more than physical. 

One participants, Peter ( non-binary) suggested, that ‘everyone experiences 

their dysphoria differently because it can be just social it can be physical, 

and it could be mental dysphoria.’   

As services are primarily focused on assessing the presence of body 

related dysphoria other types of dysphoria could be overlooked or even 

seen as less indicative of distress and therefore not meeting criteria for a 

medical condition. Other participants observed the medicalisation of distress 

within the trans community. Patsy, (male) reported: ‘that’s what they call 

them when it`s the gatekeeping of the community they call them trans-

trenders’.  This differentiation between ‘trans-trenders’ and those whose 

distress can be medicalised suggests that gaining a medical diagnosis 

potentially elevates the individual experience as genuine, whereas no 

diagnosis indicates less authenticity or less ‘deserving of services’.  

 

10.4 Expert systems 

Giddens (1991) highlights the impact of modern organisations, such as 

health services, which extract social relations from a local context and apply 

them to indefinite tracts of time and space. This concept applies to the 



275 
 

assessment of participants at specialist gender services as expert systems 

(Giddens, 1991) bracketing time and space through technical knowledge, 

independently valid of the practitioners and individuals who use them. In 

respect to specialist gender services, diagnostic criteria through the various 

ICD and DSM versions alongside international guidance through the 

WPATH organisation provide technical knowledge in relation to the 

assessment of gender incongruence. Trust in organisations or services is 

important for the continuation of expert systems, undermined by users 

questioning their expertise. Participants mistrust of specialist gender 

services was linked to the perception of services and clinicians acting as 

gatekeepers to gender affirming interventions. However, this was also 

provoked by clinical mistrust of the patients’ authenticity. As Derek (non-

binary, autism) describes:   

‘the idea of having a doctor that actually you could explain things to 

and they would believe you rather than gate keeper you or try to 

judge you or infantilise you – just someone that would actually listen 

and be like - yeah you seem to know what you’re talking about. And I 

think that should just be the norm.   It`s unfortunate but it`s not.  But 

that’s what I kind of looked for was a service that would just believe 

me.   Rather than you know questioning me at every step’. 

 

However, while clinicians are indicted as needless gatekeepers, Richards et 

al (2014) suggests that they occupy uncomfortable positions, rarely relishing 

the exercise of power or role of gatekeeper while being aware of their 

responsibility to ensure individuals are making truly informed decisions.   



276 
 

Participants were generally unclear why clinicians asked certain questions 

during the assessment process having been provided with minimal 

information beforehand. People with autism, particularly, would have 

preferred a clear outline of the assessment and treatment process .  

 

Most people found specific questions asked during the assessment process 

very challenging, especially those pertaining to sexuality and sex life. This 

created an anxiety that clinicians would doubt their authenticity if they did 

not state a disliking of their genitals. They believed that this would convey 

that they were not truly distressed and therefore not ‘trans- enough’ to 

access gender affirming interventions.  

 

People who manage to strategically engage medical authority (Johnson, 

2019) through accessing specialist gender services and the medical model 

acted as a litmus test (Drescher et al, 2010) in determining treatment 

access. While criteria for the assessment of gender related distress do not 

include requirements for heteronormative gender presentations (Johnson, 

2019) in other studies clinicians responsible for assessments of trans 

individuals favoured experiences of gender closely aligned to binary 

heteronormative standards (Dewey and Gesbeck, 2017). I was, therefore, 

interested in how gender experience would be understood by specialist 

gender services and if alignment to binary heteronormative standards eased 

access to gender affirming interventions.  
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10.5 Time, space and place- specialist gender services 

In comparison to pre-modern cultures, time and space are no longer 

connected through the situatedness of place in modern times (Giddens, 

1991). Time is essentially measured by universally agreed methods across 

the world, which is further divided into time zones. For participants, time 

was in itself an important factor related to specialist gender services. As 

discussed in previous chapters, the temporal nature of waiting suspended 

some participants in time, making it difficult to get on with their lives while 

waiting. The place, in which participants engaged with services differed. 

While KOI, the young person`s gender service provided outreach clinics 

across Northern Ireland, all adults were expected to travel to the 

Knockbracken site situated on the outskirts of Belfast.  

 

Some participants attending the clinic had to travel most of the day and 

some required an overnight stay. Regular appointments consumed 

considerable time and costs, often carefully negotiated with employers. 

Public transport was a major obstacle and source of distress. For example, 

Stephanie (transwoman) reported how ‘waiting just the whole days just 

waiting, for an hour’s appointment’ was ‘very frustrating.’ Negotiating the 

space related to finding the location of the adult gender service on the 

Knockbracken site was an additional difficulty. Harry (male,  Autism) ‘kept 

getting lost finding the place’ and felt that the service needed ‘to get an 

individual map’.  While the need for a detailed map or more visual outlines 

of the service base might have been directly related to the autistic part of 

Harry`s identity other participants also struggled to negotiate their way to 
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the adult service. Those who could afford it, used taxis which were less 

stressful and faster.  

 

10.6 Authenticity- non-binary identity 

A non-binary identity influenced the experience of service whereby 

participants reported varying levels of competence in non-binary 

presentations among staff  in both gender services. Thus, services were 

sometimes regarded as biased towards binary identities. For example Sue 

(female, autism) noted ‘ a rigid sort of binary enforced within the gender 

identity clinic like non-binary people have a lot of trouble getting hormones 

or anything.’ Such comments came from an observer position, others such 

as Tey (non-binary, autism) encountered staff attitudes that suggested 

bewilderment – one clinician said:  ‘I don’t really understand what you want 

from us like what can we do for you like, I don’t really understand that your 

non-binary – I don’t really get it’. This encounter left them feeling ‘like 

nothing I had said had gone through and that it didn’t really matter because 

their clinic was for binary people.’  However, staff competence within the 

service varied and a subsequent ‘validating’ experience changed their 

overall experience.  

 

Goffman`s (1959) work on authenticity and inauthenticity suggests that it 

has self and other-referential dimensions. The sense of self as a non-binary 

person based on self-reflective processes was not affirmed as authentic 

during the first encounter with a staff member who questioned the validity of 

an identity outside the binary views of gender. Garrison (2018) highlights, 
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that gender variant individuals cannot anticipate how they are going to be 

read by other, with many individuals engaging in ways to tailor their 

presentation to reflect how they want to be seen by others. While this 

impression management discussed in a previous chapter can be very 

effective for those who identity as binary, there is no specific way to act or 

be non-binary which is widely recognised in society.  

 

10.7 Authenticity: binary identity 

For many binary identified participants, the experience of gender affirming 

care provided was very positive. Older participants often valued the 

interactions with staff at the adult gender service. For some people this was 

the first time, they experienced acceptance and affirmation. Bethany, 

(transwoman) received support from others after keeping her identity a 

secret for many years. 

‘that’s been a revelation to me as well you know that there are people 

there who want to help experiencing these things.   And aren’t 

judgemental it might sound  a rather obvious thing to say but it gets 

to a point of total isolation which is not healthy in any context.   So 

that has been that has been a great help.’  

 

Other participants like Carl, (transman, autism) described a similar 

experience of relief to ‘hear back someone else’s opinion very different from 

the ones I’d been hearing all along’, which confirmed his gender identity. 

Hearing that he met diagnostic criteria for a medical condition, provided 

affirmation and credibility for his difficulties,  previously dismissed as part of 
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his autism profile. Johnson (2019) suggests that sanctioning by medical 

science has the potential to provide legitimacy as well as access to gender 

affirming treatment.  

 

The adult service provided older patients with a space for the first time in 

which to disclose a secret they had kept for many years. For Susan, 

(female) having ‘someone to talk to’ was important as she ‘never really had 

anybody to talk’. Similarly to Susan, Bellinda (transwoman) described that 

receiving care at the adult service was ‘like a weight lifted’, which ‘helped 

me evolve, going forward’.  

 

Younger adult participants also reported positive experiences of care 

provided by the adult gender service. Arthur, (male) reported that the 

service ‘got me to a place where I am still transitioning but I’m becoming 

happier and better in myself and all that’. This evolutionary process was 

reflexive for many participants and frequently included an autobiographical 

element through the construction of a life story. This formed part of the 

therapeutic process offered to participants attending the adult gender 

service. For those who engaged in the process it allowed what Giddens 

(1991) describes as positive engagement with time through confronting past 

negative events and managing past and future implications. This process 

was often painful, but many participants remarked on gaining a better sense 

of themselves.  

While this reflexive process was a solitary activity for adults, adolescent 

participants engaged in similarly reflexive processes with their families. The 
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provision of therapeutic space in the adolescent gender service allowed 

families and their young people to reflect on their past and have potentially 

difficult conversations about the future. James (male, autism) said that 

talking to staff at the young person`s gender service his parents helped his 

‘my mums [to be]like pretty content as long as I think about it.   A lot! 

[Laughs]’  

 

Other participants spoke about their intersecting identities and the 

importance of healthcare professionals seeing more than their transness. 

Iris, (transwoman, autism) spoke about her gender dysphoria and how 

having autism defines her identity more than being trans.   

‘my identity would be I have autism more than I had gender 

dysphoria, more than I am seeking tradition because my autism 

affects how I think in everything and not just in how I express my 

gender or how I pick what I want to look like.  So it’s far more… it 

covers my entire sort of personality rather than one part of it.  … but I 

have no issue with people knowing I have autism.  The only thing I 

have an issue with is if that is all I am to someone.’ 

 

These examples shows what can happen during interactions if 

intersectional identities are not considered and assumptions are made 

about what the individual may require to be able to be their true self. For 

some adolescent participants, staff appeared competent to the point of 

gatekeeping the service for individuals with severe distress only. This 

resulted in individuals being denied access to gender affirming interventions 
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if staff members doubted the severity of their distress, leaving individuals 

feeling ‘fake’. Participants experienced staff members who were competent 

in their delivery of care but were potentially influenced by organisational 

pressures to manage demands. These pressures may have been a service 

factor which influenced staff to privilege those with the greatest distress as a 

measure of greatest need or authenticity, while others in turn felt inauthentic 

and less entitled to services to manage their distress.  

 

10.8 Body modifications 

Giddens (1991) suggests that for the self, ontological (body) safety is tied to 

regular appraisal by others. Goffman (1959) suggests that normal 

appearances are closely monitored bodily mannerisms through which 

individuals ensure a protective cocoon of normalcy. For participants, so 

called normal appearances frequently required significant planning in 

relation dress and choice of hair styles, a type of regime which is socially 

and culturally organised thus creating more than simple body protection 

(Giddens, 1991).  

Wearing padded bras for individuals who identified as female and binders 

for male identified and non-binary participants provided connections to their 

self-identity. While these regimes were enough for some participants, others 

were keen to access more permanent body modifications. Davy (2011) 

describes bodily aesthetics as an intrinsically part of gendered embodiment. 

For many participants static bodily integrity was replaced described by what 

Fox and Thomson (2017) describe as plasticity and mutability of bodies; 

incorporating who the individual is and who the individual may become. This 
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suggests a reflexive process of identity development evidenced in a parallel 

process through body modification.   

 

Access to body modification technologies, such as gender affirming 

interventions provided by the adult gender service was associated with 

delays and waiting times. In this context, having a non-binary identity 

impacted on the length of assessment process at the clinic and resulted in 

subsequent delays in referral for gender affirming treatments. Some delays 

may have been based on requests which might have been perceived as 

less common or less authentic. Red (non-binary), requested top surgery 

without taking cross-sex hormones, which was a more unusual request staff 

members were reluctant to support. Red reported: 

 ‘I just wanted top surgery – I don’t think they like to sending people 

for top surgery without having been on testosterone.   Even though 

there's no studies to say the only reason that someone shouldn’t 

have top surgery or testosterone it’s about to have a set order’.  

 

Other people sought changes in relation to the type of gender affirming 

interventions they were able to access, largely based on organisational 

funding agreements, with access to gender affirming surgical interventions 

on a case by case basis through extra contractual arrangements with 

surgical centres in England. Facial feminisations were accessible through 

this process until relatively recently. Stephanie (transwoman) stated that 

facial feminisation was an important aspect of her treatment and she was 

‘shocked and disappointed’ to hear that this treatment was no longer 
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accessible. This was further compounded as Stephanie ‘didn’t hear an 

explanation’ and she felt , ‘sort of knocked back that was stopped’ as for her 

‘ that was a big part’ of being herself.   

 

Uncertainty related to gender affirming interventions was worrying for many 

participants, even after their need to access gender affirming interventions 

had been sanctioned through a medical diagnosis. This was directly related 

to the lack of commissioning arrangements for gender affirming hormonal or 

surgical treatments for adults in Northern Ireland. Referrals for locally 

available services, such as endocrinology, speech therapy or laser hair 

removal were dealt with as part of general NHS waiting lists, while surgical 

referrals required extensive paperwork for clinicians to gain approval for 

costs and travel arrangements from departmental funders. Only approved 

surgical centres could be accessed under these arrangements.  

Many participants requesting surgical procedures had completed extensive 

research into the procedures they were keen to access and often had 

preferences for surgical centres based on their results.  For example, (Red, 

non-binary) carefully considered and researched surgical centres with 

known top surgery expertise, including assessing all available surgical 

results online. Unfortunately it  ‘took so long for them to refer me for top 

surgery that the surgeon that I wanted to go to; they will no longer send 

people to him’. Red was left feeling ‘distraught’ as ‘the new surgeon taking 

over has very little experience, whereas the previous guy was like he was 

the known person and there was countless documentations of his work.’  
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This trust in expert systems was undermined as the option to have access 

to this expertise was taken away. The lack of information and transparency 

about service access and continuity was very distressing for participants; 

poor communication was a common theme.  This did not appear to be 

deliberate, rather it was part of a systemic process in which staff members 

were also unaware of where and when individuals would be able to access 

surgical interventions.  

 

Unfortunately, this uncertainty had multiple impacts on participants and 

Arthur (male) felt like his life was put on hold while he was waiting to hear 

about his surgery. He worried about the impact on his studies, work and 

other commitments, while wondering ‘am I still on the list have I been 

forgotten about? Is the surgeon still here?  Where am I going to go?’  

Uncertainty had a similar impact on Edward  (transman) who was told that 

his surgery had ‘been put on indefinite hiatus’, which left him feeling 

‘unrecognisable for two or three days, I was not myself. ‘ 

 

The experience of attending the young person`s service was of little benefit 

to some people as they waited for the adult gender service. Ray,(transman), 

felt that KOI did not offer benefits to older adolescents, as it ‘seems to more 

for younger people who are unsure’, whereas for older people like me who 

already know who are already confident enough and who are comfortable in 

knowing who they are, what is that for us?’  
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This suggests that older adolescents who were keen to start on gender 

affirming interventions felt that their needs were not met. This may have 

been due offers of hormone blockers only, which adolescents who have 

completed puberty may have considered of little benefit.  

Those who were able to access gender affirming hormonal or surgical 

procedures, found the experience positive. Susan, ( female), stated that she 

‘was getting stuff done, things were happening and stuff like you know that 

was me then I was happy’, describing her overall service experience as, 

‘fantastic’. 

 

Only a few binary identified participants had completed their gender 

affirming treatments and had the benefit of being able to reflect on the 

whole process. While Serena, (female) reported that she had ‘ come a very 

long way’ she also acknowledged that she would never ‘fully satisfied.’ For 

Serena feeling fully satisfied would indicate being ‘stagnant’, which was her 

‘biggest worry.’ Serena, said that she ‘can complete this transition and [be] 

happy with that and [knowing] that one day that will be as far as [she] can 

get and [she] will be happy with that but not necessarily fully satisfied.’  This 

suggests that being authentic is more than gender affirming hormonal or 

surgical interventions offered by services. Even if individuals can access all 

available treatments, they may never be entirely content with the outcome.  

 

Thus, the reflexive process of creating a congruent self-identity continues. 

As gender affirming hormonal interventions are a life-long process, 

individuals are reminded of their transness for the rest of their lives.  
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The experience of both specialist gender services differed in this study 

based on factors outside participants` trans identity, often multi-factorial and 

intersecting. In this study, organisational constraints and changes to service 

availability were a major factor, creating differences between those who 

accessed the service before and after waiting lists increased.   

Individuals referred prior to staffing issues in the adult service were seen 

relatively quickly, but even short delays were a concern for older individuals.  

 

Non-binary identity was linked to access, gender affirming care and the 

continuity and outcome of care. Problematic too were perceptions of the 

service as ‘binary’, the lack of information about non-binary pathways and 

staff reluctance to support less traditional requests for surgical procedure 

without prior hormonal treatments.  

Autism defined the identity of some participants more than their gender 

identity. Autistic participants struggled more with the physical aspect of the 

environment and travel to the service. The lack of visual information related 

to space and place; evident through the absence of detailed maps was also 

an issue. Having socio-economic means made the experience of travelling 

to the service much easier than having to rely on public transport. This ease 

of travel was also associated with a spending significantly less time on 

appointments at the service.  
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Chapter 11- discussion 
 

11.1 Introduction 

GIFTS was designed to examine sociodemographic and other 

characteristics associated with either current attendance at specialist 

gender services in Northern Ireland between August 2017 and July 2019 or 

the experience of those who had previously attended services. The study 

also ascertained the prevalence of autism traits and mental health 

difficulties (anxiety, depression, suicidality, borderline personality traits, 

experience of childhood and recent trauma).   

Possible differences in service pathways, experiences and outcomes 

between people with autism traits and people without autism traits were 

explored, focussing on how individuals with and without autism traits 

present themselves to services and how they experience services. 

Additionally, I explored how individuals with and without autism traits 

become aware of their gender incongruence.  

 

The GIFTS study was set up in response to a gap in knowledge and 

understanding of the needs of individuals with autism traits presenting to 

specialist gender services. It is a unique study which recruited individuals 

from both regional gender services in Northern Ireland. While in other parts 

of the U.K. individuals have the option to attend multiple services, in 

Northern Ireland there are only two services distinguished based on age. 

This allowed me to recruit from a whole population of treatment seeking 

individuals. My role as a clinician in this specialist area and longstanding 
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working relationships with colleagues in specialist gender services was a 

distinct advantage in the recruitment of participants. Most research is based 

on understanding the needs of those seeking treatments with little known 

about those outside services. The involvement of experts by experience and 

the support of local trans organisations enabled me to recruit this very 

difficult to reach population. The involvement of experts by experience in 

this study provided insight knowledge into the lived experience while also 

ensuring that the study was culturally sensitive answering research 

questions which were important to the trans community.  

 

Partnerships with experts and trans organisations throughout the study 

have also established networks for future research studies, with many 

participants keen to contribute to the future planning of research. Using both 

quantitative and qualitative methods this is the first study to assess the 

prevalence of autism traits, mental health problems and pathways into care 

for people attending specialist gender services in Northern Ireland.  

Additionally, I explored the concerns, behaviours and experiences of people 

with gender dysphoria as they approached and moved through services.    

 

The study revealed a high prevalence of autistic traits among the gender 

dysphoric population (even when using a very stringent measure). 

Secondly, mental health problems, suicidality and experience of multiple 

traumatic events are common among these service users. Transmen in 

particular were at highest risk of suicidality, while non-binary individuals 

were at higher risk of anxiety and depression and those who identified as 
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female had the highest number of recent traumatic experiences.  Thirdly, 

while there were no differences related to suicidality and recent trauma, 

individuals with autism traits had higher levels of anxiety and depression 

and were more likely to have experienced childhood traumatic events. 

Fourthly, there were clear differences in assigned-at-birth ratios between 

services, suggesting changes in who is accessing treatments. Fifth, there 

was no difference between participants with autism traits and others in 

relation to demographic factors, waiting times for services and treatments 

received.  

We note that from 2017 no new patients were seen in the adult gender 

service. Sixth, interviews highlighted that the authenticity of individuals was 

questioned by services, resulting in limited trust in expert systems. Having a 

non-binary identity or multiple identities made the process of developing an 

authentic identity much more difficult. Seventh, individuals attending 

services engaged in impression management strategies to convince staff in 

order to access treatments. This included hiding their mental health 

difficulties to access services which left their mental health needs unmet. 

Individuals with autism traits engaged in camouflaging strategies to hide 

their autism traits which left them exhausted and struggling to function. 

Eight, the experience of gender services was dependent on the perceived 

authenticity of participants and was more negative for non-binary 

individuals.  

Service experience was highly dependent on timing of referral with those 

referred more recently having to wait longer for services. Overall individuals 

struggled to engage with expert systems as they frequently believed they 
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had greater expertise themselves. I will now discuss these findings in 

greater detail. 

 

11.2 Autism trait prevalence 

Autism traits in GIFTS were measured using: (1) the Autism Quotient-AQ 

(Baron-Cohen et al., 2001); (2) Cambridge Behaviour Scale (Empathy 

Quotient-EQ) (Baron-Cohen and Wheelwright, 2004); and (3) RAADS-14 

(Eriksson et al., 2013). Using these in combination I derived a robust 

measure – highlighting an autism trait prevalence of 17.2%, suggesting that 

a substantial proportion of treatment seeking individuals have social and 

communication difficulties, presenting additional challenges for clinical 

services during the therapeutic  engagement process.   

These levels could be influenced by other factors. During the recruitment 

phase, the adult gender service experienced a staffing crisis which 

impacted on new patients being offered appointments, resulting in lower 

than planned numbers of participants taking part in the study. The 

participant information sheets provided clearly outline that the study was 

measuring autism traits and this could have impacted on the willingness of 

individuals, because of their own autism trait status, to take part in the study 

(such persons, with a diagnosis and associated social communication 

difficulties, might have been  more reluctant to engage in an unfamiliar 

process). The study therefore could be biased towards more socially able 

individuals. Alternatively, information about autism screening could have 

encouraged some, who were aware of their own social and communication 
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difficulties, to take part in the study simply because it would allow access 

autism screening.  

All autism measures were based on self-report screening tools, with some 

individuals who had received a clinical autism diagnosis not scoring within 

the predictive range on the screening tools. This discrepancy could be 

related to the validity of the screening tool itself or could be based on the 

individual`s limited insight into their social and communication difficulties, 

which were evident to other people.  

 

As far as I can determine, no other studies have used a combination of 

screening tools to assess autism traits in this population, making a direct 

comparison with other studies impossible. However comparison with other 

studies using single measures was possible. Based on the AQ only I found 

a much higher autism trait prevalence (19.5%) than other studies in Belgium 

and the UK which reported autism trait prevalence rates of 4.84% (Pasterski 

et al.) and 5.50% respectively (Heylens et al., 2018).  Clinical chart data in 

the study by Heylens et al. (2018) highlighted that 6.0% of individuals 

attending the service over a period of five years had a clinical autism 

diagnosis.  

 

The differences in autism trait prevalence may be explained by variations in 

access criteria for specialist gender services, which in Northern Ireland 

accepts referrals from local mental health teams. The service pathway for 

the Young Person`s Service is currently through referral by Child & 

Adolescent Mental Health Services only. It is likely therefore that referral 
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pathways are more inclusive of individuals with co-existing needs, with 

individuals facilitated to attend specialist gender services by other mental 

health professionals. This could account for a higher autism trait prevalence 

in this study compared to the studies by Pasterski et al., (2014) and Heylens 

et al., 2018).  

 

Nobili et al. (2018) in a study in Great Britain using a shorter version of the 

AQ, reported a 36.3 % autism trait prevalence in treatment seeking adults 

attending a specialist gender service, with a similar autism prevalence of 

36.3% in matched community controls.  There are differences between this 

study and the Nobili et al. study in relation to the instruments used to 

measure autism traits. While in GIFTS the AQ-50 (Baron- Cohen et al., 

2001) was used, Nobili et al. (2018) used the shorter AQ-20, making it 

difficult to compare autism trait prevalence. As autism screening tools rather 

than diagnostic tools create false positives it is possible that the AQ-20 is 

prone to higher numbers of false positives in both the transgender and 

cisgender sample. In this study there are no matched controls and it is 

therefore impossible to know the autism trait prevalence of the cisgender 

population in Northern Ireland until further research has been conducted.  

 

11.3 Autism traits and sex ratios 

In this study I report a higher proportion of AFAB individuals had autism 

traits, but the difference between AMAB and AFAB individuals was not 

statistically significant. Several hypotheses have been put forward by other 

authors to make sense of the relationship between autism and gender 
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dysphoria. One of these concerns the male-brain theory (Knickmeyer et al., 

2008), which is consistent with recent findings by Cooper et al. (2018) who 

report that AFAB autistic individuals had less social affiliation with their 

gender peer group than AMAB autistic individuals and AFAB individuals 

without an autism diagnosis. The findings of GIFTS are in keeping with 

other studies (Van der Miesen et al., 2016) which found no statistically 

significant difference in autism traits based on birth assigned sex.  

 

Comparing adolescent and adult populations in this study highlighted a 

difference in assigned at birth sex ratios between services, with a higher 

proportion of AMAB individuals in the adult service. This could be related to 

changing trends in sex ratios of individuals accessing gender affirming 

services described elsewhere or a balancing out of fluctuations in sex ratios. 

Wood et al (2013) described a historically higher ratio of AMAB adolescent 

individuals compared to AFAB adolescent individuals. However, Aitken et 

al. (2015) reported a change to higher ratios of AFAB adolescent individuals 

seeking gender affirming treatments starting in the mid 2000`s. This could 

be related to increased visibility of transmen or medical advances with 

improved genital surgery options.  

 

This difference between the adolescent and adult gender service could also 

be related to the timing of the establishment of both services. While the 

adult gender service was established over thirty years ago, the adolescent 

service was established only in August 2014. It is therefore impossible to 

know if adolescent sex ratios prior to 2014 would have reflected referral 
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trends described in other centres or not.  Studies of adults seeking gender 

affirming interventions indicate a higher prevalence of AMAB individuals 

(Zucker and Lawrence, 2009; Arcelus et al., 2015), which has also been the 

case in this study. Kaltiala-Heino et al., (2015) reported an 

overrepresentation of adolescent AFAB individuals attending Finnish Youth 

Gender Identity services, suggesting that cultural trends or more permissive 

societal attitudes may explain an increase in referrals overall but the 

overrepresentation of AFAB individuals remains an open question. Little is 

known to date about the impact of societal and cultural factors on the 

assigned sex ratio of individuals seeking gender affirming interventions.  

 

11.4 Autism traits and service attendance 

Participants with autism traits highlighted a number of challenges which 

impacted on their attendance at both specialist gender services. There was 

no statistically significant difference in relation to demographic or treatment 

factors, suggesting that autism traits did not impact on the desire or ability to 

access gender affirming interventions.  While these challenges were not 

reflected in the participants ability to access treatments, they nonetheless 

created difficulties, which became apparent during conversations with 

participants during the completion of the surveys and while conducting 

individual interviews.  

Participants had a range of communications skills, with many verbally 

articulate individuals who would nonetheless have preferred alternative 

ways of communicating with services. Many participants struggled to 

communicate verbally and would have preferred to communicate with the 
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services through their preferred ways of e-mail or text.  While this was 

facilitated as much as possible by services, there were limited options for 

individuals during the opting in processes into the adult gender service. 

Participants with autism traits managed the assessment process for gender 

affirming treatments, but this process was made more difficult by their social 

communication difficulties. For many individuals with autism traits, the lack 

of structure around the assessment process created confusion.  

Participants reported that an outline of the assessment process, including 

topics which would be covered and explored would enable them to prepare 

better for appointments, providing clarity of what services expected of them. 

For many participants other features of their autism trait presentation, such 

as hypo or hyper-reactivity to sensory input (DSM-5, American Psychiatric 

Association, 2010) made attending appointments challenging. For some 

oversensitivity to noise or smells created challenges in attending 

appointments, with many individuals not wanting to tell services.  

 

Barber (2017) suggests that minimising exposure to overpowering smells 

and scheduling appointments during quieter periods of the day can be 

helpful for individuals with autism traits. Many participants with autism traits 

described additional anxiety related to finding the service office, which could 

be easily addressed through provision of detailed maps. Navigating service 

environments was also difficult for some participants, who struggled to find 

areas of the building, like waiting rooms or the way out due to lack of visual 

signposts. For some participants changes to the routine of their 

appointments, such as specific days or times were difficult to manage, and 
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this was accommodated as much as possible by both specialist gender 

services. While many participants with autism traits were very articulate, for 

some participants delay or lack of development in spoken language made it 

very difficult to engage in appointments. The use of alternative augmented 

forms of communication, such as writing, signing, objects of reference, 

pictures of photos (Department of Work and Pensions, 2014) can be very 

useful. This was often tried by clinicians, but there was a clear absence of 

alternative formats of communication which were routinely available as part 

of the assessment process.  

 

11.5 Autism traits and autism diagnosis  

Chart data highlighted moderate agreement between clinical chart diagnosis 

of autism and autism trait case-ness based on the combined screening 

score for adolescents and minimal agreement for adults. This discrepancy 

could be related to a number of factors. For instance, some individuals with 

autism traits would not meet diagnostic criteria for autism. Lack of available 

diagnostic information in the clinical charts for the majority of adults may 

have been due to the absence of a clinical diagnosis or the absence of 

recording of a clinical diagnosis.  

 

Most research and clinical attention are focused on recognition and 

intervention for autism in early childhood (Lai, 2014), while individuals with 

more subtle difficulties tend to be recognised later (Mandell et al., 2005). 

Clinicians in adult mental health and adult gender services might have 

struggled to recognise these subtle difficulties. There are also additional 
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challenges in relation to making a first-time adult diagnosis of autism related 

to obtaining reliable developmental information (Lai and Baron-Cohen, 

2015), the impact of camouflaging strategies (Lai et al., 2011) and high 

rates of co-occurring medical and psychiatric disorders (Croen et al., 2015). 

In this study, a number of adults were attending community mental health 

and crisis teams, while all adolescents were regularly reviewed in CAMHS. 

With adults frequently presenting to adult mental health services to access 

support for co-occurring psychiatric difficulties, difficulties related to autism 

could be overshadowed by other concerns (Lai and Baron-Cohen, 2015) 

and an opportunity to access a diagnostic assessment could be missed.  

 

11.6 Mental health needs 

Mental health screening tools in this study highlighted increased 

vulnerability for all participants for suicidality, anxiety and having 

experienced childhood trauma. This suggests that a large number of 

participants were in need or receipt of additional mental health support or 

counselling services. This was evident in the detailed review of clinical 

charts, which outlined lengthy involvements with community mental health 

teams for many participants. These findings are important in the context of 

the new ICD-11 (WHO, 2019) re- classification of gender incongruence to 

conditions of sexual health. If future services are being devised outside 

mental health structures, there is a risk that established co-working 

relationships with AMHS and CAMHS could be lost to the detriment of those 

requiring mental health support.  
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Mental health measures were self-report measures, which in some 

instances measured how an individual was feeling over the past week. 

Treatment status was not controlled for in this study and individuals with 

clinical depression who were managed with antidepressants or 

psychological interventions could have indicated that they were not feeling 

anxious or depressed over the past week.  

 

The relationship between mental health needs and gender dysphoria is 

complex. Interview data suggests that participants frequently experienced 

poor mental health as a result of their dysphoria and inability to live an 

authentic life. Many participants described experiences of minority stress, 

which other scholars (Olson et al., 2016; Testa et al., 2017; Durwood et al., 

2017) have suggested can in itself result in anxiety, depression and 

suicidality.  

Minority stress theory (Meyer, 2003; Meyer, 2015), suggests that individuals 

who belong to oppressed groups, such as sexual or gender minority groups 

experience additional stress due to their minority status, leading to 

maintenance of or worsen of mental health difficulties  (Meyer, 2003; Meyer, 

2015). Individuals can identify as belonging to multiple minority groups, 

thereby possibly increasing the stress surrounding their various minority 

statuses.  

 

In GIFTS over half of participants were at high risk of suicidality as 

measured by the SBQ-R (Osman et al., 2001). As part of the SBQ-R many 

participants reported non-suicidal injury over the previous twelve months 
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and also over the course of their lifetime. Further exploration based on 

mean scores associated with individual questions highlighted that high risk 

in the SBQ-R was mainly based on past rather than future likelihood of 

suicidality. Having access to gender affirming treatments appeared to 

reduce the future risk of suicidality for many, but not all, participants. A few 

participants who had completed their gender affirming treatments reported 

high likelihood of future suicidality. On further exploration this did not relate 

to regret in accessing gender affirming interventions.   

Participants described long standing mental health difficulties and 

unresolved family dynamics as the core to their future thoughts of 

suicidality. High levels of suicidality in treatment seeking individuals have 

been reported in other studies. For instance, Marshall et al., (2016) highlight 

a strong association between gender dysphoria and non-suicidal injury.  

 

More than half of participants reported high levels of anxiety. High rates of 

anxiety in the transgender population in clinical and non-clinical samples 

have been reported in other studies (Södersten et al., 2015; Budge et al., 

2013). In a study by Bouman et al., (2017) comparing anxiety levels using 

the HADS with a sample of treatment seeking transgender individuals and 

matched controls, transgender individuals nearly had a three-fold risk of 

clinical anxiety.  

Northern Ireland has higher levels of mental ill-health than any other part of 

the UK (Department of Health NI, 2018). In this study, many participants 

had their own mental health difficulties in addition to family histories of 

mental ill health in parents, siblings and as part of their extended families. 
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This information was apparent during the pathways to care chart reviews of 

participants.  

Many adult participants accessed mental health services alongside 

attending specialist gender services and all adolescents received support 

from CAMHS as part of the agreed pathway. For the majority of individuals 

there was a close collaboration between services resulting in positive 

experiences of support. Unfortunately for some adult participants access to 

local mental health services was difficult. Some mental health service 

providers perceived gender dysphoria as the cause of mental health 

difficulties and thus expected specialist gender services to provide core 

mental health services. This frequently prevented adult participants from 

accessing local mental health teams creating the additional burden of 

having to travel further to attend the adult specialist gender service.  

 

11.7 Autism traits and mental health needs 

Participants with autism traits experienced even more vulnerability to mental 

health difficulties than other participants. There were statistically significant 

differences in participants with autism traits related to anxiety, depression 

and the experience of childhood trauma. There are additional challenges 

related to finding effective treatments for autistic individuals, as medication 

response can be untypical and paradoxical and the benefits of cognitive 

behavioural therapy have not been demonstrated sufficiently (Howlin, 

2012). It is difficult to know whether psychological or pharmacological 

treatments or lack of treatments for those with autism traits impacted on 

reported anxiety and depression levels of participants.   
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Previous studies show that autistic adults have twice as many co-occurring 

psychiatric diagnoses as other adults known to mental health services 

(Joshi et al., 2013). Reasons for this high level of co-occurrence could be 

shared pathophysiology, consequences of living with autism or shared 

overlapping symptoms and diagnostic criteria for some mental health 

difficulties (van Elst et al., 2013). Estimates of diagnosable mental health 

difficulties in autistic adults vary considerably, from as much as 84% 

(Stewart et al., 2006) in clinically referred populations to between 25-30% in 

epidemiological population studies or follow-up studies (Brugha et al., 2011; 

Hutton, 2008; Underwood et al., 2010). Overall, studies report high rates of 

anxiety, OCD and depression, often occurring in combination.  

 

While there were no statistically significant differences in mean distress 

scores related to recent traumatic events, participants with autism traits 

were much less likely to report distress related to upheaval with spouse or 

being the victim of violence to others. It is unclear if factors related to social 

communication impact on this process or if individuals do not wish to 

disclose due to feeling ashamed or not being believed and supported by 

others.  

 

11.8 Camouflaging and impression management 

During interviews, participants described a range of strategies they used 

during their engagement with services. In an area of healthcare where there 

is an absence of certainty offered through clinical or laboratory tests, self-

declaration of gender dysphoria, services need to manage demand to 
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access finite health resources. This rationing process was apparent to those 

requesting interventions, and efforts to present in the most authentic way 

(often meaning heteronormative or stereotypical) were frequently employed 

to present a convincing ‘authentic self’. This is not to suggest that 

individuals did not experience gender related distress or that they were not 

trans. Participants described wearing gender identity service outfits or the 

‘Brackenburn skirt’ when they presented to services. There were pros and 

cons of performative presentation to services.  Individuals who chose to 

present in a way easily recognised by staff members as ‘typical’ may have 

had easier access to interventions but presenting an idealised self 

frequently impacted negatively on their mental health and access to mental 

health supports.  

 

Authenticity in relation to their gendered self, impacted on the experiences 

of participants accessing services alongside other identity aspects. 

Research with transgender individuals has largely focused on a single 

dimension of identity, rather than the relationships between multiple identity 

dimensions (Budge et al., 2016). This view on a single dimension of 

transness has ignored other, at times competing, identity aspects. 

Transgender individuals are often viewed as a homogenous group (Hines, 

2007), despite a diversity of identities leading to overgeneralisations of what 

it means to be trans (Budge et al., 2016).  However, Golden and Oransky 

(2019) suggest, that transgender individuals have other identities (e.g., 

race, ethnicity, socioeconomic status, sexual orientation), which can be 

linked with marginalization or privilege. For instance, an individual may 
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identify as transgender (minority status) but also be White and middle-class 

(majority status), which could be considered privileged. An individual`s 

experience of and meaning ascribed to a transgender identity may differ 

according to other identities or may interact with concomitant experiences of 

privilege and/or oppression (Golden and Oransky, 2019).  

 

Individuals in this study were almost exclusively white but differed in their 

educational and socio-economic status. Multiple identities may increase the 

vulnerability of an individual as well as potentially limiting access to 

transgender community spaces or support groups, based on for instance a 

religious identity, with lack of access to acceptance likely resulting in 

reduced resources and resilience (Breslow et al., 2015). Conversely, having 

multiple identities may, at times, be protective? Some individuals in this 

study reported feeling marginalized within the trans community based on 

their autistic identity or non-binary gender identity.  

 

Mahalingam (2007) describes intersectionality in terms of a relationship 

between the person, social location considering power relationships 

between social locations, while Cole (2009) emphasises how the role of 

inequality in multiple category membership affects perceptions, experiences 

and outcomes for individuals. This suggests that intersectionality occurs 

within a social context and parts of an individual`s identity may be privileged 

depending on a context. Other authors have focused their efforts on 

understanding intersectionality in the context of transgender individuals, 
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with Burnes and Chen (2012) suggesting that trans individuals should be 

understood using a framework of multiple identities.  

 

Applying a multiple identity framework to this study, highlighted, that 

participants with an autistic identity who also identity as transgender felt less 

authentic during interactions which did not take their multiple identities into 

account. Using intersectionality as a guiding framework, I noticed within-

group differences and within-group similarities (Cole, 2009) for participants 

in their experiences of specialist gender services.  

 

As a group, participants had similar experiences in their ability to access the 

adult gender service, which was largely due to outside factors such as 

staffing levels and the length of waiting lists. In addition to impression 

management strategies, individuals with autism traits frequently used 

camouflaging techniques to hide their autism traits. Participants believed 

that presenting their ‘best neurotypical self’ would ensure easier access to 

treatments. This was based on a fear by many, that having autism traits 

may lead to their exclusion from services or diversion to other services. 

Camouflaging strategies led to extreme exhaustion of participants, making it 

very difficult for them to engage in sustained attendance at services.  

 

11.9 Non-binary identified individuals 

I found notable differences related to a sub-group of participants, those who 

identified as non-binary. Interview data highlighted that non-binary 

participants in particular experienced differences in: (1) affirmations of their 
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authenticity by others; (2) the process of accessing specialist gender 

services; and (3) gender affirming treatments offered by specialist gender 

services. A connection between qualitative and quantitative data confirmed 

the increased vulnerability of this group of individuals.  

 

Quantitative findings highlighted that non-binary participants had a two-fold 

risk of depression and  a four-fold risk for anxiety compared to male 

identified participants. This finding is in keeping with other recent research 

(Thorne et al., 2019) which used the same instrument, and also identified 

significantly higher levels of anxiety and depression in non-binary youth 

seeking gender affirming interventions compared to binary identified youth. 

While GIFTS used both adolescents and adults, it is highly likely that the 

mental health experiences of non-binary individuals are similar regardless of 

age.  

 

Richards et al., (2017) highlight additional stigma for non-binary individuals 

of falling outside societal norms leading to unresolved issues related to 

pronouns, titles, official documentations and dilemmas about which 

gendered toilet they should use. While binary identified individuals can 

access legal and societal affirmation which can enable them to effectively 

lose their trans status if they wish to do so, a nonbinary identify carries a 

lifelong status of difference. For many participants their non-binary identity 

was part of other marginalized identities, such as having autism traits and 

mental health needs.  
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Timely access to gender affirming interventions was difficult for most 

participants, but non-binary participants described even greater difficulties. 

This was related to requests to access surgical interventions without prior 

use of cross-sex hormones, low dosing of testosterone to achieve some 

physical aspects of masculinity and refusals to remove facial hair through 

laser treatments.  

An absence of visible non-binary pathways and experiences shared by 

individuals within the trans community pushed some participants to consider 

hiding their authentic non-binary self and to present as binary trans to 

services. Other authors suggest that hiding their true self might be more 

common in individuals seeking gender affirming treatments. Richards et al., 

(2016) suggest that non-binary or gender queer people might be reticent to 

disclose their identities for fear that they would be denied the treatments 

they desire.  

 

11.10 Authenticity of participants 

From an individual perspective, detailed interview data provided insight into 

how authenticity of self was understood by participants. The analysis of the 

interview data was influenced by Giddens (1991) writings on the self in 

modernity. In this study reflexive processes were important for participants 

to explore and understand their past childhood experiences, which helped 

them make sense of their authentic identities over time. There were clear 

limitations in the application of Giddens (1991) writings. While reflexivity 

was clearly of importance for participants in this study, authenticity was 

much more than a project of modernity. Participants required what Adams 
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(2003) describes as autonomy and control to determine the nature of their 

identity through conscious choices. While some identity-affirming aspects, 

such as outward gender expression, preferred names and pronouns were 

fairly easily accessible to participants, other options related to body 

modifications in particular were clearly outside participant control.  

Participants therefore lacked agency (Adams, 2003) to make decisions 

about their personhood on their own. They had to engage with modern 

organisations in the form of specialist gender services, which acted as 

expert systems, gatekeeping access to gender affirming interventions.  

Participants generally had little choice whether to engage in a reflexive 

project of the self, as for most not engaging meant living with high levels of 

distress and poor mental health. For some participants, expert systems in 

the form of services had nothing to offer, with some choosing to manage 

their distress through other means. Giddens (1991) describes a bewildering 

number of choices in the project of the modern self. In contrast participants 

often had very limited choices offered by services, with many having 

engaged in very detailed research about the risk, benefits and most suitable 

options for them, which were frequently inaccessible.  

 

For participants in this study, family reactions and responses to their 

authentic selves on the one hand created opportunities to evolve their 

authentic identities, while on the other hand negative reactions by family 

members, friends and the wider community deterred participants from being 

their true selves, hiding their identity from others.  For some participants 

negative reactions from others required physical relocation to other cities, 
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police involvement and spending time at safe locations. For those who had 

the support of their families, continuing family involvement enabled 

participants to explore their identities in relation to others. It was clear from 

interviews with participants that reflexive projects of the modern self 

(Giddens, 1991) were not solitary projects, but involved whole families and 

communities. The identities of family members modify as participant 

identities change, through new experiences of parenting a transgender 

young person, changing names and pronouns, and maybe even sibling 

relationships. Most participants acknowledged that the process of 

developing their authenticity was all absorbing and consuming at times, with 

limited ability to think about the impact of their authenticity on others. For 

adolescent participants the impact on other family members was considered 

through engagement at the young person service, where parents were seen 

with the young person or on their own if required. Within the adult service, 

staff also facilitated support for partners and parents, but the focus was 

more on the individual.  

 

11.11 Recommendations 

 

Autism screening and access to autism diagnostic assessments 

Based on my findings that a considerable proportion of individuals with 

autism traits will seek help from Gender Identity services, it is important to 

offer screening for autism traits to all individuals attending such services. 

Using the three autism screening measures used in this study takes up 

minimal time for completion and scoring and provides a good basis for 



310 
 

consultative engagement with the individual about whether access to a 

diagnostic assessment would be helpful. This consultation should consider 

whether there is a functional impact on areas of life for the individual, such 

as work or personal relationships. If there is a functional impact, the referral 

for a diagnostic assessment could be framed as an aid for the individual to 

understand themselves more coherently. If a referral for diagnostic 

assessment is not required or declined the screening tools could still 

provide information in relation to how the assessment process for gender 

affirming treatments could be made more suitable. A discussion around 

autism traits as a challenge as well as an advantage could show 

acceptance of working holistically with the individual. Advantages of having 

autism traits could be in the ability to focus intensely on a particular subject. 

As applied in the workplace, this skill can (and does) make an individual a 

diligent and important employee.  

 

There were a number of adults in the study who were able to obtain an 

autism diagnosis after their participation. This adult diagnosis, which for 

some only occurred late in their adult lives, could have been reflective of 

their ability to camouflage their difficulties. Broken Promises (2016) - a 

report by the National Autistic Society and Autism NI - highlights the failures 

of investment for adult diagnostic services in Northern Ireland despite 

recommendations made by the 2011 Autism Act (NI).  Training of staff in 

adult mental health services in the recognition of autism in adults and 

access to timely diagnostic assessments would provide a positive step 

towards addressing the needs of adults with unrecognised difficulties.  
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Adult mental health services may not have the experience and skills to 

provide modified treatments for individuals with autism traits. It is likely that 

closer co-working relationships between adult mental health services and 

adult autism services are required to share knowledge and skills in relation 

to how psychological treatments can be best adapted for individuals.  

 

Systemic working in specialist gender services 

Most specialist gender services are set up with a focus on explorative 

engagements requiring a high level of social and communication skills. 

Questions are often open ended, non-directive and meanings might be 

implied making the engagement potentially more challenging for individuals 

with autism traits. While the adolescent gender service worked systemically 

by involving parents and siblings in the therapeutic engagement, the adult 

gender service worked with a focus on the individual requesting 

interventions, with the family asked to verify historical information provided.  

 

Having parents involved in the therapeutic process for adolescents with 

autism traits could have been an advantage as family members might have 

supported the communication and engagement with the service. Family 

support in relation to managing to respond to appointment letters, 

rescheduling appointments and making phone calls to the service could 

have been import factors which enabled both adolescents and adults with 

autism traits to engage with specialist gender services. The planned 

involvement of families and dedicated family interventions provided by both 

services could greatly enhance the experiences of young people and adults, 
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while also supporting those closest to them in managing the treatment 

processes with their loved ones.  

 

Mental health screening 

While it remains unclear if increased anxiety and depression levels are 

based on availability and effectiveness of psychological or pharmacological 

treatments for participants without autism or the difficulty in assessing 

anxiety or depression in individuals with autism traits, this highlights a 

potential unmet need. All individuals, and particularly individuals with autism 

traits should be screened and assessed carefully for the presence co-

existing mental health needs. This could be easily completed through the 

use of screening tools.. The experience of multiple traumatic events is also 

of concern and clinical histories should carefully explore this subject to 

identify individuals who would benefit from trauma specific therapeutic 

interventions.  

 

Non-binary pathways 

Population studies conducted to estimate the prevalence of individuals who 

identify as non-binary report that 4.6% of AMAB individuals and 3.2% of 

AFAB individuals report an ambivalent gender identity or equal identification 

with the other sex and the sex assigned at birth (Kuyper and Wilson, 2014). 

In another population-based study by Van Caenegem et al. (2015) reports 

gender ambivalence or non-binary gender for 1.8% of AMAB individuals and 

4.1% of AFAB individuals. These studies suggest that there are significant 

numbers of individuals in the general population who identify as non-binary, 
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but only some seek support from specialist gender services. For non-binary 

participants living in a gendered society created additional distress.  

 

In the World Professional Association for Transgender Health (WPATH) 

guidance clear reference is made to non-binary identities. DSM-5 guidance 

(American Psychiatric association, 2013) makes clear reference to non-

binary identities by highlighting in their criteria that to be of the other gender 

also includes some alternative form of gender and strong desire to be 

treated as the other gender also includes being treated as some alternative 

gender different from one`s birth assigned gender. These references of non-

binary identities in clinical guidelines and diagnostic criteria should guide 

clinical services in the treatment of non-binary individuals.  

 

Richards et al., (2016) suggest that clinicians working with existing 

psychiatric patients may understandably be concerned about an ‘atypical’ 

gender presentation and fear that this could be explained as part of 

underlying pathology, such as psychosis or personality disorder.  There is 

no evidence to suggest that non-binary genders are pathological and 

available evidence suggests that the reverse is true (Richards et al., 2016). 

Increasing visibility through information about non-binary pathways would 

reduce the likelihood of individuals feeling that they have to present in 

binary ways to ensure easier access to services. Having representation of 

non-binary options would also allow opportunities to gain more knowledge 

and understanding of the needs of non-binary individuals, which could 

inform future treatment options.  
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11.12 Conclusion  

Throughout the duration of GIFTS there were a number of regional, national 

and global changes impacting on transgender healthcare provision. From a 

regional perspective the Northern Ireland provision related to specialist 

gender services changed from two functioning specialist gender services, 

one for adolescents and one for adults, to an adolescent service only, with 

hundreds of adults waiting over three years for the adult service 

(Transgender NI). Northern Ireland has operated without a devolved 

government from January 2017 to December 2019. While civil servants 

have continued to operate many decisions requiring ministerial approval 

were put on hold, impacting on future planning for health care provision.  

 

A House of Commons Committee report in 2016 highlighted serious 

deficiencies in the quality, capacity and accessibility of gender identity 

services across Great Britain. Recent high-profile court cases against the 

Tavistock National Gender Identity Service (Tavistock and Portman NHS 

Trust, 2019) have received media attention and have polarised opinions 

related to how young people with gender related distress should be best 

managed. Based on the outcome of the Brexit referendum in 2016, Great 

Britain is leaving the European Union. There are significant uncertainties 

related to Brexit and the unknown impact this will have on funds available to 

the NHS and the recruitment of specialists for transgender healthcare.  

From a global perspective gender dysphoria is still considered a psychiatric 

diagnosis by the current Diagnostic and Statistical Manual of Mental 

Disorders (DSM-5) (American Psychiatric association, 2010), but has 
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recently been re-classified in the International Classification of Diseases 

(ICD-11) (World Health Organisation, 2019) under the category of sexual 

health. This has been in keeping with an international movement to de-

pathologise gender related distress. GIFTS was not focused on societal 

perceptions of transgender individuals but explored the patient needs, 

authenticity and personhood of those seeking gender affirming treatments, 

those waiting and those living with gender incongruence.  

 

GIFTS was a mixed methods study exploring the prevalence of autism traits, 

mental health needs and lived experience of individuals who have gender 

related distress. All research studies have strengths and limitations in the 

context of specific time frames and funding arrangements. 

 

Strengths 

The support from clinical teams in the specialist gender services and staff 

and volunteers of LGB&T and trans organisations enabled me to recruit a 

hard to reach group of individuals. Thus, recruitment to the study was 

relatively high for studies of this kind. Moreover, I was able to recruit people 

with gender dysphoria across the age spectrum which permitted a fresh 

understanding of changing cultural and social contexts and offered 

comparative perspectives on needs and experiences by generational 

cohorts. Second, the mixed methods approach, adding qualitative in-depth 

interviews to the quantitative data, provided rich, finely grained explanatory 

contextual understanding about people’s life experiences, help-seeking and 

engagement with services. The addition of medical records data provided a 
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wealth of objective information on service use. To my knowledge, no other 

studies have used this approach. It revealed both the reasons for high 

suicidality in this population and their painful and precarious experiences in 

navigating treatment. Moreover, no other studies have used multiple autism 

measurement tools and clinical diagnoses to provide a range of potential 

prevalence rates for co-occurring autism and gender dysphoria.   

 

The involvement of experts by experience throughout the entire research 

process ensured that GIFTS was culturally sensitive and acceptable to the 

population. Completion of questionnaires as a research methodology suited 

many individuals with social communication difficulties who would have 

struggled with a qualitative interview as the first stage of the research 

process. Difficulties in social communication were largely resolved after the 

first stage of the process as individuals had become familiar with me and 

therefore there was no evident difference in willingness to participate in the 

second phase of the research for those with autism traits. Participant 

information sheets clearly outlined that GIFTS screened for autism traits, 

which might have motivated individuals who were wondering about their 

own autism traits to take part in order to access more information or even 

consider diagnostic autism assessments. My previous position as a clinician 

in the adolescent service enabled me to build on existing relationships with 

colleagues and community members, which made it easier to negotiate 

access to clinical environments and community spaces to recruit 

participants. 
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Limitations 

A key weakness of the study is that due to the cross-sectional survey method, 

the findings can only indicate an association between covariates and 

outcomes, rather than causality. Robust, adequately powered longitudinal 

studies designed to better examine causal pathways are needed in this area. 

Moreover, it was impossible to provide a definitive diagnosis of autism, and 

measures of autism traits were used instead.  The findings show likely high 

prevalence rates of autism in this clinical population but there may be 

factors we have not accounted for and which may explain the unexpected 

representation of autism among people with gender identity dysphoria. It is 

possible that people with autism are less able to tolerate dysphoria than 

others in the community with gender dysphoria, and therefore are more 

likely to seek treatment.  Given my resources it was not possible to 

undertake a community-based sample in order to achieve a more accurate 

estimate of the true prevalence of autism and gender dysphoria. However, 

such studies are hampered by the likely rarity of these combined disorders 

in a community population and the considerable challenges in recruitment 

due to the obvious barriers posed by stigma.   

 

A potential limitation of this study could be due to combining adolescent and 

adult participants, which made it more difficult to compare the results to 

other research studies. This decision was based on studying a population, 

as most adolescents transfer from the young person`s gender service to the 

adult service. My other role as a clinician could have potentially biased my 

approach to the research questions in GIFTS and might have impacted on 
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recruitment for the study. This was mitigated through close involvement with 

experts by experience and continued reflection on my role as researcher. 

While my previous position might have made some potential participants 

reluctant to take part, it was clear that it did not deter others who were able 

to recognise my new position as a researcher while also being very frank 

about my previous shortcomings as a clinician. 

 

Future research 

These findings are important but based on a relatively small sample of 

individuals in one part of a region of the UK. Replication of this study across 

multiple sites would be needed to confirm these findings on a national or 

international level. More longitudinal research is needed to explore how 

individuals with autism traits access services, how they access treatments 

and how treatments affect their overall quality of life. In this study Goffman`s  

theories were applied to offer an understanding of how individuals with 

gender related distress present to services and to explore the wider concept 

of service access.  All diagnoses including autism and gender dysphoria are 

to some extent social constructs and thus, have a moral component, but 

that many are underpinned by biological or genetic realities. An exploration 

of other theoretical models or frameworks may be useful in future studies to 

understand help-seeking in this population and how individuals present to 

services.  

 

Research studies are required to support primary care services in the early 

identification of individuals with additional mental health needs to ensure 
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that treatments can be commenced at the earliest opportunity. Research 

into children and young people`s knowledge of transgender issues could 

provide a first step in public education, increasing understanding and 

reducing stigma and bullying for trans identified individuals in schools. 

Research into the needs of families and potential benefits of family 

interventions is needed to understand how they can be best supported. This 

requires development and assessment of educational/ therapeutic tools and 

programmes for families with a trans identified family member. More 

generally high quality epidemiological, social science and health service 

research is required to understand and support this increasing group of 

individuals experiencing gender related distress.  
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Appendices 

Appendix 1: Professional Information: IRAS 2205370- version 2: 

12.05.17 (final version) 

 

 

Information Sheet for Professionals in Specialist Gender Services 

 

 

I would like to invite you to take part in this research 

study but it’s up to you. Before you decide, I want to make 

sure that you understand why the research is being done 

and what it would involve for you.  Please take some time to 

read this information sheet carefully and contact me directly 

if you have any questions. 

What is the study about? 

Research tells us very little about the experiences of young people and adults who 

attend specialist gender services. I would like to know more about the experiences 

of young people over 16 years and adults in Northern Ireland who are concerned 

about their gender. It is hoped that the findings of the study will help service providers 

develop policy and practice to ensure the best possible services for young people 

and adults with gender dysphoria. We know from other research studies that 

individuals who attend specialist gender services can be very diverse in relation to 

their mental health and also in relation to whether they have autism or autism traits. 

As part of this study I would like to understand how this diversity impacts on 

accessing help from specialist gender services. This study does not provide 

additional labels or diagnoses- I would like to understand if additional mental health 

needs or autism/ autism traits impact on a person`s journey through specialist 

gender services in Northern Ireland. In order to do this I would like to compare the 

experiences of individuals with autism/ autism traits with the experiences of others. 

I will also look at a number of additional mental health factors which could impact on 

a person`s pathway to specialist gender services.  

Who is organising and funding the research? 

This study is funded by the Research and Development Office, Public Health Agency 

and sponsored by Ulster University.  

The Office for Research Ethics Committee NI (ORECNI) an independent group of 

experts have reviewed this study and they have granted it a ‘favourable opinion’.  It 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 

 

 

 

 

 

 

 

 

Hello. My name is Katrin Lehmann.  

I am currently undertaking a research PhD at Ulster University looking at care for 

young people and adults with gender dysphoria who attend specialist gender 

services. Before this, I worked with young people who are distressed about their 

gender at the Knowing Our Identity Service (KOI). 
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has also been considered by the Research Ethics Committee at Ulster University 

and the Research Governance Committee at Belfast Health and Social Care Trust.  

 

Why am I being invited to take part? 

You are being invited to take part in this study as a professional who looks after 

individuals with gender dysphoria. I would be grateful if you could speak to young 

people and adults over the age of 16 years about this study and signpost interested 

individuals to me. Everyone who currently attends your service (has attended an 

appointment not on the waiting list) or has attended your service in the past is eligible 

to take part in the study.  

Do I have to take part? 

No. It is completely up to you.  

What would I have to do?  

 

 

 

 

What are the possible benefits of taking part? 

Although there are no direct benefits for you personally, this study is the first of its 

kind in NI and should provide important knowledge about the needs of service users 

and whether autism/autism traits provide advantages or disadvantages for 

individuals who access specialist gender services.  From previous studies, such as 

ours, we know that service users enjoy discussing their experiences and assisting 

in service improvement.  

Can I change my mind later? 

You can choose to stop your involvement in the study at any time.  

What happens to the results of the study? 

It is intended that the study findings will help professionals and policy makers 

improve care for young people and adults with gender dysphoria. To do this, all the 

study information will be collated in a report which will make 

recommendations 

about what might help enhance care for young people and adults 

accessing specialist gender services.  

 

What if there’s a problem? If you have any problems or concerns about any aspect 

of this study, you can speak to me and I will do my best to answer your questions 

and find solutions to the problem. You can contact me directly on: 

 +44 (0) 28 7012 4418     

lehmann-k@email.ulster.ac.uk 

If you are still unhappy and want to make a formal complaint, you can do this 

by contacting my main supervisor:  

I would like you to tell individuals who attend your service or 

who have previously attended your service about this study and 

provide them with information sheets about the study.  
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Professor Gerry Leavey 
Bamford Centre for Mental Health & Wellbeing 

Room G214 
Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418  
g.leavey@ulster.ac.uk 
 

What happens now? 

You can take some time to think about whether you want to take part. If you decide 

you would like to take part, please share the enclosed study information for 

participants with anyone who is attending your service.   

If you would like to ask some questions about the research first, please contact me 

at: 

Katrin Lehmann 

R&D Research Fellow 

Bamford Centre for Mental Health & Wellbeing 

Room G214 
Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418 

Thank you  

 

                                                                                             

 

 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Appendix 2: GIFTS study advertisements and focus group 
advertisements 

 

Study advertisement: IRAS 2205370- version 1: 21.03.17 (final version) 

  

Are you currently experiencing distress related to your gender? 

Do you identify as gender variant/ gender fluid/ gender flexible or otherwise? 

Are you currently attending specialist gender services or have you attended 

specialist gender services in the past? 

If so- we would like to hear from you. 

As part of a research study we are conducting surveys and interviews for 

individuals who are currently attending or who have previously attended 

specialist gender services.  

We would like to hear about your experiences in relation to your gender.  

                                                          

If you would like to ask some questions about the research or if you are considering 

taking part, please contact me at: 

Katrin Lehmann 

R&D Research Fellow 

Bamford Centre for Mental Health & Wellbeing 

Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418     
lehmann-k@email.ulster.ac.uk 
 

 

Thank you! 

 
 

 

GIFTS- 

Gender Identity 

Finding and Transforming 

Services 

 

http://www.belfasttrust.hscni.net/index.html
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Focus group advertisement: IRAS 2205370- version 1: 21.03.17 (final version) 

 

 

Are you currently experiencing distress related to your gender? 

Do you identify as gender variant/ gender fluid/ gender flexible or otherwise? 

Are you currently not attending specialist gender services? 

 

If so- we would like to hear from you. 

As part of a research study we are conducting focus groups for individuals 

who are not currently attending specialist gender services and would like to 

hear about your experiences in relation to your gender. 

 

                                                            

If you would like to ask some questions about the research or if you are 

considering taking part in a focus group, please contact me at: 

Katrin Lehmann 

R&D Research Fellow 

Bamford Centre for Mental Health & Wellbeing 

Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418     
 
lehmann-k@email.ulster.ac.uk 
 

 

Thank you! 

 

 

GIFTS- 

Gender Identity 

Finding and Transforming 

Services 

 

http://www.belfasttrust.hscni.net/index.html
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Appendix 3: Ethical REC reference: 17/NI/0069 Protocol number: 
17/0017 IRAS project ID: 220537 
 

    Office for Research Ethics Committees  

   Northern Ireland                      (ORECNI)  

  

Customer Care & Performance Directorate  

Unit 4, Lissue Industrial Estate West  

Rathdown Walk  

Moira Road  

Lisburn  

BT28 2RF  

Tel: 028 95361400  

      

 www.orecni.hscni.net  

HSC REC B  

15 June 2017  

  

Professor Gerard Leavey  
Bamford Professor for Mental Health & Wellbeing  
Ulster University  
The Bamford Centre, Ulster University  
Cromore Road  
Coleraine  
Derry  
BT52 1SA  
  

Dear Professor Leavey   

  

Study title:  GIFTS STUDY- Gender Identity Finding and Transforming 

ServicesGender Dysphoria- prevalence, experiences and 

pathways for people with Autism and Autism traits in 

Northern Ireland.  

REC reference:  17/NI/0069  

Protocol number:  17/0017  

IRAS project ID:  220537  

  

Thank you for your correspondence received on 13 June 2017, responding to the  

Committee’s request for further information on the above research and submitting revised 
documentation.  

  
The further information has been considered on behalf of the Committee by the Chair and Lead 
Reviewer, Ms Aine Morrison.  

  
We plan to publish your research summary wording for the above study on the HRA website, 
together with your contact details. Publication will be no earlier than three months from the date 
of this opinion letter.  Should you wish to provide a substitute contact point, require further 
information, or wish to make a request to postpone publication, please contact 
hra.studyregistration@nhs.net outlining the reasons for your request.  

http://www.orecni.hscni.net/
http://www.orecni.hscni.net/
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Confirmation of ethical opinion  

  

On behalf of the Committee, I am pleased to confirm a favourable ethical opinion for the 

above research on the basis described in the application form, protocol and supporting  

  

                            
documentation as revised, subject to the conditions specified below.  

   

Conditions of the favourable opinion  

  

The REC favourable opinion is subject to the following conditions being met prior to the start of 

the study.  

  

You should notify the REC once all conditions have been met (except for site 

approvals from host organisations) and provide copies of any revised 

documentation with updated version numbers. Revised documents should be 

submitted to the REC electronically from IRAS. The REC will acknowledge receipt 

and provide a final list of the approved documentation for the study, which you can 

make available to host organisations to facilitate their permission for the study. 

Failure to provide the final versions to the REC may cause delay in obtaining 

permissions.  
  

Management permission must be obtained from each host organisation prior to the start of the 

study at the site concerned.  

  

Management permission should be sought from all NHS organisations involved in the 

study in accordance with NHS research governance arrangements. Each NHS 

organisation must confirm through the signing of agreements and/or other documents that 

it has given permission for the research to proceed (except where explicitly specified 

otherwise).  Guidance on applying for NHS permission for research is available in the 

Integrated Research Application System, www.hra.nhs.uk or at 

http://www.rdforum.nhs.uk.    
  

Where a NHS organisation’s role in the study is limited to identifying and referring potential 

participants to research sites ("participant identification centre"), guidance should be sought 

from the R&D office on the information it requires to give permission for this activity.  
  

For non-NHS sites, site management permission should be obtained in accordance with the 

procedures of the relevant host organisation.   
  

Sponsors are not required to notify the Committee of management permissions from host 

organisations  
 Registration of Clinical Trials  

  

All clinical trials (defined as the first four categories on the IRAS filter page) must be registered on 

a publically accessible database within 6 weeks of recruitment of the first participant (for medical 

device studies, within the timeline determined by the current registration and publication trees).    

  

There is no requirement to separately notify the REC but you should do so at the earliest 

opportunity e.g. when submitting an amendment.  We will audit the registration details as part of 

the annual progress reporting process.  

http://www.hra.nhs.uk/
http://www.hra.nhs.uk/
http://www.rdforum.nhs.uk/
http://www.rdforum.nhs.uk/
http://www.rdforum.nhs.uk/
http://www.rdforum.nhs.uk/
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 To ensure transparency in research, we strongly recommend that all research is registered but for 

non-clinical trials this is not currently mandatory.  

  

If a sponsor wishes to request a deferral for study registration within the required timeframe, they 

should contact hra.studyregistration@nhs.net. The expectation is that all clinical trials will be 

registered, however, in exceptional circumstances non registration may be permissible with prior 

agreement from the HRA. Guidance on where to register is provided on the HRA website.    

  

It is the responsibility of the sponsor to ensure that all the conditions are complied 

with before the start of the study or its initiation at a particular site (as applicable).  

  

Ethical review of research sites  

  

NHS sites  

 The favourable opinion applies to all NHS sites taking part in the study, subject to management 

permission being obtained from the NHS/HSC R&D office prior to the start of the study (see 

"Conditions of the favourable opinion" below).  

  

Non-NHS sites  

  

Approved documents  

  

The final list of documents reviewed and approved by the Committee is as follows:  

Document    Version    Date    

Copies of advertisement materials for research participants [Focus Group 

Advertisement]   

Version 1   21 March 2017   

Copies of advertisement materials for research participants [Study 

advertisement]   

Version 1   21 March 2017   

Covering letter on headed paper         

Evidence of Sponsor insurance or indemnity (non NHS Sponsors only) 

[Indemnity Insurance Ulster University]   

   20 March 2017   

GP/consultant information sheets or letters [Inclusion /exclusion criteria 

for professionals]   

Version 1   21 March 2017   

GP/consultant information sheets or letters [Professional Information 

Sheet]   

 Version 2   12 May 2017   

Interview schedules or topic guides for participants [Interview Topic guide]   Version 1   21 March 2017   

Interview schedules or topic guides for participants [Focus Group Topic 

Guide]   

Version 2   12 May 2017   

IRAS Checklist XML [Checklist_23032017]      23 March 2017   

IRAS Checklist XML [Checklist_12052017]      12 May 2017   

IRAS Checklist XML [Checklist_13062017]      13 June 2017   

Letter from funder [Public Health Agency R&amp;D offer]      09 March 2017   

Letter from sponsor [Ulster University Sponsorship letter]      20 March 2017   

Letters of invitation to participant [Adult consent to be contacted by 

researcher]   

Version1   21 March 2017   

Letters of invitation to participant [Young Person consent to be contacted 

by researcher]   

Version 1   21 March 2017   
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Letters of invitation to participant [Adult/ Young person consent to be 

contacted about focus group]   

Version 1   21 March 2017   

Non-validated questionnaire [Demographic Information Sheet]   Version 1   21 March 2017   

Other [Child Protection Process]   Version 1   11 May 2017   

Other [Adult Protection Process]   Version 1   11 May 2017   

Other [Thank you leaflet]   Version 1   11 May 2017   

Other [Adult Safeguarding Certificate]   Version 1   11 May 2017   

Other [Safeguarding Children Certificate]   Version 1   12 May 2017   

Other [Public Interest Disclosures Document]   Version 1   12 May 2017   

Other [Data Management Process]   Version 1   12 May 2017   

Other [Response letter to research ethics committee]   Version 1   12 June 2017   

Other [Supportive e-mail Dr Hannah Browne]   Version 1   12 June 2017   

Participant consent form [Adult Consent form stage 2]   Version 1   21 March 2017   

Participant consent form [Focus Group Adult Young Person Consent form]   Version 1   21 March 2017   

Participant consent form [Adult Consent Form Stage 1]   Version 3   12 June 2017   

Participant consent form [Adult Consent Form Stage 2]   Version 2   12 June 2017   

Participant consent form [Young Person Consent Form Stage 1]   Version 3   12 June 2017   

Participant consent form [Young Person Consent Form Stage 2]   Version 2   12 June 2017   

Participant information sheet (PIS) [Young Person Information Sheet Stage 

1]   

Version 3   12 June 2017   

Participant information sheet (PIS) [Young Person Information Sheet Stage 

2]   

Version 3   12 June 2017   

Participant information sheet (PIS) [Adult Information Sheet Stage 1]  Version 3   12 June 2017   

Participant information sheet (PIS) [Adult Information Sheet Stage 2]  Version 3   12 June 2017   

Participant information sheet (PIS) [Carer Information Sheet Stage  

1]   

Version 3   12 June 2017   

Participant information sheet (PIS) [Carer Information Sheet Stage  

2]   

Version 3   12 June 2017   

REC Application Form [REC_Form_12052017]      12 May 2017   

Referee's report or other scientific critique report [RG2 Filter Comments]      20 February 2017   

Referee's report or other scientific critique report [RG3 Filter Comments]      23 March 2017   

Research protocol or project proposal [Research Proposal IRAS 220537]   Version 1   23 March 2017   

Summary CV for Chief Investigator (CI) [CV Professor Leavey]      09 March 2017   

Summary CV for student [CV Katrin Lehmann]      09 March 2017   

Summary CV for supervisor (student research) [CV Dr Rosato]      23 March 2017   

Summary CV for supervisor (student research) [CV Prof McKenna]         

Summary, synopsis or diagram (flowchart) of protocol in non technical 

language [Lay abstract]   

Version1   21 March 2017   

Summary, synopsis or diagram (flowchart) of protocol in non technical 

language [Project Management time table]   

Version 1   23 March 2017   
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Summary, synopsis or diagram (flowchart) of protocol in non technical 

language [Adult Consent Process]   

Version 1   21 March 2017   

Summary, synopsis or diagram (flowchart) of protocol in non technical 

language [Young Person Consent Process]   

Version 1   21 March 2017   

Validated questionnaire [AQ]         

Validated questionnaire [EQ (Cambridge Behaviour Scale)]         

Validated questionnaire [Body Image Scale FtoM]         

Validated questionnaire [Body Image Scale MtoF]         

Validated questionnaire [Childhood Trauma Questionnaire]         

Validated questionnaire [GI Interview FtoM]         

Validated questionnaire [GI Interview MtoF]         

Validated questionnaire [Hospital Anxiety and Depression Scale]         

Validated questionnaire [Recalled Gender Identity Scale]         

Validated questionnaire [Ritvo Autism &amp; Aspergers Diagnostic Scale 

Revised]   

      

Validated questionnaire [McClean Personality Screening Tool]         

Validated questionnaire [Suicide Behaviour Questionnaire Revised]         

  

Statement of compliance  

  

The Committee is constituted in accordance with the Governance Arrangements for Research Ethics 
Committees and complies fully with the Standard Operating Procedures for Research Ethics 
Committees in the UK.  
  

After ethical review  

  

Reporting requirements  

  

The attached document “After ethical review – guidance for researchers” gives detailed 

guidance on reporting requirements for studies with a favourable opinion, including:  

  

• Notifying substantial amendments  

• Adding new sites and investigators  

• Notification of serious breaches of the protocol  

• Progress and safety reports  

• Notifying the end of the study  

  

The HRA website also provides guidance on these topics, which is updated in the light of changes 

in reporting requirements or procedures.  

 User Feedback  

  

The Health Research Authority is continually striving to provide a high quality service to all 

applicants and sponsors. You are invited to give your view of the service you have received and 

the application procedure. If you wish to make your views known please use the feedback form 

available on the HRA website: http://www.hra.nhs.uk/about-thehra/governance/quality-

assurance/     

  

http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
http://www.hra.nhs.uk/about-the-hra/governance/quality-assurance/
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HRA Training  

  

We are pleased to welcome researchers and R&D staff at our training days – see details at 

http://www.hra.nhs.uk/hra-training/    

  

17/NI/0069                          Please quote this number on all correspondence  

  

With the Committee’s best wishes for the success of this project.  

  

Yours sincerely  

  
pp Professor Patrick Murphy Chair  

  

Email:recb@hscni.net  

  

Enclosures:   “After ethical review – guidance for  

      researchers” [SL-AR2]  

  

Copy to:  Mr Nick  Curry, Ulster University  
Ms Alison  Murphy, Belfast Health & Social Care Trust  

  

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/


331 
 

Appendix 4: HSC Trust reference: 16204GL-SP 
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Appendix 5: participant information sheets (adults, young people, 
parents/ carers) 
 

Adult information stage 1: IRAS 2205370- version 3: 12.06.17 (final version) 

 

 Information Sheet for Adults- Stage 1 
 
Hello. My name is Katrin Lehmann.  
 
I am currently undertaking a research PhD at Ulster University looking at care for 
young people and adults with gender dysphoria who attend specialist gender 
services. Before this I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 

attend specialist gender services. I would like to know more about the experiences 

of young people over 16 years and adults in Northern Ireland who are concerned 

about their gender. It is hoped that the findings of the study will help service providers 

develop policy and practice to ensure the best possible services for young people 

and adults with gender dysphoria. We know from other research studies that 

individuals who attend specialist gender services can be very diverse in relation to 

their mental health and also in relation to whether they have autism or autism traits. 

As part of this study I would like to understand how this diversity impacts on 

accessing help from specialist gender services. This study does not provide 

additional labels or diagnoses- I would like to understand if additional mental health 

needs or autism/ autism traits impact on a person`s journey through specialist 

gender services in Northern Ireland. In order to do this, I would like to compare the 

experiences of individuals with autism/ autism traits with the experiences of others. 

I will also look at a number of additional mental health factors which could impact on 

a person`s pathway to specialist gender services.  

Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by Ulster University, Coleraine. While Ulster University has provided 
indemnity insurance for the study, it is not indemnified for non-negligent harm. 
Therefore, legal liability does not arise where a person suffers harm, but no-one has 
acted negligently. 
 
Who has approved this study? 
This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee.  This study has been given consent to proceed by the 
Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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Belfast Health and Social Care Trust. Your clinical team is fully informed of this study 
and agrees that you may take part if you wish. 
Why am I being invited to take part? 
You are being invited to take part in this study because you are over 18 years old, 
experience distress about your gender and attend specialist gender services in 
Northern Ireland.  Over 100 young people and adults in total will take part in this 
study.   
 
Do I have to take part? 
No. It is completely up to you. If you decide not to take part, this decision will not 
affect the care or treatment you receive in any way. Even if you do decide to take 
part, you can change your mind at any time and withdraw from the research, without 
giving a reason.  
 
What would I have to do?  

 
 
 
 
 
 
 
 
 
What are the possible benefits of taking part? 
Although there are no direct benefits for you personally, it will give you an opportunity 
to share how you are feeling and what it`s like for you to be distressed about your 
gender.  
I also hope that you will enjoy taking part in the study. People taking part in research 
often tell us that they find it helpful to talk to someone other than their family about 
what life is like for them and to tell their story.  
 
Are there any disadvantages? 
Taking part in research will take up some of your time but I will meet with you at a 
time and place that suits you best.  
Before I started this study, I worked with young people with gender dysphoria so I 
will understand that there may be some topics or experiences that are difficult to talk 
about. If you become upset at any point, you can take a break or stop the process 
completely. If you highlight anything in the questionnaires which puts you or another 
person at risk, I will discuss this further with you. Where possible, we will decide 
together how best to support you. A disclosure of a criminal offence, or of a risk of 
serious harm to the person or others will be passed on to the relevant parties.  
 
Can I change my mind later? 
You can choose to stop your involvement in the study at any time, at which point 
you can decide whether or not to destroy the material you have already provided. 
You may provide the reason(s) for leaving the study, but this is not required. You 
can contact me or my supervisor by phone or e-mail to withdraw from the study.  
 

I would like you to complete several questionnaires about 
your mental health and wellbeing. The questionnaires are 
very easy to complete and it should not take you more than 
30 minutes. Some of the questionnaires ask about sensitive 
information. This includes measures in relation to autism 
traits. These questionnaires are not diagnostic and will be 
used for research purposes only. You can complete the 
questionnaires at your specialist service office or 
somewhere else more convenient for you- whatever suits 
you best. You can have a friend or relative with you if you 
wish. I will be with you while you complete the 
questionnaires. 
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Who will know I am taking part in the study? 
Your clinical team will be informed if you are taking part in the study. They will not 
however be told what you share with me. You can tell anyone you like about taking 
part in the study. 
 
Will the information I give be kept confidential?  
Yes. All the information you give will be kept strictly confidential. Once you 
have consented to take part in the study you will be given a unique study 
identification number. The document containing names and unique identification 
numbers will be accessible only by me and will be kept securely at your clinical 
service. This means that any personal information which could identify you does not 
leave your clinical service office. Your completed questionnaires will only include 
your study identification number not your name and will be stored securely in a 
locked filing cabinet on university premises. The questionnaires will be analysed by 
my two supervisors and myself on university premises, they will not have access to 
any information which identifies you. Any potentially identifiable details, such as 
descriptions of a rare event or rare physical illness will be removed from the data to 
protect your anonymity. If you would like more information about this, you can look 
at the data management protocol for the study.  
 
What happens to the information I give? 
You will be given a unique identification number once you consent to take part in the 
study. Your name won`t be attached to any forms. The document containing your 
personal details linking you to the unique identification (kept securely on trust 
premises) will be stored securely for 6 – 12 months after the study has been 
completed, before being destroyed unless you wish otherwise. 
 
Who will see the information I give? 
I will be the only person who has access to the document linking your personal 
information to the unique study identification number. As I mentioned above my two 
supervisors will see the information you have given. The supervisory group will only 
have access to the information once it has been anonymised and analysed further. 
My supervisors and the advisory group help check that the study is being carried out 
correctly and give advice about how it could be improved. The anonymised research 
data can also be viewed by the sponsoring organisations and regulatory authorities.   
 
Can I see the information I have given? 
Yes. As a study participant, you have the right to examine the information you have 
provided.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, 
all the study information will be brought together in a report that will make 
recommendations about what might help improve specialist gender services 
care for young people and adults. You can ask for a copy of any presentation or 
report. 
 
 
What if there’s a problem?  
If you have any problems or concerns about any aspect of this study, you can speak 
to me and I will do my best to answer your questions and find solutions to the 
problem. You can contact me directly on:  
 +44 (0) 28 7012 4418     
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 lehmann-k@email.ulster.ac.uk 

If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  
 
Professor Gerard Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

 +44 (0) 28 7012 4418  
g.leavey@ulster.ac.uk 
 
What happens now? 
Please take some time to think about whether you want to take part, and talk to your 
family, friends or clinical team.  
If you decide you would like to take part, please complete the consent form enclosed 
with this information sheet and return it to me in the stamped, self-addressed 
envelope provided. Remember you can withdraw from the study at any time without 
giving a reason. 
If you would like to speak about the research before deciding, please contact me at: 
 
Katrin Lehmann 
R&D Research Fellow 
Bamford Centre for Mental Health & Wellbeing 
Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

 +44 (0) 28 7012 4418     
 
Thank you! 
 

 

                                                 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html


338 
 

Young Person information Stage1: IRAS 2205370- version 3: 12.06.17 

(final version) 

 

Information Sheet for Young People- Stage 1 
 
Hello. My name is Katrin Lehmann.  
 
I am currently undertaking a research PhD at Ulster University looking at care for 
young people and adults with gender dysphoria who attend specialist gender 
services. Before this I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 

attend specialist gender services. I would like to know more about the experiences 

of young people over 16 years and adults in Northern Ireland who are concerned 

about their gender. It is hoped that the findings of the study will help service providers 

develop policy and practice to ensure the best possible services for young people 

and adults with gender dysphoria. We know from other research studies that 

individuals who attend specialist gender services can be very diverse in relation to 

their mental health and also in relation to whether they have autism or autism traits. 

As part of this study I would like to understand how this diversity impacts on 

accessing help from specialist gender services. This study does not provide 

additional labels or diagnoses- I would like to understand if additional mental health 

needs or autism/ autism traits impact on a person`s journey through specialist 

gender services in Northern Ireland. In order to do this, I would like to compare the 

experiences of individuals with autism/ autism traits with the experiences of others. 

I will also look at a number of additional mental health factors which could impact on 

a person`s pathway to specialist gender services.  

Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by Ulster University, Coleraine. While Ulster University has provided 
indemnity insurance for the study, it is not indemnified for non-negligent harm. 
Therefore, legal liability does not arise where a person suffers harm, but no-one has 
acted negligently. 
 
Who has approved this study? 
This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee.  This study has been given consent to proceed by the 
Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 
Belfast Health and Social Care Trust. Your clinical team is fully informed of this study 
and agrees that you may take part if you wish. 
 

GIFTS- 
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Why am I being invited to take part? 
You are being invited to take part in this study because you are aged between 16 
and 18 years, experience distress about your gender and attend specialist gender 
services in Northern Ireland.  Over 100 young people and adults in total will take part 
in this study.   
 
Do I have to take part? 
No. It is completely up to you. If you decide not to take part, this decision will not 
affect the care or treatment you receive in any way. Even if you do decide to take 
part, you can change your mind at any time and withdraw from the research, without 
giving a reason.  
 
What would I have to do?  

 
 
 
 
 
 
 
 
What are the possible benefits of taking part? 
Although there are no direct benefits for you personally, it will give you an opportunity 
to share how you are feeling and what it`s like for you to be distressed about your 
gender.  
I also hope that you will enjoy taking part in the study. People taking part in research 
often tell us that they find it helpful to talk to someone other than their family about 
what life is like for them and to tell their story.  
 
Are there any disadvantages? 
Taking part in research will take up some of your time but I will meet with you at a 
time and place that suits you best.  
Before I started this study, I worked with young people with gender dysphoria so I 
will understand that there may be some topics or experiences that are difficult to talk 
about. If you become upset at any point, you can take a break or stop the process 
completely. If you highlight anything in the questionnaires which puts you or another 
person at risk, I will discuss this further with you. Where possible, we will decide 
together how best to support you. A disclosure of a criminal offence, or of a risk of 
serious harm to the person or others will be passed on to the relevant parties. 
 
Can I change my mind later? 
You can choose to stop your involvement in the study at any time, at which point 
you can decide whether or not to destroy the material you have already provided. 
You may provide the reason(s) for leaving the study, but this is not required. You 
can contact me or my supervisor by phone or e-mail to withdraw from the study.  
 
Who will know I am taking part in the study? 
Your clinical team will be informed if you are taking part in the study. They will not 
however be told what you share with me. You can tell anyone you like about taking 

I would like you to complete several questionnaires about 
your mental health and wellbeing. The questionnaires are 
very easy to complete and it should not take you more than 
30 minutes. Some of the questionnaires ask about sensitive 
information. This includes measures in relation to autism 
traits. These questionnaires are not diagnostic and will be 
used for research purposes only. You can complete the 
questionnaires at your specialist service office or 
somewhere else more convenient for you- whatever suits 
you best. You can have a friend or relative with you if you 
wish. I will be with you while you complete the 
questionnaires. 
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part in the study. It might be helpful to speak to your parent or carer about the study 
and you may wish for them to accompany you when you meet me, but this is not a 
requirement. 
 
Will the information I give be kept confidential?  
Yes. All the information you give will be kept strictly confidential. Once you have 
consented to take part in the study you will be given a unique study identification 
number. The document containing names and unique identification numbers will be 
accessible only by me and will be kept securely at your clinical service. This means 
that any personal information which could identify you does not leave your clinical 
service office. Your completed questionnaires will only include your study 
identification number not your name and will be stored securely in a locked filing 
cabinet on university premises. The questionnaires will be analysed by my two 
supervisors and myself on university premises, they will not have access to any 
information which identifies you. Any unusual potentially identifiable details, such as 
descriptions of a rare event or rare physical illness will be removed from the data to 
protect your anonymity. If you would like more information about this, you can look 
at the data management protocol for the study.  
 
What happens to the information I give? 
You will be given a unique identification number once you consent to take part in the 
study. Your name won`t be attached to any forms. The document containing your 
personal details linking you to the unique identification (kept securely on trust 
premises) will be stored securely for 6 – 12 months, after the study has been 
completed, before being destroyed unless you wish otherwise. 
 
Who will see the information I give? 
I will be the only person who has access to the document linking your personal 
information to the unique study identification number. As I mentioned above my two 
supervisors will see the information you have given. The supervisory group will only 
have access to the information once it has been anonymised and analysed further. 
My supervisors and the advisory group help check that the study is being carried out 
correctly and give advice about how it could be improved. The anonymised research 
data can also be viewed by the sponsoring organisations and regulatory authorities.   
 
Can I see the information I have given? 
Yes. As a study participant, you have the right to examine the information you have 
provided.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, all 
the study information will be brought together in a report that will make 
recommendations about what might help improve specialist gender services care 
for young people and adults. You can ask for a copy of any presentation or report. 
 
What if there’s a problem?  
If you have any problems or concerns about any aspect of this study, you can 
speak to me and I will do my best to answer your questions and find solutions to the 
problem. You can contact me directly on:  
 +44 (0) 28 7012 4418     

 lehmann-k@email.ulster.ac.uk 
 

If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  

mailto:lehmann-k@email.ulster.ac.uk
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Professor Gerard Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

 +44 (0) 28 7012 4418  
g.leavey@ulster.ac.uk 
 
What happens now? 
Please take some time to think about whether you want to take part, and talk to your 
family, friends or clinical team.  
If you decide you would like to take part, please complete the consent form enclosed 
with this information sheet and return it to me in the stamped self-addressed 
envelope provided. Remember you can withdraw from the study at any time without 
giving a reason. 
If you would like to speak about the research before deciding, please contact me at: 
 
Katrin Lehmann 
R&D Research Fellow 
Bamford Centre for Mental Health & Wellbeing 
Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

 +44 (0) 28 7012 4418     
 

Thank you! 

 

 

 

 

                                                
 

 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Carer Information Stage1: IRAS 2205370- version 3: 12.06.17 (final 

version) 

Information Sheet for Primary Carers- Stage 1 

 
Hello. My name is Katrin Lehmann. 
  
I am currently undertaking a research PhD at the Ulster University looking at care 
for young people and adults with gender dysphoria who attend specialist gender 
services. Before this I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 

attend specialist gender services. I would like to know more about the experiences 

of young people over 16 years and adults in Northern Ireland who are concerned 

about their gender. It is hoped that the findings of the study will help service providers 

develop policy and practice to ensure the best possible services for young people 

and adults with gender dysphoria. We know from other research studies that 

individuals who attend specialist gender services can be very diverse in relation to 

their mental health and also in relation to whether they have autism or autism traits. 

As part of this study I would like to understand how this diversity impacts on 

accessing help from specialist gender services. This study does not provide 

additional labels or diagnoses- I would like to understand if additional mental health 

needs or autism/ autism traits impact on a person`s journey through specialist 

gender services in Northern Ireland. In order to do this, I would like to compare the 

experiences of individuals with autism/ autism traits with the experiences of others. 

I will also look at a number of additional mental health factors which could impact on 

a person`s pathway to specialist gender services.  

Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by Ulster University, Coleraine. While Ulster University has provided 
indemnity insurance for the study, it is not indemnified for non-negligent harm. 
Therefore, legal liability does not arise where a person suffers harm, but no-one has 
acted negligently. 
 
Why has my young person been invited to take part? 
You are the primary carer of a young person who is eligible to participate in this 
study. Over 100 young people and adults in Northern Ireland will be invited to take 
part in this study.   
 
 
Who has approved this study? 
This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee. This study has been given consent to proceed by the 

GIFTS- 
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Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 
Belfast Health and Social Care Trust. Your young person`s clinical team is fully 
informed of this study and agrees that they may take part if they wish. 
 
Do they have to take part? 
No. It is completely up to them. If they decide not to take part, this decision will not 
affect the care or treatment they receive in any way. Even if they do decide to take 
part, they can change their mind at any time and withdraw from the research, without 
giving a reason.  
 
What would they have to do?  

 
 
 
 
 
 
 
 
 
What are the possible benefits of taking part? 
Although there are no direct benefits for your young person, it will give them an 
opportunity to share how they are feeling and what it is like for them to have gender 
dysphoria. Their input may help improve our understanding of the right care for other 
young people with gender dysphoria.   
 
Are there any disadvantages? 
Taking part in research will take up some of their time and maybe also your time but 
I will meet with them (and you) at a time and place that suits them best.  
Before I started this study, I worked with young people with gender dysphoria and 
their families, so I will understand that there may be some topics or experiences that 
are difficult. If they become upset at any point, they can take a break or stop the 
process completely. I can also provide information about counselling support if you 
or they feel that this would be helpful.  
If they highlight anything in the questionnaires which puts them or another person at 
risk, I will discuss this further with them. Where possible, we will decide together how 
best to support them. A disclosure of a criminal offence, or of a risk of serious harm 
to the person or others will be passed on to relevant parties. 
 
Can they change their mind later? 
The young person can choose to stop their involvement in the study at any time, at 
which point they can decide whether or not to destroy the material they have already 
provided. Your young person may provide the reason(s) for leaving the study, but 
this is not required. Your young person can contact me or my supervisor by phone 
or e-mail to withdraw from the study.  
 
Will the information they give be kept confidential?  
Yes. All the information they give will be kept strictly confidential. Once they have 
consented to take part in the study, they will be given a unique study identification 

I would like them to complete several questionnaires about 
their mental health and wellbeing. The questionnaires are 
very easy to complete and it should not take them more than 
30 minutes. Some of the questionnaires ask about sensitive 
information. This includes measures in relation to autism 
traits. These questionnaires are not diagnostic and will be 
used for research purposes only. They can complete the 
questionnaires at their specialist service office or somewhere 
else more convenient for them- whatever suits them best. 
They can have a friend or relative with them if they wish. I will 
be with them while they complete the questionnaires. 
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number. The document containing names and unique identification numbers will be 
accessible only by me and will be kept securely at their clinical service. This means 
that any personal information which could identify them does not leave their clinical 
service office. Their completed questionnaires will only include their study 
identification number not their name and will be stored securely in a locked filing 
cabinet on university premises. The questionnaires will be analysed by my two 
supervisors and myself on university premises, they will not have access to any 
information which identifies your young person. Any potentially identifiable details, 
such as descriptions of a rare event or rare physical illness will be removed from the 
data to protect their anonymity. If they would like more information about this, they 
can look at the data management protocol for the study.  
 
What happens to the information they give? 
Your young person will be given a unique identification number once they consent 
to take part in the study. Their name won`t be attached to any forms. The document 
containing their personal details linking them to the unique identification (kept 
securely on trust premises) will be stored securely for 6 – 12 months after the study 
has been completed, before being destroyed unless they wish otherwise. 
 
Who will see the information your young person gives? 
I will be the only person who has access to the document linking their personal 
information to the unique study identification number. As I mentioned above my two 
supervisors will see the information they have given. The supervisory group will only 
have access to the information once it has been anonymised and analysed further. 
My supervisors and the advisory group help check that the study is being carried out 
correctly and give advice about how it could be improved. The anonymised research 
data can also be viewed by the sponsoring organisations and regulatory authorities.   
 
Can my young person see the information they have given on the 
questionnaires? 
Yes. As a study participant, your young person has the right to examine the 
information they have provided.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, all 
the study information will be brought together in a report that will make 
recommendations about what might help improve specialist gender services care 
for young people and adults in Northern Ireland.  
Your young person can ask for a copy of any presentation or report. 
 
 
What if there’s a problem?  
If you or your young person have any problems or concerns about any aspect of this 
study, you can speak to me and I will do my best to answer your questions and find 
solutions to the problem. You can contact me directly on:  
 +44 (0) 28 7012 4418     

 lehmann-k@email.ulster.ac.uk 
 

If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  
 
Professor Gerard Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
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Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 
 +44 (0) 28 7012 4418   
 g.leavey@ulster.ac.uk 
 
What happens now? 
Please take some time to think with your young person about whether they want to 
take part. If they decide they would like to take part, please remind them to complete 
the consent form enclosed with this information sheet and return it to me in the 
stamped, self-addressed envelope provided.  
 
Remember they can withdraw from the study at any time without giving a reason. 
If you or your young person would like to speak about the research before deciding, 
please contact me at: 
 
Katrin Lehmann 
R&D Research Fellow 
Bamford Centre for Mental Health & Wellbeing 
 Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418     
 
 
Thank you! 
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Focus group information: IRAS 2205370- version1: 21.03.17 (final version) 

 

Information Sheet for Young Person/ Adult – Focus 

Groups 

Hello. My name is Katrin Lehmann.  
I am currently undertaking a research PhD at Ulster University looking at care for 
young people and adults with gender dysphoria who attend specialist gender 
services. Before this, I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 
attend specialist gender services and even less about individuals who do not attend 
services. This study wants to find out about the experiences of young people over 
16 years and adults in Northern Ireland who are distressed about their gender. It is 
hoped that the findings of the study will help service providers develop policy and 
practice to ensure the best possible services for young people and adults with 
gender dysphoria. 
 
Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by the Belfast Health and Social Care Trust and Ulster University, 
Coleraine.  
 
Who has approved this study? 
This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee.  This study has been given consent to proceed by the 
Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 
Belfast Health and Social Care Trust.  
 
Why am I being invited to take part? 
You are being invited to take part in this study because you are 16 years old or older, 
experience distress about your gender and do not attend specialist gender services 
in Northern Ireland.  
 
Do I have to take part? 
No. It is completely up to you. Even if you do decide to take part, you can change 
your mind at any time and withdraw from the research, without giving a reason.  

 
 
 
What would I have to do?  
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What are the possible benefits of taking part? 
Although there are no direct benefits for you personally, it will give you an opportunity 
to share how you are feeling and what it`s like for you to be distressed about your 
gender.  
I also hope that you will enjoy taking part in the study. People taking part in research 
often tell us that they find it helpful to talk to someone other than their family about 
what life is like for them and to tell their story.  
 
Are there any disadvantages? 
Taking part in research will take up some of your time but I will do my best to facilitate 
the discussion at a convenient time and place.  
Before I started this study, I worked with young people with gender dysphoria so I 
will understand that there may be some topics or experiences that are difficult to talk 
about. If you become upset during the discussion, you can take a break or stop the 
process completely. You can choose if you would like me to let someone close to 
you know that you have been upset. I can also provide you with information about 
counselling support if you feel that this would be helpful.  
 
Can I change my mind later? 
You can choose to stop your involvement in the study at any time. I will give you a 
choice about whether I destroy the information you have already given me. You may 
provide the reason(s) for leaving the study, but it is not required. You can contact 
me or my supervisor by phone or e-mail to withdraw from the study.  
 
Who will know I am taking part in the study? 
Participation in this study is confidential but you can tell anyone you like about taking 
part in the study. 
 
Will the information I give be kept confidential?  
Yes. All the information you give will be treated with respect  
and kept strictly confidential. The transcribed focus group discussion 
will be stored securely in a locked filing cabinet on university premises. 
The only time I might have to tell someone else about what you say is if I think you 
or someone else might be at risk of being hurt. If possible, I will talk with you first 
about who to tell to keep you and others safe.  
 
What happens to the information I give? 
Your name won`t be attached to any forms or transcriptions. Your personal details 
will be stored securely for 6 – 12 months before being destroyed unless you wish 
otherwise. 
 
 
Who will see the information I give? 
My three supervisors and the research advisory group will see the information you 
give. Your name will be removed before I share anything with them. The focus group 
recording will be transcribed anonymously by a professional transcriber with 

I would like you to take part in a focus group discussion with 
6-8 other young people and adults. We would meet once for 
this discussion. This focus group discussion will be 
facilitated in a community or voluntary service base. The 
discussion will last between 30-60 minutes. With your 
permission, I will tape record our discussions to help me 
remember what we talk about.  
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experience in health and social care research. My supervisors and the advisory 
group help check that the study is being carried out correctly and give advice about 
how it could be improved. The research can also be viewed by the sponsoring 
organisations and regulatory authorities, but your name will be removed.  
 
Can I see the information I have given? 
Yes. As a study participant, you have the right to check that the information you have 
given.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, all 
the study information will be brought together in a report that will make 
recommendations 
about what might help improve specialist gender services care for young 
people and adults. You can ask for a copy of any presentation or report. 
 
What if there’s a problem?  
If you have any problems or concerns about any aspect of this study, you can speak 
to me and I will do my best to answer your questions and find solutions to the 
problem. You can contact me directly on:  


 +44 (0) 28 7012 4418    
lehmann-k@email.ulster.ac.uk 
 
 

If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  
 
Professor Gerry Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418  
g.leavey@ulster.ac.uk 
 
 
What happens now? 
You can take some time to think about whether you want to take part and talk to your 
family or friends.  
If you decide you would like to take part, please complete the consent form enclosed 
with this information sheet and return it to me in the stamped, self-addressed 
envelope provided. Remember you can withdraw from the study at any time without 
giving a reason. 
 
If you would like to ask some questions about the research first, please contact me 
at: 
Katrin Lehmann 
R&D Research Fellow 
C/O Fiona Harkin 
Bamford Centre for Mental Health & Wellbeing 
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Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418     
 
 
Thank you! 
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Adult information Stage 2: IRAS 2205370- version 3: 12.06.17 (final version) 

Information Sheet for Adults- Stage 2 

Hello. My name is Katrin Lehmann.  
 
I am currently undertaking a research PhD at Ulster University looking at care for 
young people and adults with gender dysphoria who attend specialist gender 
services. Before this I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 
attend specialist gender services. I would like to know more about the experiences 
of young people over 16 years and adults in Northern Ireland who are concerned 
about their gender. It is hoped that the findings of the study will help service providers 
develop policy and practice to ensure the best possible services for young people 
and adults with gender dysphoria. We know from other research studies that 
individuals who attend specialist gender services can be very diverse in relation to 
their mental health and also in relation to whether they have autism or autism traits. 
As part of this study I would like to understand how this diversity impacts on 
accessing help from specialist gender services. This study does not provide 
additional labels or diagnoses- I would like to understand if additional mental health 
needs or autism/ autism traits impact on a person`s journey through specialist 
gender services in Northern Ireland. In order to do this, I would like to compare the 
experiences of individuals with autism/ autism traits with the experiences of others. 
I will also look at a number of additional mental health factors which could impact on 
a person`s pathway to specialist gender services.  
 
Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by Ulster University, Coleraine. While Ulster University has provided 
indemnity insurance for the study, it is not indemnified for non-negligent harm. 
Therefore legal liability does not arise where a person suffers harm, but no-one has 
acted negligently. 
 
Who has approved this study? 
This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee.  This study has been given consent to proceed by the 
Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 
Belfast Health and Social Care Trust. Your clinical team is fully informed of this study 
and agrees that you may take part if you wish. 
 
 
Why am I being invited to take part? 
You are being invited to take part in this study because you are over 18 years old, 
experience distress about your gender and attend specialist gender services in 
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Northern Ireland.  Over 40 young people and adults in total will take part in this stage 
of the study.   
 
Do I have to take part? 
No. It is completely up to you. If you decide not to take part, this decision will not 
affect the care or treatment you receive in any way. Even if you do decide to take 
part, you can change your mind at any time and withdraw from the research, without 
giving a reason.  
 
What would I have to do?  

 
 
 
 
What are the possible benefits of taking part? 
Although there are no direct benefits for you personally, it will give you an opportunity 
to share how you are feeling and what it`s like for you to be distressed about your 
gender.  
I also hope that you will enjoy taking part in the study. People taking part in research 
often tell us that they find it helpful to talk to someone other than their family about 
what life is like for them and to tell their story.  
 
Are there any disadvantages? 
Taking part in research will take up some of your time but I will meet with you at a 
time and place that suits you best.  
Before I started this study, I worked with young people with gender dysphoria so I 
will understand that there may be some topics or experiences that are difficult to talk 
about. If you become upset at any point, you can take a break or stop the process 
completely. If you highlight anything in the interview which puts you or another 
person at risk, I will discuss this further with you. Where possible, we will decide 
together how best to support you. A disclosure of a criminal offence, or of a risk of 
serious harm to the person or others will be passed on to the relevant parties.  
 
Can I change my mind later? 
You can choose to stop your involvement in the study at any time, at which point 
you can decide whether or not to destroy the material you have already provided. 
You may provide the reason(s) for leaving the study, but this is not required. You 
can contact me or my supervisor by phone or e-mail to withdraw from the study.  
 
Who will know I am taking part in the study? 
Your clinical team will be informed if you are taking part in the study. They will not 
however be told what you share with me. You can tell anyone you like about taking 
part in the study. 
 
Will the information I give be kept confidential?  
Yes. All the information you give will be kept strictly confidential. Once you have 
consented to take part in the study you will be given a unique study identification 
number. The document containing names and unique identification numbers will be 
accessible only by me and will be kept securely at your clinical service. This means 

I would like to interview you about your experiences of 
specialist gender services. We would meet once for the 
interview. This meeting can take place at the gender identity 
service, at home – or somewhere that would suit you best. 
This meeting will last between 30-60 minutes and you can 
have a friend, carer or relative with you if you wish. With your 
permission, I will tape record the interview to help me 
remember what we talk about.  
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that any personal information which could identify you does not leave your clinical 
service office. Your taped interview and transcription will only include your study 
identification number not your name and will be stored securely in a locked filing 
cabinet on university premises. The transcribed interview will be analysed by my two 
supervisors and myself on university premises, they will not have access to any 
information which identifies you. Any potentially identifiable details, such as 
descriptions of a rare event or rare physical illness will be removed from the data to 
protect your anonymity. If you would like more information about this, you can look 
at the data management protocol for the study.  
 
What happens to the information I give? 
You will be given a unique identification number once you consent to take part in the 
study. Your name won`t be attached to any forms. The document containing your 
personal details linking you to the unique identification (kept securely on trust 
premises) will be stored securely for 6 – 12 months after the study has been 
completed, before being destroyed unless you wish otherwise. 
 
Who will see the information I give? 
I will be the only person who has access to the document linking your personal 
information to the unique study identification number. As I mentioned above my two 
supervisors will see the information you have given. The supervisory group will only 
have access to the information once it has been anonymised and analysed further. 
My supervisors and the advisory group help check that the study is being carried out 
correctly and give advice about how it could be improved. The anonymised research 
data can also be viewed by the sponsoring organisations and regulatory authorities.   
 
Can I see the information I have given? 
Yes. As a study participant, you have the right to examine the information you have 
provided.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, all 
the study information will be brought together in a report that will make 
recommendations about what might help improve specialist gender services care 
for young people and adults. You can ask for a copy of any presentation or report. 
 
What if there’s a problem?  
If you have any problems or concerns about any aspect of this study, you can speak 
to me and I will do my best to answer your questions and find solutions to the 
problem. You can contact me directly on:  




 +44 (0) 28 7012 4418    
lehmann-k@email.ulster.ac.uk 
 

If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  
 
Professor Gerard Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
Ulster University 
Cromore Road 
Coleraine 
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BT52 1SA 

 +44 (0) 28 7012 4418  
g.leavey@ulster.ac.uk 
 
What happens now? 
Please take some time to think about whether you want to take part, and talk to your 
family, friends or clinical team.  
If you decide you would like to take part, please complete the consent form enclosed 
with this information sheet and return it to me in the stamped, self-addressed 
envelope provided. Remember you can withdraw from the study at any time without 
giving a reason. 
 
If you would like to speak about the research before deciding, please contact me at: 
Katrin Lehmann 
R&D Research Fellow 
Bamford Centre for Mental Health & Wellbeing 
Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418     
 
 
Thank you! 
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Young Person information Stage 2: IRAS 2205370- version 3: 12.06.17 (final 

version) 

Information Sheet for Young People- Stage 2 

Hello. My name is Katrin Lehmann.  
 
I am currently undertaking a research PhD at Ulster University looking at care for 
young people and adults with gender dysphoria who attend specialist gender 
services. Before this I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 

attend specialist gender services. I would like to know more about the experiences 

of young people over 16 years and adults in Northern Ireland who are concerned 

about their gender. It is hoped that the findings of the study will help service providers 

develop policy and practice to ensure the best possible services for young people 

and adults with gender dysphoria. We know from other research studies that 

individuals who attend specialist gender services can be very diverse in relation to 

their mental health and also in relation to whether they have autism or autism traits. 

As part of this study I would like to understand how this diversity impacts on 

accessing help from specialist gender services. This study does not provide 

additional labels or diagnoses- I would like to understand if additional mental health 

needs or autism/ autism traits impact on a person`s journey through specialist 

gender services in Northern Ireland. In order to do this I would like to compare the 

experiences of individuals with autism/ autism traits with the experiences of others. 

I will also look at a number of additional mental health factors which could impact on 

a person`s pathway to specialist gender services.  

Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by Ulster University, Coleraine. While Ulster University has provided  
indemnity insurance for the study, it is not indemnified for non-negligent harm. 
Therefore legal liability does not arise where a person suffers harm but no-one has 
acted negligently. 
 
Who has approved this study? 
This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee.  This study has been given consent to proceed by the 
Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 
Belfast Health and Social Care Trust. Your clinical team is fully informed of this study 
and agrees that you may take part if you wish. 
 
Why am I being invited to take part? 
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You are being invited to take part in this study because you are aged between 16 
and 18 years, experience distress about your gender and attend specialist gender 
services in Northern Ireland.  Over 40 young people and adults in total will take part 
in this stage of the study.   
 
Do I have to take part? 
No. It is completely up to you. If you decide not to take part, this decision will not 
affect the care or treatment you receive in any way. Even if you do decide to take 
part, you can change your mind at any time and withdraw from the research, without 
giving a reason.  
 
What would I have to do?  

 
 
 
 
What are the possible benefits of taking part? 
Although there are no direct benefits for you personally, it will give you an opportunity 
to share how you are feeling and what it`s like for you to be distressed about your 
gender. I also hope that you will enjoy taking part in the study. People taking part in 
research often tell us that they find it helpful to talk to someone other than their family 
about what life is like for them and to tell their story.  
 
Are there any disadvantages? 
Taking part in research will take up some of your time but I will meet with you at a 
time and place that suits you best.  
Before I started this study, I worked with young people with gender dysphoria so I 
will understand that there may be some topics or experiences that are difficult to talk 
about. If you become upset at any point, you can take a break or stop the process 
completely. You can choose if you would like me to let someone close to you know 
that you have been upset. I can also provide you with information about counselling 
support if you feel that this would be helpful.  
If you highlight anything during the interview which puts you or another person at 
risk I will discuss this further with you. Where possible, we will decide together how 
best to support you. A disclosure of a criminal offence, or of a risk of serious harm 
to the person or others will be passed on to the relevant parties.  
 
Can I change my mind later? 
You can choose to stop your involvement in the study at any time, at which point 
you can decide whether or not to destroy the material you have already provided. 
You may provide the reason(s) for leaving the study, but this is not required. You 
can contact me or my supervisor by phone or e-mail to withdraw from the study.  
 
 
Who will know I am taking part in the study? 
Your clinical team will be informed if you are taking part in the study. They will not 
however be told what you share with me. You can tell anyone you like about taking 
part in the study. It might be helpful to speak to your parent or carer about the study 

I would like to interview you about your experiences of 
specialist gender services. We would meet once for the 
interview. This meeting can take place at the gender identity 
service, at home – or somewhere that would suit you best. 
This meeting will last between 30-60 minutes and you can 
have a friend, carer or relative with you if you wish. With your 
permission, I will tape record the interview to help me 
remember what we talk about.  
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and you may wish for them to accompany you when you meet me but this is not a 
requirement. 
 
Will the information I give be kept confidential?  
Yes. All the information you give will be kept strictly confidential. Once you have 
consented to take part in the study you will be given a unique study identification 
number. The document containing names and unique identification numbers will be 
accessible only by me and will be kept securely at your clinical service. This means 
that any personal information which could identify you does not leave your clinical 
service office. Your taped interview and transcription will only include your study 
identification number not your name and will be stored securely in a locked filing 
cabinet on university premises. The transcribed interview will be analysed by my two 
supervisors and myself on university premises, they will not have access to any 
information which identifies you. Any potentially identifiable details, such as 
descriptions of a rare event or rare physical illness will be removed from the data to 
protect your anonymity. If you would like more information about this you can look 
at the data management protocol for the study.  
 
What happens to the information I give? 
You will be given a unique identification number once you consent to take part in the 
study. Your name won`t be attached to any forms. The document containing your 
personal details linking you to the unique identification (kept securely on trust 
premises) will be stored securely for 6 – 12 months after the study has been 
completed, before being destroyed unless you wish otherwise. 
 
Who will see the information I give? 
I will be the only person who has access to the document linking your personal 
information to the unique study identification number. As I mentioned above my two 
supervisors  will see the information you have given. The supervisory group will only 
have access to the information once it has been anonymised and analysed further. 
My supervisors and the advisory group help check that the study is being carried out 
correctly and give advice about how it could be improved. The anonymised research 
data can also be viewed by the sponsoring organisations and regulatory authorities.   
 
Can I see the information I have given? 
Yes. As a study participant, you have the right to examine the information you have 
provided.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, all 
the study information will be brought together in a report that will make 
recommendations 
about what might help improve specialist gender services care for young people 
and adults. You can ask for a copy of any presentation or report. 
 
 
What if there’s a problem?  
If you have any problems or concerns about any aspect of this study, you can speak 
to me and I will do my best to answer your questions and find solutions to the 
problem. You can contact me directly on:  
 +44 (0) 28 7012 4418     

 lehmann-k@email.ulster.ac.uk 
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If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  
 
Professor Gerard Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

 +44 (0) 28 7012 4418  
g.leavey@ulster.ac.uk 
 
What happens now? 
Please take some time to think about whether you want to take part, and talk to your 
family, friends or clinical team.  
If you decide you would like to take part, please complete the consent form enclosed 
with this information sheet and return it to me in the stamped, self-addressed 
envelope provided. Remember you can withdraw from the study at any time without 
giving a reason. 
 
If you would like to speak about the research before deciding, please contact me at: 
Katrin Lehmann 
R&D Research Fellow 
Bamford Centre for Mental Health & Wellbeing 
Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

  
 +44 (0) 28 7012 4418     
 
 
Thank you! 

 
 

                                             
 

 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Carer information Stage 2: IRAS 2205370- version 3: 12.06.17 (final version) 

Information Sheet for Primary Carers- Stage 2 

 

Hello. My name is Katrin Lehmann.  
 
I am currently undertaking a research PhD at the Ulster University looking at care 
for young people and adults with gender dysphoria who attend specialist gender 
services. Before this I worked with young people who are distressed about their 
gender at the Knowing Our Identity Service (KOI). 
 
What is the study about? 
Research tells us very little about the experiences of young people and adults who 

attend specialist gender services. I would like to know more about the experiences 

of young people over 16 years and adults in Northern Ireland who are concerned 

about their gender. It is hoped that the findings of the study will help service providers 

develop policy and practice to ensure the best possible services for young people 

and adults with gender dysphoria. We know from other research studies that 

individuals who attend specialist gender services can be very diverse in relation to 

their mental health and also in relation to whether they have autism or autism traits. 

As part of this study I would like to understand how this diversity impacts on 

accessing help from specialist gender services. This study does not provide 

additional labels or diagnoses- I would like to understand if additional mental health 

needs or autism/ autism traits impact on a person`s journey through specialist 

gender services in Northern Ireland. In order to do this I would like to compare the 

experiences of individuals with autism/ autism traits with the experiences of others. 

I will also look at a number of additional mental health factors which could impact on 

a person`s pathway to specialist gender services.  

Who is organising and funding the research? 
This study is funded by the Research and Development Office, Public Health Agency 
and sponsored by Ulster University, Coleraine. While Ulster University has provided 
indemnity insurance for the study, it is not indemnified for non-negligent harm. 
Therefore legal liability does not arise where a person suffers harm but no-one has 
acted negligently. 
 
Why has my young person been invited to take part? 
You are the primary carer of a young person who is eligible to participate in this 
study. Over 40 young people and adults in Northern Ireland will be invited to take 
part in this stage of the study.   
 
 
Who has approved this study? 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 

 

 

 

 

 

 

 

 



359 
 

This research has been reviewed by an independent group of people who sit on a 
Research Ethics Committee.  This study has been given consent to proceed by the 
Research Ethics Committee in Northern Ireland, Ulster University, Coleraine and the 
Belfast Health and Social Care Trust. Your young person`s clinical team is fully 
informed of this study and agrees that they may take part if they wish. 
 
Do they have to take part? 
No. It is completely up to them. If they decide not to take part, this decision will not 
affect the care or treatment they receive in any way. Even if they do decide to take 
part, they can change their mind at any time and withdraw from the research, without 
giving a reason.  
 
What would they have to do?  

 
 
 
 
What are the possible benefits of taking part? 
Although there are no direct benefits for your young person, it will give them an 
opportunity to share how they are feeling and what it is like for them to have gender 
dysphoria. Their input may help improve our understanding of the right care for other 
young people with gender dysphoria.   
 
Are there any disadvantages? 
Taking part in research will take up some of their time and maybe also your time but 
I will meet with them (and you) at a time and place that suits them best.  
Before I started this study, I worked with young people with gender dysphoria and 
their families, so I will understand that there may be some topics or experiences that 
are difficult. If they become upset at any point, they can take a break or stop the 
process completely. I can also provide information about counselling support if you 
or they feel that this would be helpful.  
If they highlight anything in the questionnaires which puts them or another person at 
risk I will discuss this further with them. Where possible, we will decide together how 
best to support them. A disclosure of a criminal offence, or of a risk of serious harm 
to the person or others will be passed on to the relevant parties.  
 
Can they change their mind later? 
The young person can choose to stop their involvement in the study at any time, at 
which point they can decide whether or not to destroy the material they have already 
provided. Your young person may provide the reason(s) for leaving the study, but 
this is not required. Your young person can contact me or my supervisor by phone 
or e-mail to withdraw from the study.  
 
Will the information they give be kept confidential?  
Yes. All the information they give will be kept strictly confidential. Once they have 
consented to take part in the study they will be given a unique study identification 
number. The document containing names and unique identification numbers will be 
accessible only by me and will be kept securely at their clinical service. This means 
that any personal information which could identify them does not leave their clinical 

I would like to interview them about their experiences of 
specialist gender services. We would meet once for the 
interview. This meeting can take place at the gender identity 
service, at home – or somewhere that would suit your young 
person. This meeting will last between 30-60 minutes and 
they can have a friend, carer or relative with them if they 
wish. With their permission, I will tape record the interview to 
help me remember what we talk about.  
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service office. Their taped interview and transcription will only include their study 
identification number not their name and will be stored securely in a locked filing 
cabinet on university premises. The transcribed interview will be analysed by my two 
supervisors and myself on university premises, they  will not have access to any 
information which identifies your young person. Any potentially identifiable details, 
such as descriptions of a rare event or rare physical illness will be removed from the 
data to protect their anonymity. If they would like more information about this they 
can look at the data management protocol for the study.  
 
What happens to the information they give? 
Your young person will be given a unique identification number once they consent 
to take part in the study. Their name won`t be attached to any forms. The document 
containing their personal details linking them to the unique identification (kept 
securely on trust premises) will be stored securely for 6 – 12 months after the study 
has been completed, before being destroyed unless they wish otherwise. 
 
Who will see the information your young person gives? 
I will be the only person who has access to the document linking their personal 
information to the unique study identification number. As I mentioned above my two 
supervisors will see the information they have given. The supervisory group will only 
have access to the information once it has been anonymised and analysed further. 
My supervisors and the advisory group help check that the study is being carried out 
correctly and give advice about how it could be improved. The anonymised research 
data can also be viewed by the sponsoring organisations and regulatory authorities.   
 
Can my young person see the information they have given during the 
interview? 
Yes. As a study participant, your young person has the right to examine the 
information they have provided.  
 
What happens to the results of the study? 
It is intended that the study findings will help professionals and policy makers 
improve the care of young people and adults with gender dysphoria. To do this, all 
the study information will be brought together in a report that will make 
recommendations about what might help improve specialist gender services care 
for young people and adults in Northern Ireland. Your young person can ask for a 
copy of any presentation or report. 
 
What if there’s a problem?  
If you or your young person have any problems or concerns about any aspect of this 
study, you can speak to me and I will do my best to answer your questions and find 
solutions to the problem. You can contact me directly on:  


 +44 (0) 28 7012 4418     
lehmann-k@email.ulster.ac.uk 
 

If you are still unhappy and want to make a formal complaint, you can do this by 
contacting my main supervisor:  
 
Professor Gerard Leavey 
Bamford Centre for Mental Health & Wellbeing 
Room G214 
Ulster University 
Cromore Road 
Coleraine 

mailto:lehmann-k@email.ulster.ac.uk
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BT52 1SA 

 +44 (0) 28 7012 4418    
g.leavey@ulster.ac.uk 
 
What happens now? 
Please take some time with your young person to think about whether they want to 
take part. If they decide they would like to take part, please remind them to complete 
the consent form enclosed with this information sheet and return it to me in the 
stamped, self-addressed envelope provided.  
 
Remember they can withdraw from the study at any time without giving a reason. 
If you or your young person would like to speak about the research before deciding, 
please contact me at: 
 
Katrin Lehmann 
R&D Research Fellow 
Bamford Centre for Mental Health & Wellbeing 
Room G214 

Ulster University 
Cromore Road 
Coleraine 
BT52 1SA 

 +44 (0) 28 7012 4418     
 
Thank you! 
 
 
 

                                                    

 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html


362 
 

Appendix 6: REC reference: amendment  

 

  

    Office for Research Ethics Committees  
Northern Ireland                      (ORECNI)  

    

Customer Care & Performance Directorate  
Unit 5, Lissue Industrial Estate West  

Rathdown Walk  
Moira Road  

Lisburn  
BT28 2RF  

Tel: 028 95361400  
      www.orecni.hscni.net  

HSC REC B  

  

 Please note: This is the favourable  opinion of the REC only and does  not allow 

the amendment to be  implemented   at NHS sites in  England until the outcome 

of the  HRA assessment has been 
 
confirmed.   

   

  

06 November 2017  
  

Ms Katrin Lehmann  
The Bamford Centre  
Ulster University, Coleraine Campus  
Cromore Road, Coleraine  
BT52 1SA  
  

Dear Ms Lehmann  
  

Study title:  GIFTS STUDY- Gender Identity Finding and Transforming 
Services Gender Dysphoria- prevalence, experiences and 
pathways for people with Autism and Autism traits in 
Northern Ireland.  

REC reference:  17/NI/0069  
Protocol number:  17/0017  
Amendment number:  Amendment #1, 26/10/2017  
Amendment date:  31 October 2017  
IRAS project ID:  220537  
  

The above amendment was reviewed on 06 November 2017 by the Sub-

Committee in correspondence.   
  

Ethical opinion  
  

The members of the Committee taking part in the review gave a favourable ethical 

opinion of the amendment on the basis described in the notice of amendment 

form and supporting documentation.  

http://www.orecni.hscni.net/
http://www.orecni.hscni.net/
http://www.orecni.hscni.net/
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Approved documents  
  

The documents reviewed and approved at the meeting were:  
  

Document    Version    Date    

Notice of Substantial Amendment (non-CTIMP)   Amendment 
#1  
26/10/2017   

 31 October 2017   

Research protocol or project proposal   2   26 October 2017   

Validated questionnaire [RAADS-R]      26 October 2017   

  

Membership of the Committee  
  

The members of the Committee who took part in the review are listed on the 

attached sheet.  
  

Working with NHS Care Organisations  
  

Sponsors should ensure that they notify the R&D office for the relevant NHS care 

organisation of this amendment in line with the terms detailed in the categorisation 

email issued by the lead nation for the study.  
  

Statement of compliance  
  

The Committee is constituted in accordance with the Governance Arrangements for 
Research Ethics Committees and complies fully with the Standard Operating 
Procedures for Research Ethics Committees in the UK.  

  

We are pleased to welcome researchers and R & D staff at our Research Ethics 

Committee members’ training days – see details at http://www.hra.nhs.uk/hra-

training/   
  

17/NI/0069:                                   Please quote this number on all correspondence  

  

Yours sincerely  

  

pp Dr Sarah Anne  Moorhead Vice-Chair – Chair of the 
Meeting  
  

E-mail: recb@hscni.net  
  

  

http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
http://www.hra.nhs.uk/hra-training/
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Enclosures:  

  

List of names and professions of members who took part in the 
review  

Copy to:   Ms Alison  Murphy, Belfast Health & Social Care Trust Ms 
Katrin Lehmann  

HSC REC B  
  

Attendance at Sub-Committee of the REC meeting on 06 

November 2017  
  

   

Committee Members:   
  

Name    Profession    Present     Notes    

Dr Sarah Anne  Moorhead  
(Chair)  

Lecturer in Health &  
Interpersonal  
Communication   

Yes       

Mr Leon O'Hagan   Pharmacist   Yes       

   

Also in attendance:   
  

Name    Position (or reason for attending)    

Ms Jane Keenan   REC B Manager   
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Appendix 7: Amendment Belfast trust governance (HSC Trust 
reference: 16204GL-SP) 
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Appendix 8: RAADS- R (Ritvo et al., 2011) 
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Appendix 9: RAADS- 14 (Eriksson et al., 2013) 
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Appendix 10: Data management process 

  
 

What happens to the information I give to the researcher? 

 
In the interest of protecting your privacy and confidentiality, this process describes 
the requirements for assigning identifiers to study participants’ data and the creation, 
use and storage of key files and logs. 
 
Confidentiality:  
 
I have an ethical and legal responsibility to safeguard your information, from 
unauthorized access, use, disclosure, modification, loss or theft. 
 
 
Identifiable or ‘Personal’ Information:    

  
• Directly identifying information: for example, your name, address, telephone 

number, email address) 

• Indirectly identifying information: information which could identify you through 
a combination of indirect identifiers: for example: (personal characteristics or 
where you work)  

• Anonymized information- information is irrevocably stripped of direct 
identifiers (there is no possibility of re-linkage) 

• Anonymous information-information never had identifiers. 
 
 
 
 
 
 
 
 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 

 

 

 

 

 

 

 

 

https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwivuPL3_MbTAhXDhRoKHfEbDGoQjRwIBw&url=http://findicons.com/icon/217428/locked&psig=AFQjCNFhy_bElcJomw5fl76nwXKZkOwrsQ&ust=1493462715603427
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Important terms:                                                                              
 
Unique Study Identifier (Code): a unique combination of numbers and/or letters 
used to identify a study participant. 
Key file: a means of linking a unique study identifier with any information that 
identifies an individual. 
Privacy: Your right to be free from intrusion or interference by others. 
Security: Measures taken to protect information. It includes physical, administrative 
and technical safeguards. 
  
 
GIFTS Study process: 
 
Your clinician from the Gender Identity Service approaches you to tell you 
about the study. 

 
 
 
 
If you are happy to get more information your clinician will ask you to complete 
a consent form which says that you are happy to be contacted by the 
researcher about the study.  

 
 
 
The researcher meets with you to discuss the study and you consent to take 
part in the study. As part of the study you consent to allow the researcher to 

look at your clinical notes.  
 
 
The researcher looks at your clinical notes to check information about your 
pathway to the service and any medical diagnoses. The researcher will limit 
the collection of personal data to that which is necessary to achieve the 
research objectives only 
 
 
 

https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwiw6rWJgMfTAhWIBBoKHZ17D2cQjRwIBw&url=http://successfully-speaking.com/professional-and-public-speaking-skills/&psig=AFQjCNGAMjGoa-2pXeaGzTkw3KCvK__uOg&ust=1493463618865560
https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjwxJOLg8fTAhXGVRoKHTztCGcQjRwIBw&url=https://www.thehunt.com/finds/PhFkBj-ok---google-search&psig=AFQjCNHa4fxHIoaWnrrGXZNM7iOg5WasgQ&ust=1493464485616137
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The researcher assigns a unique identifier to you. Any information from your 
clinical notes will be recorded using your unique identifier not your name.  
A unique study identifier is NOT derived from or related to any personal 
identifier of the participant such as: 

1. Name, initials, reverse initials, first or last three letters of the 
participant’s name; 

2. DOB (in full or in part);    
3. Address, phone number, email address 

 

 
 
 
Key files and consent forms will be encrypted or stored on a secured server 
and kept separately from other research data that could potentially link the 
two. Hard copy key files and consent forms will be stored in locked cabinets 
in locked offices and kept separately from other research data that could 
potentially link the two. Any personal information does not leave the Gender 
Identity Service Office. Access to key files and consent forms and screening 
logs is restricted to researcher only. All personal information will be destroyed 
6-12 months after the study. 

 
 
 
 
All other study-related documentation will contain NO information that would 
allow the participant to be identified. Unique study identifiers will be used to 
collect and store research participant data. Electronic data files of data with 
unique study identifiers will be encrypted or stored on a secured server. Hard 
copy files of data with unique study identifiers will be stored in locked cabinets 
in locked offices.  
 
 
 

 
 
  

 

https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjl7L30g8fTAhVJWBoKHasbCG4QjRwIBw&url=https://play.google.com/store/apps/details?id%3Dcom.redphx.deviceid&psig=AFQjCNGF-lmP7NlSZoxDN87VcdpzfJLkmA&ust=1493464728361183
https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwi7j_r5hMfTAhXIIMAKHTAsDR8QjRwIBw&url=http://www.newsonair.org/locked-file-cabinet/&psig=AFQjCNGy0Tb1z3KIvNojWn54vkHsAcgR6Q&ust=1493465035810377
http://www.belfasttrust.hscni.net/index.html
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Appendix 11: GDPR compliance notice  

 

ULSTER UNIVERSITY RESEARCH GOVERNANCE  

Formal privacy notice for research participants (to be hosted on Res Gov web pages) 

 

GDPR/Data Protection Act Privacy Notice – Research Participants  

 

How we use your personal information 

 

1. Why have I been directed to this webpage? 
 

 The purpose of this notice is to supplement the project-specific information that 

you have already been given (for example on a participant information sheet or a consent 

form) in connection with your participation in a research study run by researchers at Ulster 

University. The information below – which we are obliged by law to provide – applies to all 

studies and projects that we run. If there is any contradiction between this general 

information and the specific information that you have already been given, the specific 

information takes precedence. 

 

2. Who will process my personal information? 
 

 The information published here applies to the use of your personal information by 

Ulster University, including its Departments, Schools and Research Centres/Units. You have 

already been told if you are participating in a research study being run by the University in 

collaboration with other organisations, such as other universities or hospitals. 

 

 You have already been told about the types of personal information we will use in 

connection with the specific research study or project you are participating in and (where 

applicable) its sources, any data sharing or international transfer arrangements, and any 

automated decision-making that affects you. 

 

3. What is the purpose and legal basis of the processing? 
 

 As a publicly-funded university, we have to ensure that it is in the public interest 

when we use personally-identifiable information from people who have agreed to take part 

in research. This means that when you agree to take part in a research study, we will use 

your data in the ways needed to conduct and analyse the research study. Therefore, in 
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general terms, we use your personal information (including, where appropriate, sensitive 

personal information) to carry out academic and/or translational research in the public 

interest. 

 

 On occasions, we may have asked for your consent to use your personal 

information for research purposes. If we asked for your consent, you can withdraw this at 

any time; you should have already been told how to do this but if not, or if you are in doubt, 

please use the contact details below. Please note that your consent to use your personal 

information is separate from your ethical consent to participate in a particular research 

study. 

 

 You are not legally or contractually obliged to supply us with your personal 

information for research purposes. 

 

4. How can I access my personal information? 
 

 Various rights under data protection legislation, including the right to access 

personal information that is held about you, are qualified or do not apply when personal 

information is processed solely in a research or archival context. This is because fulfilling 

them might adversely affect the integrity of, and the public benefits arising from, the 

research study or project. 

 

 The full list of (qualified or inapplicable) rights is: the right to access the personal 

information that is held about you by the University, the right to ask us to correct any 

inaccurate personal information we hold about you, to delete personal information, or 

otherwise restrict our processing, or to object to processing (including the receipt of direct 

marketing) or to receive an electronic copy of the personal information you provided to us. 

 

 If you have any questions regarding your rights in this context, please use the 

contact details below. 

 

5. How long is my information kept? 
 

 You have already been told about the long-term use (and, where applicable, re-use) 

and retention of your personal information in connection with the specific research study 

or project you are participating in. General information about how long different types of 

information are retained by the University is published in the retention schedules on our 

website. 
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6. Who can I contact? 
 

 If you have any questions about the particular research study you are participating 

in, please use the contact details you have already been given. 

 If you have any general questions about how your personal information is used by 

the University, or wish to exercise any of your rights, please consult the University’s data 

protection webpages at https://www.ulster.ac.uk/about/governance/compliance/gdpr 

 If you need further assistance, please contact the University’s Data Protection 

Officer at e.mullan@ulster.ac.uk 

 

7. How do I complain? 
 

 If you are not happy with the way your information is being handled, or with the 

response received from us, you have the right to lodge a complaint with the Information 

Commissioner’s Office. 

 

 

__________________________________________________________ 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

mailto:e.mullan@ulster.ac.uk
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Appendix 12: Child protection concerns 

   Child Protection Process Information 

 
This information sheet provides guidance in relation to the Child Protection Process 
based on current guidance provided by the Belfast Trust (2014).  
 
What do we mean by a Child?  
A child is a person under the age of 18 years. However, we must also  consider the 
wellbeing and risks to children who have not yet been born.   
 
What is Child Abuse?  
It occurs when someone fails to prevent serious harm to a child. It is most likely to 
be carried out by someone known to the child or family - for example, a parent, 
another relative, family friend or someone within a work/club context who has contact 
with children. Abuse can happen in all parts of society.  

 
Types of Abuse:  
 
Physical: includes deliberate physical injury or the wilful or neglectful failure to 
prevent physical injury or suffering. This may include hurting or injuring a child, 
poisoning, confinement to a room or cot, or inappropriately giving drugs to control 
behaviour;  
 
Emotional: repeatedly rejecting children, humiliating or denying their worth to the 
extent that it causes severe and persistent adverse effects on their development;  
 
Neglect: The persistent lack of appropriate care of children, including love, 
stimulation, safety, nourishment, warmth, education and medical attention; and 
 
Sexual: involves forcing a child or young person to take part in sexual activities. This 
may include direct contact or non-contact activity such as engaging a child or young 
person to taking sexually explicit photographs that are then sent or displayed via 
social media.  
 
Other Types of Abuse:  
We are living and working in an ever changing environment and our understanding 
of some aspects of abuse is still developing.   
 
Child Sexual Exploitation: a form of sexual abuse that involves the manipulation 
and/or coercion of young people into sexual activity in exchange for gifts, money, 
accommodation, affection or status. It may involve supplying the young person with 
alcohol and/or drugs and many people, including the child, might consider the 
relationship to be consensual. Sex with a child aged 13 and under is unlawful.  

GIFTS - 

Gender Identity - Finding and 

Transforming Services 
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Abuse Linked to Belief: this may be associated with a belief in spirit possession and 
involve rituals or witchcraft.   
 
Female Genital Mutilation: a form of child abuse and violence against women and 
children.  
 
Child Victims of Human Trafficking  
 
Forced Marriage: a marriage conducted without the valid consent of one or both 
parties and where duress is a factor.  
 
Honour Based Violence: A collection of practices used to control behaviour within 
the family or other social groups to protect perceived cultural and religious beliefs 
and/or honour. Such violence can occur when people perceive that a relative has 
shamed the family and/or community by breaking their honour code.  
 
Domestic Violence in teenage relationships  
 
Safeguarding Children is everyone’s responsibility:  
All children and young people have the right to be protected and kept safe from harm 
from others. The Belfast Health & Social Care Trust has a statutory responsibility to 
safeguard the welfare of children and young people and we all have a role in 
ensuring children and young people are safeguarded from abuse.  
 
What is my role as a researcher?  
As a researcher I have a responsibility to report any concerns about the welfare of 
children and young people, initially  with the clinical team based at the Knowing Our 
Identity Service (KOI) and the service manager. I cannot keep information which 
puts young people or others at risk confidential. 
 
If I believe or suspect that a child, young person or unborn baby is suffering, or likely 
to suffer, significant harm I must immediately refer the matter to the Gateway 
Service, Regional Emergency Social Work Service or Police.   
 
Gateway Services: Monday – Friday (9 am to 5 pm) (excluding public and bank 
holidays) Tel No: 028 90 507000  Duty Social Worker, 110 Saintfield Road, Belfast   
 
Regional Emergency Social Work Service: Urgent need help outside office hours. 
Tel No: 02895049999.  
 
Social Workers have a legal duty to investigate the circumstances leading to the 
referral. Both Gateway and Regional Service have the responsibility of seeing and 
talking to the child or young person within 24 hours of receiving a child protection 
referral.    
 
Police Service: 24hrs Non-Emergency Number  Tel No: 101  
 
What will the researcher do? 
If possible I will tell the parents and young person that I intend to make a referral. If 
I feel unable to have this conversation or believe that such a discussion would 
increase the risks for the child or someone else I will discuss this with the Duty Social 
Worker. The overriding consideration is protection from harm and the promotion of 
the young person`s best interests. To ensure a young gets the best possible help:  
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• The researcher will give as much information as possible about the young 
person and their family/carer.  

• The researcher will describe any concerns in detail and let the Duty Social 
Worker know if there are other things they should be aware of, for example, 
immediate risks for the young person or any other child.   

• Following an initial discussion of concerns the researcher will complete a 
referral to Gateway using the Understanding Needs of Children in Northern 
Ireland (UNOCINI) framework.  

 
 
What will happen to the young person and their family?  
When the researcher contacts a Duty Social Worker they will check whether the 
young person is already known to the Social Services. If the information indicates 
that the young person may be suffering, or likely to suffer, significant harm the young 
person will be seen and spoken to within 24 hours.  
All other referrals will be assessed within 20 working days. Sometimes it quickly 
becomes clear that there is nothing to worry about, but if concerns remain about the 
welfare of the young person, social workers may, for example:  
 

• Take immediate legal action to secure the safety of the young person.  

• Provide support, help or advice to the family.  

• Offer to provide a service to the young person or family (for example help 
with child care) and, where necessary, refer to another agency for support.   

• The researcher will receive an acknowledgement of the referral but due to 
the confidential nature of this work, the researcher may not be kept informed 
about how the matter has proceeded.  
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Appendix 13: Vulnerable adult concerns 

   Adult Protection Process Information 
 
Who is a vulnerable adult? 
A vulnerable adult is a person aged 18 years or over who is, or may be: (a) in need 
of community care services; (b) resident in a continuing care facility by reason of 
mental or other disability, age or illness; or (c) unable to take care of or protect 
themselves against significant harm or exploitation. Adults assessed by the Trust as 
eligible for a service from one of the service groups are therefore defined as 
vulnerable. This includes adults with physical, sensory and mental impairments and 
learning disabilities no matter how these have arisen – i.e. whether present from 
birth or due to advancing age, chronic illness or injury.    
  
However, if there is an issue of alleged or suspected abuse, the Belfast Trust 
is committed to provide advice and guidance to potential vulnerable adults 
irrespective of whether they match a specific service area/programme of care.  
 
What is abuse? 
The physical, psychological, emotional, financial or sexual maltreatment or neglect 
of a vulnerable adult by another person. This may be a single act or repeated over 
a period, and may take a single or multiple forms. A lack of appropriate action can 
also be classed as abuse. Abuse occurs in a relationship where there is an 
expectation of trust and can be perpetrated by someone in breach of that trust who 
has influence over the life of a dependant, whether they be formal or informal carers, 
staff, family members or others. It can also occur outside such a relationship. 
  
Forms of abuse can be categorised as follows:   

 physical abuse (including inappropriate restraint or use of medication)   
 sexual abuse  
 psychological abuse  
 financial or material abuse  
 neglect and acts of omission  
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SEVEN KEY STAGES OF ADULT PROTECTION PROCESS 
 
Stage 1     Alert           ASP I 
                              Selection 1 
 
 
 
Stage 2              Referral                 ASP I 
           
                     Selection 

1+2 
 
 
Stage 3 Screening    ASP I 

Section 3  
ASP2 
Acknowl
edgemen
t 

 
 
Stage 4                         Investigation and Risk                  ASP3 +ASP4+ASP7          
            Assessment & Human Rights         

 
 

Stage 5    Protection Planning         ASP 5 
 
 
 
Stage 6    Decision Making Strategy               ASP6 +ASP7+ ASP8 

Case Discussion/Case  
Conference/ 
Family/Review Meetings  

 
 
Stage 7    Transfer or Closure          ASP 9   
 
 
 
 

 
 

The Adult Protection Process has been discussed with the manager of the Adult 

Gender Identity Service (Brackenburn Clinic). Based on their experience the service 

manager highlighted that disclosures of earlier trauma were likely. Any disclosure of 

abuse or concerns about potential abuse/harm made by an adult fall under the remit 

of the Belfast Health and Social Care Trust Adult Protection Policy & Procedures 

2013.  

How will disclosures be managed? 

Any disclosures made as part of the research will be managed under this remit. The 

researcher will explain the adult safeguarding process to the participant and provide 

written information about the process. The adult protection process has six stages: 

Alert, Referral, Screening, Investigation, Risk Assessment and Human Rights. The 

researcher has a responsibility to be alert to the possibility of abuse, to recognise 



384 
 

abusive situations, and in such situations where there are concerns, to report this 

immediately to the Service Manager at Brackenburn Clinic. In case of suspected 

abuse, the Service Manager will check that the vulnerable adult’s immediate needs 

are being met, i.e. that there is no immediate danger and if required prompt medical 

assistance/assessment will be sought.  If the vulnerable adult is in immediate 

danger, urgent action to protect the individual will be taken.  

What will the researcher do? 

If required the researcher has a responsibility to alert the service manager of the 

Adult Gender Identity Service of any adult protection concerns. The researcher will 

complete the first stage of the adult protection process highlighted in red in the above 

diagram:  

• the researcher will complete Section 1 of the Adult Safeguarding ASP1 form 

and forward this to the service manager within the designated time frame;  

• the service manager will process the referral and agree one of the following 

actions - (a) No further action under Adult Protection Procedures; (b) Referral 

to the Quality Assurance Team (Older People and PHSD POC); (c) Further 

screening / information required prior to a decision being made or Referral to 

Designated Officer for screening under Adult Protection Procedures.  

• The participant will be informed of the decision taken by the service manager. 

If further stages in the adult protection process are required this will be 

undertaken by Belfast Trust staff.  
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385 
 

Appendix 14: Public interest disclosures 

  

Confidentiality/ Breaches of Confidentiality/ Public Interest 

Disclosures 

 

What is confidential information?  

As part of the study you allow me to gather, sensitive information relating to your 

health and other matters as part of you seeking treatment at the specialist gender 

service. You expect that I will respect your privacy and act appropriately. Information 

that can identify you must not be used or disclosed for purposes other than research 

without your explicit consent, some other legal basis, or where there is a robust 

public interest or legal justification to do so.  

In contrast, anonymised information is not confidential and may be used with 

relatively few constraints.  

What does public interest mean?     

 

Disclosure of the information must result in public benefit; this is not the same as 

something being of interest to the public (e.g. a scandal).  

There could be situations in the study during which I may need to disclose 

confidential information for the benefit of the public. This is a complex process and 

needs to be considered carefully. Confidential information can only be disclosed in 

exceptional circumstances without consent for example to prevent serious harm or 

death to others.   

GIFTS- 
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https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjR9puz89HTAhUD8RQKHey4A6gQjRwIBw&url=http://www.leftfutures.org/2014/02/putting-public-interest-first-means-rejecting-tory-dogma-that-private-is-best/&psig=AFQjCNGqxQr7usCKC5rs0Gd07BnejHjh4w&ust=1493838266400489
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What will I do first?   

       

I will always do my best to speak to you about any concerns first and to get your 

consent for any disclosures I may need to make. If this is not possible I can 

consider disclosure of confidential information under very specific circumstances: 

• In order to disclose any confidential information this information needs to be 

in the public interest  

• AND the purpose of the disclosure cannot be achieved with anonymised 

information 

• AND there is no statutory basis for disclosure 

• AND you have not given consent because: the matter is urgent and I am 

unable to contact you, you have been asked for consent and refused or 

because you are a suspect under criminal investigation who should not be 

informed about this process  

  

 

 

 

 

 

 

 

 

 

 

 

https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwj5qOTr9dHTAhVCVhQKHWAqBKsQjRwIBw&url=https://clipartfox.com/categories/view/06cc3d406d01396e4b2a9c2b2d3e49657d0f7ca4/people-speaking-to-each-other-clipart.html&psig=AFQjCNEIPWLxEh0q6b6GCPyz5dyaCl-fqQ&ust=1493838927541118
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When might disclosure of confidential patient information without consent 

be justified in the public interest?  

What I need to do?      

 

1. Gathering of relevant information  

2. Is the disclosure justified under Public Interest Disclosure? 

3. Is the disclosure necessary to prevent, detect or prosecute serious crime? 

Confidential patient information can be disclosed in the public interest where that 

information can be used to prevent, detect, or prosecute, a serious crime.  

“Serious crime” is not clearly defined in law but will include crimes that cause 

serious physical or psychological harm to individuals.  This will certainly 

include murder, manslaughter, rape, treason, kidnapping, and child abuse 

or neglect causing significant harm and will likely include other crimes 

which carry a five-year minimum prison sentence but may also include 

other acts that have a high impact on the victim. On the other hand, theft, 

fraud or damage to property where loss or damage is not substantial are less 

likely to constitute a serious crime and as such may not warrant breach of 

confidential information, though proportionality is important here.  It may, for 

example, be possible to disclose some information about an individual’s 

involvement in crime without disclosing any clinical information.   

4. Would the disclosure serve another public interest? 

5. Confer with colleagues and weigh up public and individual`s interest in 

maintaining confidentiality against the public interest for disclosure 

6. Is disclosure clearly in the public interest? 

7. Seek advice from professional body/ indemnifying body or lawyers if time 

allows 

8. Can disclosure be justified as clearly in the public interest? 

9. If yes- inform individual and disclose information 

  

 

 

Confidentiality: NHS Code of Practice Supplementary Guidance: Public Interest 

Disclosures (2010) 

 

 

https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjktd6S9tHTAhXGUBQKHZD1CooQjRwIBw&url=http://dbclipart.com/police-clipart-image-21291/&psig=AFQjCNETTxuih360JFX8RbvyhdXlu6Xrjw&ust=1493838993350549
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Appendix 15: Thank you leaflet 

 

 

 

 

Thank you very much for taking the time to participate in the GIFTS Study.  

What is the study about again? 

The GIFTS study looks at the diverse experiences of adolescents and adults in 

Northern Ireland wo attend specialist gender services.  As part of this study you have 

completed several questionnaires about your mental health and some 

questionnaires in relation to autism/ autism features.  

Has anything about my care changed?      

As you know this study does not give labels or diagnoses- we all present with unique 

strengths and weaknesses. The GIFTS study aims to provide understanding about 

whether there are advantages or disadvantages for individuals with autism/ autism 

traits when they attend specialist gender services. This information has been 

gathered for research purposes only. Your current care and treatment at the 

specialist gender service has not changed in any way because of this research.  

GIFTS- 
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https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwi__9q9rdPTAhWEuxQKHXH9CaIQjRwIBw&url=http://www.intentsoft.com/solutions/case-study-financial-services/&psig=AFQjCNH533weQXxMlwIFek0lYxyWW_WLhw&ust=1493888200735880


389 
 

Why is this information important?    

 

Your contribution provides much needed information about how individual`s 

experience specialist gender services. Gathering this type of information from many 

people provides evidence about how services are experienced and whether services 

need to be delivered differently in the future. This is the first time this type of 

information is gathered in Northern Ireland and your contribution to the research 

study is greatly appreciated.  

 

What if I have concerns or feel upset about any aspect of the study? 

  

We all have times in our lives when we feel a bit down, miserable or even that that 
we can’t cope. Completing some of the questionnaires or talking to the researcher 
might have left you feeling sad or upset. If this has happened I am very sorry- the 
study was never intended to upset you.  

If you are feeling upset after taking part in the research you might wish to talk to a 
friend or family member. You can also get further support from the specialist gender 
service, your GP or other services available in Northern Ireland. The minding your 
head website (http://www.mindingyourhead.info/) provides signposting to a range of 
services in Northern Ireland. Minding Your Head does not provide crisis intervention 
or counselling, but they can signpost you to access urgent help. 

What if I need to contact the researcher?  
If you have any problems or concerns about any aspect of this study, you can speak 
to me and I will do my best to answer your questions and find solutions to the 
problem. You can contact me directly on:  
 +44 (0) 28 7012 4418     

  
 lehmann-k@email.ulster.ac.uk 
 
Thank you again for your participation. 

                                             

http://www.mindingyourhead.info/
https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjKjc7TrdPTAhVBDxQKHXzsCm8QjRwIBw&url=http://www.chronicle.com/blogs/linguafranca/2013/05/22/more-importantly/&psig=AFQjCNF55odbhAoCHJTvFqZzolOqUguNGA&ust=1493888270051049
https://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwixy7eprtPTAhXG1hQKHU9uDKEQjRwIBw&url=http://www.emoji.co.uk/view/38/&psig=AFQjCNFizLVxT8ozWjn1w1BJw9HGg6ISAA&ust=1493888454832559
http://www.belfasttrust.hscni.net/index.html
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Appendix 16: Consent to be contacted by researcher 

Adult consent to be contacted by researcher IRAS 2205370- version 1: 

12.05.17 (final version) 

 

 

ADULT (over 18 YEARS) CONSENT TO BE CONTACTED BY RESEARCHER 

Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann  

  

(Please initial boxes)     

1. I give permission for the researcher to contact me to inform me of the 
research study above. This does not mean that I have to agree to 
participate in the study.   

 

2. I understand that my consent for the researcher to contact me about this 
study is voluntary and my medical, social care, or legal rights will not be 
affected in any way if I refuse.  

 

3. I understand that my contact details below will be stored securely in a 
locked filing cabinet on university premises and handled confidentially.   

  

 

 My contact details are:  

Tel.  ......................................................  

E-mail……………………………………. 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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.......................................  ............................................................... 

Name of Adult   Signature          Date  

  

.......................................  .............................................   ................  

Name of Professional    Signature                    Date  

 

 

                                                                           

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Young Person consent to be contacted by researcher IRAS 2205370- 

version 1: 12.05.17 (final version) 

 

 

YOUNG PERSON (16-18 YEARS) CONSENT TO BE CONTACTED BY 
RESEARCHER 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann  

  

(Please initial boxes)     

1. I give permission for the researcher to contact me to inform me of the 
research study above. This does not mean that I have to agree to participate 
in the study.   

 

2. I understand that my consent for the researcher to contact me about this 
study is voluntary and my medical, social care, or legal rights will not be 
affected in any way if I refuse.  

 

3. I understand that my contact details below will be stored securely in a locked 
filing cabinet on university premises and handled confidentially.   

  

 

 My contact details are:  

Tel.  ......................................................  

E-mail…………………………………….. 

  

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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.......................................  ............................................................... 

Name of Young Person  Signature      Date  

  

.......................................  .............................................   ................  

Name of Professional   Signature        Date  

 

 

                                                                           

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Young Person/ Adult consent to be contacted by researcher for focus 

group IRAS 2205370- version 1: 12.05.17 (final version) 

 

 

ADULT/ YOUNG PERSON (over 16 YEARS) CONSENT TO BE CONTACTED BY 
RESEARCHER FOR FOCUS GROUP 

Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann  

(Please initial boxes)     

4. I give permission for the researcher to contact me to inform me of the 
research study above. This does not mean that I have to agree to participate 
in the study.   

 

5. I understand that my consent for the researcher to contact me about this 
study is voluntary and my medical, social care, or legal rights will not be 
affected in any way if I refuse.  

 

6. I understand that my contact details below will be stored securely in a locked 
filing cabinet on university premises and handled confidentially.   

 

 My contact details are:  

Tel.  ......................................................  

E-mail……………………………………. 

 

  

 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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.......................................  ............................................................... 

Name of Young Person/Adult  Signature          Date  

  

My preferred time for a focus group would be: (please indicate by tick) 

 Monday Tuesday Wednesday Thursday Friday Saturday Sunday 

Morning  

 

      

Afternoon  

 

      

Evening  

 

      

 

My preferred venue for a focus group would be: (please indicate by tick) 

Belfast Area  

Western Area (Derry/ Londonderry; 
Omagh) 

 

Southern Area (Portadown; Newry; 
Armagh) 

 

 

                                                                           

 

  

http://www.belfasttrust.hscni.net/index.html
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Appendix 17: Young person and adult consent process 

 

  

Adult service user signposted by 
clinician to researcher as potential 

research participant 

Researcher contacts service user and 
explains Stage 1 of the study using the 

information sheet.  

Service user consents to study 

participation in Stage 1 of the Study. 

Service user withholds consent to study 
participation in Stage 1 of the study 

Service user participates in Stage 1 of 
the study. Researcher discusses Stage 2 

of the study.  

Exit 
 Study 

Exit 
 Study 

 Recruitment & Consent process for adults (over 18 years) 

Clinician requests service user’s 
permission for researcher to contact 

the service user 

Adult service user gives consent to be 
contacted 

Service user withholds consent to be 
contacted  

Exit 
Study 

 

Adult withholds consent to be contacted by 
researcher about Stage 2 of the study. 

 

Adult service user consents to study 
participation in Stage 2. 

 

Researcher contacts adult service user 
and explains about Stage 2 of the 
study using the information sheet.  

 

Adult  withholds consent to study 
participation in Stage 2 of the study. 

 

Exit 
Study 

 

Exit 
Study 
 

Adult gives consent to be contacted 

about Stage 2 of the study. 

Service user withholds consent to study 
participation in Stage 1 of the study 
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Young person signposted by clinician to 
researcher as potential 

research participant 

Researcher contacts young person and 
explains Stage 1 of the  study using the 
information sheet. Researcher provides 

carer/ parent information sheet for 
Stage 1 of the study. 

Young person consents to study participation 
in Stage 1 of the study 

Young person withholds consent to 
study participation in Stage 1 of the 

study 

Young person participates in Stage 1 of 
the study. Researcher discusses Stage 2 

of the study.  

Exit 
 Study 

Exit 
 Study 

Young person consents to study 
participation in Stage 2. 

 

Young person withholds consent to be 
contacted by researcher about Stage 2 of the 

study 

 

Recruitment & Consent process for young people (16-18 years) 

Exit 
Study 

 

Clinician requests young person’s 
permission for researcher to contact 

the young person 

Researcher contacts young person and 
explains about Stage 2 of the  study using 

the information sheet. Researcher provides 
carer/ parent information sheet for Stage 2 

of the study. 

 

Young person gives consent to be 
contacted 

Young person withholds consent to study 
participation in Stage 2 of the study 

 

Exit 
Study 

 

Young person withholds consent to be 
contacted  

Young person gives consent to be 

contacted about Stage 2 of the study 

Young person withholds consent to 
study participation in Stage 1 of the 

study 

Exit 
Study 
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Appendix 18: Consent forms adolescent and adult (stages 1 and 2) 

and community sample 

Adult consent form stage 1: version 1. 21.03.17 

 

ADULT (over 18 YEARS) CONSENT FOR STAGE 1 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for STAGE 
1 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason, and without my medical, 
social care, or legal rights being affected in any way.  

 

3. I understand that the researcher collates information from my completed 
questionnaires.   

 

4. I understand that the written information collected during the study will be 
seen by the researcher, the supervisory team and research reference 
group. The research may also be audited by the sponsoring organisations 
or regulating authorities. I give permission for these individuals to have 
access to this material. My name will be removed from any material.  

 

5. I understand that this written information may be used in reports or 
presentations, for example quotations, but my name will not be used.  

 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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6. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

7. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

8. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

9. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

10. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

11. I agree to take part in the above study.  

  

.......................................  .............................................   ..................  

Name of Adult    Signature          Date  

 .......................................  .............................................   ................  

Name of Researcher    Signature          Date  

 

 When completed: 1 copy for the participant; 1 copy (original) for the researcher  

 

                                                                                                                              

http://www.belfasttrust.hscni.net/index.html
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Adult consent form stage 1: version 2. 12.05.17 

 

ADULT (over 18 YEARS) CONSENT FOR STAGE 1 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for STAGE 
1 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I have received the data management process information leaflet and 
understand that the researcher looks at my clinical notes to check information 
about my pathway to the service and any medical diagnoses. The researcher 
will limit the collection of personal data to that which is necessary to achieve 
the research objectives only. 
 

4. I understand that the researcher collates information from my completed 
questionnaires.   

 

5. I understand that the written information collected during the study will be 
seen by the researcher, the supervisory team and research reference group. 
The research may also be audited by the sponsoring organisations or 
regulating authorities. I give permission for these individuals to have access 
to this material. My name will be removed from any material.  

 

6. I understand that this written information may be used in reports or 
presentations, for example quotations, but my name will not be used.  

GIFTS- 

Gender Identity- Finding and 
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7. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

12. I agree to take part in the above study.  

  

.......................................  .............................................   ..................  

Name of Adult    Signature          Date  

 

 .......................................  .............................................   ................  

Name of Researcher    Signature          Date  

 When completed: 1 copy for the participant; 1 copy (original) for the researcher 

                                                                           

 

 

http://www.belfasttrust.hscni.net/index.html
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Adult consent form stage 1: version 3. 12.06.17 (final version) 

 

ADULT (over 18 YEARS) CONSENT FOR STAGE 1 

Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understood the information sheet for STAGE 
1 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily. 

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way. 

 

3. I have received the data management process information leaflet and 
understand that the researcher looks at my clinical notes to check information 
about my pathway to the service and any medical diagnoses. The researcher 
will limit the collection of personal data to that which is necessary to achieve 
the research objectives only. 

 

4. I understand the data management process including the assignment of a 
unique study identifier, who has access to my information and how my 
information will be analysed and stored securely. I understand written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group but only the researcher has 
access to the document linking my personal information to the unique study 
identification number. I give permission for these individuals to have access 
to this material. 

 

5. I understand that my anonymised written information may be used in reports 
or presentations, for example quotations. 

GIFTS- 
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6. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

7. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

8. I understand if I highlight anything which puts me or another person at risk, 
the researcher will discuss this further with me. Where possible, we will 
decide together about additional support. A disclosure of a criminal offence, 
or of a risk of serious harm to the person or others will be passed on to the 
relevant parties. 

 

9. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.  

 

10. I agree to take part in the above study.  

 

 

.......................................  .............................................   .................. 

Name of Adult   Signature          Date 

 

.......................................  .............................................   ................ 

Name of Researcher    Signature          Date 

 

When completed: 1 copy for the participant; 1 copy (original) for the researcher 
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Young Person consent form stage 1: version 1. 21.03.17  

 

YOUNG PERSON (16-18 YEARS) CONSENT FOR STAGE 1 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for STAGE 
1 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I understand that the researcher will collate information from my completed 
questionnaires.   

 

4. I understand that the written information collected during the study will be 
seen by the researcher, the supervisory team and research reference group. 
The research may also be audited by the sponsoring organisations or 
regulating authorities. I give permission for these individuals to have access 
to this material. My name will be removed from any material.  

 

5. I understand that this written information may be used in reports  
6. or presentations, for example quotations, but my name will not be used.  

 

7. I agree to my clinical team (and parent or guardian) being informed of my 
participation in this study but they will not be told what I talk about.  
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8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

12. I agree to take part in the above study.  

  

.......................................  .............................................   ..................  

Name of Young Person  Signature      Date  

  

 .......................................  .............................................   ................  

Name of Researcher   Signature      Date  

  

 When completed: 1 copy for the participant; 1 copy (original) for the researcher  
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Young Person consent form stage 1: version 2. 12.05.17  

 

YOUNG PERSON (16-18 YEARS) CONSENT FOR STAGE 1 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for STAGE 
1 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I have received the data management process information leaflet and 
understand that the researcher looks at my clinical notes to check information 
about my pathway to the service and any medical diagnoses. The researcher 
will limit the collection of personal data to that which is necessary to achieve 
the research objectives only. 
 

4. I understand that the researcher will collate information from my completed 
questionnaires.   

 

5. I understand that the written information collected during the study will be 
seen by the researcher, the supervisory team and research reference group. 
The research may also be audited by the sponsoring organisations or 
regulating authorities. I give permission for these individuals to have access 
to this material. My name will be removed from any material.  
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6. I understand that this written information may be used in reports or 
presentations, for example quotations, but my name will not be used.  

 

7. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

12. I agree to take part in the above study.  

 

......................................  .............................................   ..................  

Name of Young Person  Signature      Date  

 .......................................  .............................................   ................  

Name of Researcher   Signature      Date  

 When completed: 1 copy for the participant; 1 copy (original) for the researcher  

 

                                                                           

http://www.belfasttrust.hscni.net/index.html
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Young Person consent form stage 1: version 3. 12.06.17 (final version) 

 

YOUNG PERSON (16-18 YEARS) CONSENT FOR STAGE 1 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understood the information sheet for STAGE 
1 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I have received the data management process information leaflet and 
understand that the researcher looks at my clinical notes to check information 
about my pathway to the service and any medical diagnoses. The researcher 
will limit the collection of personal data to that which is necessary to achieve 
the research objectives only. 
 

4. I understand the data management process including the assignment of a 
unique study identifier, who has access to my information and how my 
information will be analysed and stored securely. I understand written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group but only the researcher has 
access to the document linking my personal information to the unique study 
identification number. I give permission for these individuals to have access 
to this material. 

 

5. I understand that my anonymised written information may be used in reports 
or presentations, for example quotations. 
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6. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

7. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

8. I understand if I highlight anything which puts me or another person at risk, 
the researcher will discuss this further with me. Where possible, we will 
decide together about additional support. A disclosure of a criminal offence, 
or of a risk of serious harm to the person or others will be passed on to the 
relevant parties. 

 

9. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.  

 

10. I agree to take part in the above study.  

 

.......................................  .............................................   ..................  

Name of Young Person Signature      Date  

  

 .......................................  .............................................   ................  

Name of Researcher   Signature      Date  

  

When completed: 1 copy for the participant; 1 copy (original) for the researcher  
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Adult consent form stage 2: version 1. 21.03.17  

 

ADULT (over 18 YEARS) CONSENT FOR STAGE 2 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for STAGE 
2 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I understand that the researcher will audio record my interview.  

 

4. I understand that the researcher will collate information from my transcribed 
interview and notes taken during the interview.   

 

5. I understand that the interviews will be transcribed anonymously. Written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group. The research may also be 
audited by the sponsoring organisations or regulating authorities. I give 
permission for these individuals to have access to this material. My name will 
be removed from any material.  
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6. I understand that this written or transcribed information may be used in 
reports or presentations, for example quotations, but my name will not be 
used.  

 

7. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

12. I agree to take part in the above study.   

.......................................  .............................................   ..................  

Name of Adult    Signature         Date  

 .......................................  .............................................   ................  

Name of Researcher    Signature         Date  

 When completed: 1 copy for the participant; 1 copy (original) for the researcher  

                                                                           

 

 

http://www.belfasttrust.hscni.net/index.html


412 
 

Adult consent form stage 2: version 2. 12.06.17 (final version) 

 

ADULT (over 18 YEARS) CONSENT FOR STAGE 2 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understood the information sheet for STAGE 
2 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to 
withdraw at any time without giving any reason, and without my medical, 
social care, or legal rights being affected in any way.  

 

3. I understand that the researcher will audio record my interview.  

 

4. I understand the data management process including the assignment of a 
unique study identifier, who has access to my information and how my 
information will be analysed and stored securely. I understand written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group but only the researcher has 
access to the document linking my personal information to the unique study 
identification number. I give permission for these individuals to have access 
to this material. 

 

5. I understand that the researcher will collate information from my transcribed 
interview and notes taken during the interview.   
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6. I understand that my anonymised written information may be used in reports 
or presentations, for example quotations. 

 

7. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand if I highlight anything which puts me or another person at risk, 
the researcher will discuss this further with me. Where possible, we will 
decide together about additional support. A disclosure of a criminal offence, 
or of a risk of serious harm to the person or others will be passed on to the 
relevant parties. 

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I agree to take part in the above study.   

.......................................  .............................................   ..................  

Name of Adult    Signature         Date  

 .......................................  .............................................   ................  

Name of Researcher    Signature         Date  

 When completed: 1 copy for the participant; 1 copy (original) for the researcher  

                                                                           

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Young Person consent form stage 2: version 1. 21.03.17  

 

YOUNG PERSON (16-18 YEARS) CONSENT FOR STAGE 2 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for STAGE 
2 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I understand that the researcher will audio record my interview.  

 

4. I understand that the researcher will collate information from my transcribed 
interview and notes taken during the interview.   

 

5. I understand that the interviews will be transcribed anonymously. Written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group. The research may also be 
audited by the sponsoring organisations or regulating authorities. I give 
permission for these individuals to have access to this material. My name will 
be removed from any material.  
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6. I understand that this written or transcribed information may be used in 
reports or presentations, for example quotations, but my name will not be 
used.  

 

7. I agree to my clinical team (and parent or guardian) being informed of my 
participation in this study but they will not be told what I talk about.  

 

8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

12. I agree to take part in the above study.  

.......................................  .............................................   ..................  

Name of Young Person Signature      Date  

 .......................................  .............................................   ................  

Name of Researcher   Signature      Date  

When completed: 1 copy for the participant; 1 copy (original) for the researcher  

                                                                           

 

 

http://www.belfasttrust.hscni.net/index.html
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Young Person consent form stage 2: version 3. 12.06.17 (final version) 

 

YOUNG PERSON (16-18 YEARS) CONSENT FOR STAGE 2 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understood the information sheet for STAGE 
2 of the study. I have had the opportunity to consider the information, ask 
questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I understand that the researcher will audio record my interview.  

 

4. I understand the data management process including the assignment of a 
unique study identifier, who has access to my information and how my 
information will be analysed and stored securely. I understand written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group but only the researcher has 
access to the document linking my personal information to the unique study 
identification number. I give permission for these individuals to have access 
to this material. 

 

5. I understand that the researcher will collate information from my transcribed 
interview and notes taken during the interview.   
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6. I understand that my anonymised written information may be used in reports 
or presentations, for example quotations. 

 

7. I agree to my clinical team being informed of my participation in this study 
but they will not be told what I talk about.  

 

8. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

9. I understand if I highlight anything which puts me or another person at risk, 
the researcher will discuss this further with me. Where possible, we will 
decide together about additional support. A disclosure of a criminal offence, 
or of a risk of serious harm to the person or others will be passed on to the 
relevant parties. 

 

10. I understand that I can have a friend, carer or relative with me during the 
completion of questionnaires if I wish.   

 

11. I agree to take part in the above study.   

 

 

.......................................  .............................................   ..................  

Name of Young Person Signature      Date  

 .......................................  .............................................   ................  

Name of Researcher   Signature      Date  

When completed: 1 copy for the participant; 1 copy (original) for the researcher  
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Young Person Adult consent form focus group: version 1. 21.03.17 

(final version) 

FOCUS GROUP YOUNG PERSON/ ADULT CONSENT 
FORM 

 Title of Project:   GIFTS  

Name of Researcher: Katrin Lehmann   

(Please initial boxes)  

1. I confirm that I have read and understand the information sheet for the focus 
groups of the study. I have had the opportunity to consider the information, 
ask questions and have had these questions answered satisfactorily.  

 

2. I understand that my participation is voluntary and that I am free to withdraw 
at any time without giving any reason, and without my medical, social care, 
or legal rights being affected in any way.  

 

3. I understand that the researcher will audio record the focus group.  

 

4. I understand that the researcher will collate information from the transcribed 
focus group and notes taken during the focus group.   

 

5. I understand that the focus groups will be transcribed anonymously. Written 
information collected during the study will be seen by the researcher, the 
supervisory team and research reference group. The research may also be 
audited by the sponsoring organisations or regulating authorities. I give 
permission for these individuals to have access to this material. My name will 
be removed from any material.  
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6. I understand that this written or transcribed information may be used in 
reports or presentations, for example quotations, but my name will not be 
used. 

7. I understand that if the researcher thinks there is something I say that may 
be important for my care, she will discuss this with me.  

 

8. I understand that the researcher will contact a designated person if she 
is worried about my safety or that of anyone else. Where possible, 
the researcher will speak to me before she does so.  

 

9. I understand that all the information I give will be handled with respect and 
in confidence and stored securely in a locked filing cabinet on university 
premises.    

 

10. I agree to take part in the above study.   

 

.......................................  .............................................   ..................  

Name of Young Person/ Adult  Signature         Date  

 

 .......................................  .............................................   ................  

Name of Researcher    Signature         Date  

  

 

When completed: 1 copy for the participant; 1 copy (original) for the researcher  

                                                                           

 

 

 

 

http://www.belfasttrust.hscni.net/index.html
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Appendix 19: Inclusion and exclusion criteria 

Inclusion/Exclusion Criteria for Young People and Adults Version 1: 21.03.17 

(final version) 

 

 

INCLUSION CRITERIA 

Young people and adults will be selected for inclusion in the study on the basis of: 

1.  Diagnosis: gender dysphoria 

 

2.  Age:  16 years and over  

 

3. Specialist Gender Services in Northern Ireland: Young people and adults 

in this study will be currently attending/ previously attended either of the two 

specialist gender services in Northern Ireland 

 

  

 

 

EXCLUSION CRITERIA 

 

 

1. Mental Capacity and Informed Consent: Young people/ adults who do not 

have the capacity to give informed consent. 

 

2. Mental health: Young people/ adults who appear to have severe cognitive 

impairment or currently experiencing psychotic symptoms.  
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Appendix 20: Sociodemographic questionnaire (service & community) 

 

Research tells us very little about the experiences of young people and adults who 
attend specialist gender services. This study wants to find out about the experiences 
of young people over 16 years and adults in Northern Ireland who are distressed 
about their gender. It is hoped that the findings of the study will help service providers 
develop policy and practice to ensure the best possible services for young people 
and adults with gender dysphoria. 
 
 
 
Thank you for taking the time to participate in this study. 
 
For this study, I will ask you to complete several questionnaires.  
 
Some questionnaires are very easy to complete on your own, others may require us 
to talk together; it will be more like an interview. 
 
Please let me know if you require the questionnaires in a different format or if I can 
do anything to make completing the questionnaires easier for you. There are no right 
or wrong answers. 
 
 
This first part just asks you to tell me a little bit about yourself: (please turn the page) 
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http://www.belfasttrust.hscni.net/index.html


422 
 

ID 
 

1. How old are you? 
Please write your age in years  
 in the box   
 
 

2. What is your postcode?  
Please write postcode in the box 
 
 

3. What gender were you assigned at birth, on your original birth 
certificate?   
 
Male        Female  
 
 

4. How do you describe yourself? (tick one)  
 

Male   
 

Female   
 

Female trans male/trans man  
 
Trans female/trans woman  
 
Genderqueer/gender non-conforming different identity (please state): 
 
 
 
 
 

5. What is your ethnic or cultural background?  
 

 
Please describe: 

  
 

6. What is the highest level of education/training which you have 
completed to date?  (e.g. ‘A’ Levels) 

 
  
 
 
 
 
 

7. Which religious denomination did you grow up in, if any? 

 
Please describe:   
 
 

ID 
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8.  Which religious denomination do you belong to now, if any? 
(or ‘atheist’, if applicable) 

 
Please describe:    

 

9. Does religion/ faith play a significant role in your life? (please indicate 

on the line) 

 

0   1  2  3  4  5 

Not important                   Extremely  
at all                    important 
 

10. What is/ was your father`s occupation? 

 Please describe: 

Please describe:  

 

 

11. What is/ was your mother`s occupation? 

 Please describe: 

Please describe:  

 

 

12. What is your occupation? 

Please describe: 

13. Please describe:  

14.  
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15. As you are probably aware, there are quite a lot stereotypes in relation 

to the sexual orientation of people from the trans* community, I would 

like to underdstand more about these sterotypes and how they fit or 

don’t fit with people’s conception of themselves. I know some people 

may find these questions somewhat intrusive but I would be grateful if 

you are able to answer them as best you can. However, if you prefer 

not to answer then that is fine too.  

How would you describe your sexual orientation currently? 

Please state:  

 

16. Who are you currently sexually attracted to? (please tick one box only) 

 

Only males 

 

Only females  

 

Usually males, but sometimes females 

 

Usually females, but sometimes males 

 

Both males and females equally 

 

 

Gender plays no role 

 

Asexual 

 

Prefer a gender other than male or female 

 

 

Unsure or other, write in description 

 

 

13.Have you ever experienced a change in who you are sexually attracted to? 

                   No       Yes 

 

If yes, please describe when did this change occur? Below are a number of 

transition points that some people find relevant in relation to a change in their 

sexuality but this may not apply to you.  

        Before I started any kind of physical intervention 

         

         After I started hormone blockers 
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                   After I started cross-sex hormones 

           

             After my first gender affirming surgery 

   

                    Other- please describe:  

 

14. When was the first time that you became aware of cross-gender 

feelings? 

Please state age:  

 

15. When did you first tell someone else about your cross-gender 

feelings? 

Please state age:  

 

 

 

16. Who did you first tell about your cross-gender feelings? 

Mother 

   

                Father 

 

                Brother 

                 

                 Sister 

   

                Friend 

 

                GP/ Health professional 

                  

            Other    Please describe:    
 

17. When was your first contact with the specialist gender service? 

Please state age:  

 

18. Who initiated contact with the specialist gender service? 

             Self 

                    Family 
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                    GP 

 

        Other  Please describe:  
 

 

19. When did you first receive a diagnosis of gender dysphoria? 

Please state age:  

 

20. Every persons transition journey is unique- please read the following 

answers and tick what is appropriate for you to-date. 

I do not wish to socially transition  

I have socially transitioned/ started my real life experience (please 

state date of social transition or real life experience  

 

  I do not wish to access hormonal interventions 

 

I have started hormone blockers (please state date hormone blockers 

were started)  

 

I have started cross-sex hormones (please state date cross-sex 

hormones were started  

   

  I do not wish to access surgical interventions 

I have had gender affirming surgery (please state date of first surgical 

procedure)    
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This study wants to find out about the experiences of young people over 16 years 
and adults in Northern Ireland who are distressed about their gender. It is hoped that 
the findings of the study will help service providers develop policy and practice to 
ensure the best possible services for young people and adults with gender 
dysphoria. 
 
Thank you for taking the time to participate in this focus group.  

 
What happens to the information I give to the researcher?  

  

 
All the information you give will be kept strictly confidential. Your completed form will 
be stored securely in a locked filing cabinet on university premises.  
I have an ethical and legal responsibility to safeguard your information, from 
unauthorized access, use, disclosure, modification, loss or theft. 
 

 
 
As part of this focus group I would like to know a little about you. (please turn the 
page). 
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firstD 
 

1.How old are you? 

Please write your age in years  
 in the box   
 
 

2. What gender were you assigned at birth, on your original birth 
certificate?   
 
Male         Female  
 
 

3. How do you describe yourself? (tick one)  
 

Male   
 

Female   
 

Female trans male/trans man  
 
Trans female/trans woman  
 
Genderqueer/gender non-conforming different identity (please state):  
 
 

 
 

4. What is the highest level of education/training which you have 
completed to date?  (e.g. ‘A’ Levels) 

 
  
 
 

5. As you are probably aware, there are quite a lot stereotypes in relation 

to the sexual orientation of people from the trans* community, I would 

like to underdstand more about these sterotypes and how they fit or 

don’t fit with people’s conception of themselves. I know some people 

may find these questions somewhat intrusive but I would be grateful if 

you are able to answer them as best you can. However, if you prefer 

not to answer then that is fine too.  

How would you describe your sexual orientation currently? 

Please state:  

 
 
 

Thank you for completing this form! 
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Appendix 21: Autism Quotient (AQ) 

 

 

The Adult Autism Spectrum Quotient (AQ)  

Ages 16+ 

 

SPECIMEN, FOR RESEARCH USE ONLY. 

For full details, please see: 

S. Baron-Cohen, S. Wheelwright, R. Skinner, J. Martin and E. Clubley, (2001) 

The Autism Spectrum Quotient (AQ) : Evidence from Asperger Syndrome/High 

Functioning Autism, Males and Females, Scientists and Mathematicians 

Journal of Autism and Developmental Disorders 31:5-17 

Name:...........................................     Sex:........................................... 

Date of birth:...................................     Today’s Date................................. 

How to fill out the questionnaire 

Below are a list of statements. Please read each statement very carefully and rate how 

strongly you agree or disagree with it by circling your answer. 

DO NOT MISS ANY STATEMENT OUT. 

Examples 

E1. I am willing to take risks. definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

E2. I like playing board games. definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

E3. I find learning to play musical instruments easy. definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

E4. I am fascinated by other cultures. definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 
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1. I prefer to do things with others rather than on 

my own. 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

2. I prefer to do things the same way over and 

over again. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

3. If I try to imagine something, I find it very easy 

to create a picture in my mind. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

4. I frequently get so strongly absorbed in one 

thing that I lose sight of other things. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

5. I often notice small sounds when others do not. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

6. I usually notice car number plates or similar 

strings of information. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

7. Other people frequently tell me that what I’ve 

said is impolite, even though I think it is polite. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

8. When I’m reading a story, I can easily imagine 

what the characters might look like. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

9. I am fascinated by dates. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

10. In a social group, I can easily keep track of 

several different people’s conversations. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

 

11. I find social situations easy. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 
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12. I tend to notice details that others do not. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

13. I would rather go to a library than a party. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

14. I find making up stories easy. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

15. I find myself drawn more strongly to people 

than to things. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

16. I tend to have very strong interests which I get 

upset about if I can’t pursue. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

17. I enjoy social chit-chat. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

18. When I talk, it isn’t always easy for others to get 

a word in edgeways. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

19. I am fascinated by numbers. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

20. When I’m reading a story, I find it difficult to 

work out the characters’ intentions. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

21. I don’t particularly enjoy reading fiction. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

22. I find it hard to make new friends. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 
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23. I notice patterns in things all the time. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

24. I would rather go to the theatre than a museum. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

25. It does not upset me if my daily routine is 

disturbed. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

26. I frequently find that I don’t know how to keep 

a conversation going. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

27. I find it easy to “read between the lines” when 

someone is talking to me. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

28. I usually concentrate more on the whole 

picture, rather than the small details. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

29. I am not very good at remembering phone 

numbers. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

30. I don’t usually notice small changes in a 

situation, or a person’s appearance. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

31. I know how to tell if someone listening to me is 

getting bored. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

32. I find it easy to do more than one thing at once. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

33. When I talk on the phone, I’m not sure when it’s 

my turn to speak. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

34. I enjoy doing things spontaneously. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 
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35. I am often the last to understand the point of a 

joke. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

36. I find it easy to work out what someone is 

thinking or feeling just by looking at their face. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

37. If there is an interruption, I can switch back to 

what I was doing very quickly.  

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

38. I am good at social chit-chat. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

39. People often tell me that I keep going on and on 

about the same thing. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

40. When I was young, I used to enjoy playing 

games involving pretending with other children. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

41. I like to collect information about categories of 

things (e.g. types of car, types of bird, types of 

train, types of plant, etc.). 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

42. I find it difficult to imagine what it would be like 

to be someone else. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

43. I like to plan any activities I participate in 

carefully. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

44. I enjoy social occasions. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

45. I find it difficult to work out people’s intentions. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 
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46. New situations make me anxious. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

47. I enjoy meeting new people. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

48. I am a good diplomat. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

49. I am not very good at remembering people’s 

date of birth. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

50. I find it very easy to play games with children 

that involve pretending. 

 

definitely 

agree 

slightly 

agree 

slightly 

disagree 

definitely 

disagree 

 

Developed by: 

The Autism Research Centre 

University of Cambridge 

 

 

 

© MRC-SBC/SJW Feb 1998 
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Appendix 22: Cambridge Behaviour Scale (Empathy Quotient- EQ) 

 

The Cambridge Behaviour Scale  

  

 Please fill in this information and then read the instructions below.  

  

 ALL INFORMATION REMAINS STRICTLY CONFIDENTIAL  

   

Name:...........................................................................…Sex:.........................

..   

Date of birth:....................................  Today’s date:..................................  

  

  

How to fill out the questionnaire  
Below are a list of statements. Please read each statement very carefully and rate 

how strongly you agree or disagree with it by circling your answer. There are no 

right or wrong answers, or trick questions.  

   

IN ORDER FOR THE SCALE TO BE VALID, YOU MUST ANSWER 

EVERY QUESTION.  

 Examples  

E1. I would be very upset if I couldn’t listen to music strongly slightly strongly every 

day. 
agree

 disagree disagree  
  

  

E2. I prefer to speak to my friends on the phone rather strongly slightly slightly strongly 

than write letters to them. 
agree 

agree disagree disagree  
  

  

E3. I have no desire to travel to different parts of the strongly slightly slightly strongly 

world.  
agree 

agree disagree disagree  
  

  

E4. I prefer to read than to dance.  strongly  slightly  slightly 

 strongly  
 agree  agree  disagree 

 disagree  
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1. I can easily tell if someone else wants to enter a conversation.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

2. I prefer animals to humans.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

3. I try to keep up with the current trends and fashions.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

4. I find it difficult to explain to others things that I understand easily, 

when they don't understand it first time.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

  

5. I dream most nights.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

6. I really enjoy caring for other people.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

7. I try to solve my own problems rather than discussing them with others.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

8. I find it hard to know what to do in a social situation.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

9. I am at my best first thing in the morning.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

10. People often tell me that I went too far in driving my point home in a 

discussion.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

11. It doesn't bother me too much if I am late meeting a friend.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

12. Friendships and relationships are just too difficult, so I tend not to 

bother with them.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

13. I would never break a law, no matter how minor.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  
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14. I often find it difficult to judge if something is rude strongly or polite.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

15. In a conversation, I tend to focus on my own  strongly  slightly  slightly  strongly  

 

thoughts rather than on what my listener might be agree thinking.  agree  disagree  disagree  

  

  

  

16. I prefer practical jokes to verbal humour.  strongly agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

17. I live life for today rather than the future.  strongly agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

18. When I was a child, I enjoyed cutting up worms to strongly see what would happen. 
agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

19. I can pick up quickly if someone says one thing but strongly means another.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

20. I tend to have very strong opinions about morality. strongly agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

21. It is hard for me to see why some things upset people so much.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

22. I find it easy to put myself in somebody else's shoes.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

23. I think that good manners are the most important thing a parent can 

teach their child.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

24. I like to do things on the spur of the moment.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

25. I am good at predicting how someone will feel.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

26. I am quick to spot when someone in a group is feeling awkward or 

uncomfortable.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

27. If I say something that someone else is offended by, I think that that's 

their problem, not mine.  

  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  
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28. If anyone asked me if I liked their haircut, I would strongly reply truthfully, even if I 

didn't like it.  agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

29. I can't always see why someone should have felt  strongly offended by a 

remark.  agree  

slightly 

agree  

slightly 

disagree  

strongly 

disagree  

  

  

30. People often tell me that I am very unpredictable.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

31. I enjoy being the centre of attention at any social gathering.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

32. Seeing people cry doesn't really upset me.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

33. I enjoy having discussions about politics.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

34. I am very blunt, which some people take to be rudeness, even though 

this is unintentional.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

35. I don’t tend to find social situations confusing.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

36. Other people tell me I am good at understanding how they are feeling 

and what they are thinking.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

37. When I talk to people, I tend to talk about their experiences rather than 

my own.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

38. It upsets me to see an animal in pain.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

39. I am able to make decisions without being influenced by people's 

feelings.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

40. I can't relax until I have done everything I had planned to do that day.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

41. I can easily tell if someone else is interested or bored with what I am 

saying.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  
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42. I get upset if I see people suffering on news programmes.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

43. Friends usually talk to me about their problems as they say that I am very 

understanding.  

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly 

disagree  

  

  

 

44. I can sense if I am intruding, even if the other strongly person doesn't tell me.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

45. I often start new hobbies but quickly become bored strongly with them and move 

on to something else.  agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

46. People sometimes tell me that I have gone too far strongly with teasing.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

47. I would be too nervous to go on a big strongly rollercoaster.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

48. Other people often say that I am insensitive,  strongly though I don’t always see 

why.  agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

  

49. If I see a stranger in a group, I think that it is up to strongly them to make an effort 

to join in. agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

50. I usually stay emotionally detached when watching strongly a film.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

51. I like to be very organised in day to day life and  strongly often make lists 

of the chores I have to do.  agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

52. I can tune into how someone else feels rapidly and strongly intuitively.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

53. I don't like to take risks.  strongly agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

54. I can easily work out what another person might strongly want to talk about.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

55. I can tell if someone is masking their true emotion. strongly agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  
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56. Before making a decision I always weigh up the  strongly pros and cons. 

 agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

57. I don't consciously work out the rules of social strongly situations.  agree  slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

58. I am good at predicting what someone will do.                                    strongly  slightly  slightly  strongly  

 agree  agree  disagree  disagree  

  

  

59. I tend to get emotionally involved with a friend's problems.  strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

60. I can usually appreciate the other person's viewpoint, even if I don't  

agree with it.  

  

Thank you for filling this questionnaire in.   

strongly 

agree  

slightly 

agree  

slightly 

disagree  

strongly  

disagree  

  

  

 MRC-SBC/SJW Feb 1999  
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Appendix 23: Hospital Anxiety & Depression Scale (HADS) 
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Appendix 24: Suicide Behaviour Questionnaire Revised (SBQR) 

Instructions 

Answer each question as honestly as you can. Circle one answer only for each question. 

~ ~ 

Question 1. Have you ever thought about or attempted to kill yourself? 

(circle one only) 

1 = Never  

2 = It was just a brief passing thought  

3a = I have had a plan at least once to kill myself but did not try to do it 

3b = I have had a plan at least once to kill myself and really wanted to die 4a = I have 

attempted to kill myself, but did not want to die 4b = I have attempted to kill myself, and 

really hoped to die 

~ ~ 

Question 2. How often have you thought about killing yourself in the past year? 

(circle one only) 

1 = Never  

2 = Rarely (1 time)  

3 = Sometimes (2 times)  

4 = Often (3-4 times)  

5 = Very Often (5 or more times) 

~ ~ 

Question 3. Have you ever told someone that you were going to commit suicide, or that you 

might do it? 

(circle one only) 

1 = No  

2a = Yes, at one time, but did not really want to die  

2b = Yes, at one time, and really wanted to die  

3a = Yes, more than once, but did not want to do it  

3b = Yes, more than once, and really wanted to do it 

~ ~ 

Question 4. How likely is it that you will attempt suicide someday? 

(circle one only) 

0 = Never  

1 = No chance at all  

2 = Rather unlikely  

3 = Unlikely  

4 = Likely  

5 = Rather likely  

6 = Very likely 
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Appendix 25: McClean Screening Instrument Borderline Personality 
Disorder (MSI-BPD)   

ZANARINI ET AL.A SCREENING MEASU RE FOR BPD  
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Appendix 26: Childhood Trauma and Recent Trauma Questionnaire 

 

Childhood Traumatic Events Scale 
For the following questions, answer each item that is relevant.  Be as honest as you can.  

Each question refers to any event that you may have experienced prior to the age 

of 17. 

1. Prior to the age of 17, did you experience a death of a very close friend or family 

member?________  If yes, how old were you?_________ 

If yes, how traumatic was this? (using a 7-point scale, where 1 = not at all traumatic, 

4 = somewhat traumatic, 7 = extremely traumatic)_________ 

If yes, how much did you confide in others about this traumatic experience at the 

time? (1 = not at all, 7 = a great deal)_________ 

2. Prior to the age of 17, was there a major upheaval between your parents (such as 

divorce, separation)?_________ If yes, how old were you?________ 

If yes, how traumatic was this? (where 7 = extremely traumatic)______ 

If yes, how much did you confide in others? (7 = a great deal)_______ 

3. Prior to the age of 17, did you have a traumatic sexual experience (raped, molested, 

etc.)?_______  If yes, how old were you?_______ 

If yes, how traumatic was this? (7 = extremely traumatic)_______ 

If yes, how much did you confide in others? (7 = a great deal)_______ 

4. Prior to the age of 17, were you the victim of violence (child abuse, mugged or 

assaulted -other than sexual)?______   If yes, how old were you?______ If yes, how 

traumatic was this? (7 = extremely traumatic)_______ 

If yes, how much did you confide in others? (7 = a great deal)_______ 

5. Prior to the age of 17, were you extremely ill or injured?______  If yes, how old were 

you?________ 

If yes, how traumatic was this? (7 = extremely traumatic)_______ 

If yes, how much did you confide in others? (7 = a great deal)_______ 

6. Prior to the age of 17, did you experience any other major upheaval that you think 

may have shaped your life or personality significantly?_______ If yes, how old were 

you?_______ 

If yes, what was the event?_______________________________________ 

If yes, how traumatic was this? (7 = extremely traumatic)_______ 

If yes, how much did you confide in others? (7 = a great deal)_______ 
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Recent Traumatic Events Scale 
For the following questions, again answer each item that is relevant and again be as honest 

as you can.  Each question refers to any event that you may have experienced within 

the last 3 years. 

1. Within the last 3 years, did you experience a death of a very close friend or family 

member? 

______ 

If yes, how traumatic was this? (1 = not at all traumatic, 7 = extremely 

traumatic)_______ 

If yes, how much did you confide in others about the experience at the time?  (1 = 

not at all, 7 = a great deal)______ 

2. Within the last 3 years, was there a major upheaval between you and your spouse 

(such as divorce, separation)?______ 

If yes, how traumatic was this?______ 

If yes, how much did you confide in others?_____ 

3. Within the last 3 years, did you have a traumatic sexual experience (raped, molested, 

etc.)?_____ 

If yes, how traumatic was this?_____ 

If yes, how much did you confide in others?_____ 

4. Within the last 3 years, were you the victim of violence (other than sexual)?______ 

If yes, how traumatic was this?_____ 

If yes, how much did you confide in others?______ 

5. Within the last 3 years, were you extremely ill or injured?_____ 

If yes, how traumatic was this?_____ 

If yes, how much did you confide in others?_____ 

6. Within the last 3 years, has there been a major change in the kind of work you do (e.g., 

a new job, promotion, demotion, lateral transfer)?_____ 

If yes, how traumatic was this?_____ 

If yes, how much did you confide in others?_____ 

7. Within the last 3 years, did you experience any other major upheaval that you think 

may have shaped your life or personality significantly?_____ 

If yes, what was the event?_______________________________________ 

If yes, how traumatic was this?_____ 

If yes, how much did you confide in others?_____ 
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Appendix 27: Explanatory demographic and mental health variables 

 

Questionnaire  Data items Recoded variables 

Demographic 

information 

Age 
 

a5g1_ (6 categories: 15-19 years,  20-24 years, 25-29 
years, 30-39 years, 40-49 years, 50+years) 
a5g2_ (4 categories: 15-19 years, 20-29 years, 30-49 
years, 50plus) 
agLE17_ (2 categories (0-17 years,>=18 years) 

Sex at birth dAssigned_sex_(male/female) 

Self -description dSelf_description_1_ (4 groups: male, female, 
transmale and transfemale, non-binary/queer) 

Highest education 
 

heqR_ (3 groups- no qualifications/ intermediate/ 
degree or higher) 

Religious denomination 
growing up 

relBrought_up_in_ (3 categories: catholic, protestant, 
other) 

Religious denomination now rel_now_ (3 categories: catholic, protestant, other) 

Role of faith dFaith_ (6 categories: 0,1,2.3.4.5) 

Father`s occupation occF_ (5 groups: higher professional, lower 
professional, intermediate, semi-routine, routine, 
other) 

Mother`s occupation occM_(5 groups: higher professional, lower 
professional, intermediate, semi-routine, routine, 
other) 

Own occupation occR_S1_ (4 groups: higher and lower professional, 
intermediate, semi-routine and routine and other) 

Sexual orientation ftOrientation_ (4 groups defined from free text- 
monosexual, plurisexual, asexual, other) 

First contact with service 
 

dAge_first_contactS_ (5 categories: 12-15 years, 16-19 
years, 20-29 years, 30-39 years, 40+years) 

Social transition dSocialTransition_yes_ (no, yes) 

Cross-sex hormones dSTrn_crossSex_yes_ (no, yes) 

Gender affirming surgery dSTrn_surgIntervention_yes_ (no, yes) 

Hospital Anxiety 
and Depression 
Scale (HADS) 

Depression 
 
 
 
Anxiety 

depressionScoreS_S1_ (4 categories: no depression, 
mild depression, moderate depression, severe 
depression) 
 
anxietyScoreS_S1_  (4 categories: no anxiety, mild 
anxiety, moderate anxiety, severe anxiety) 

McLean 
Screening 
Instrument (MSI-
BPD) 

Borderline Personality 
Disorder 

BPDScoreS_ (2 categories: BPD:low, BPD:high) 

Suicide 
Behaviour 
Questionnaire 
Revised 

Suicidality summaryideationScoreS_(2 categories: low risk of self-
harm/ high risk of self-harm) 

Recent Trauma 
Questionnaire 

Recent Trauma traumaScoreS1_ ( 3 categories: no trauma, one or two 
traumas, three plus trauma) 
 

Childhood 
Trauma 
Questionnaire 

Childhood Trauma childhoodtraumaScoreS1_ (3 categories: no trauma, 
one or two traumas, three plus trauma) 
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Appendix 28: Body Image Scale (Male – Female)/ (Female -Male) 

Body Image Scale (Male-Female)                    
15/08/07  

  
Circle the number which best expresses your feelings about the item mentioned as it applies to you. Then only if you have circled #3, #4, or 

#5, answer Yes or No whether you have considered and might want a change if it was possible through medical or surgical treatment.   

  

                               

                  Very Satisfied                  Satisfied         Neutral                Dissatisfied                  Very Dissatisfied        Change?  

  

1. Nose    1   2    3    4                  5                           Yes / No  

2. Shoulders   1   2    3    4   5             Yes / No  

3. Hips    1   2    3    4   5             Yes / No  

4. Chin                      1                  2                                  3                                    4                  5                         Yes/ No  

5. Calves                   1                  2                                  3                                    4                  5                           Yes / No  

  

  

6. Breasts    

7. Hands    1    

1    

2    

2    

3    

3    

4    

4    

5  

5     

       Yes / No             

       Yes/ No  

8.   Adam’s apple  1    2    3    4    5         Yes / No  

9.   Scrotum    1    2    3    4    5         Yes / No  

10. Height    

  

1    2    3    4    5         Yes / No  

  

11. Thighs    
1    2    3    4    5          Yes / No  

12. Arms    1    2    3    4    5          Yes / No  

13. Eyebrows   1    2    3    4    5          Yes / No  

14. Penis    1    2    3    4    5          Yes / No  

15. Waist    

  

1    2    3    4    5          Yes / No 

  

16. Muscles    
1    2    3    4    5             Yes / No  

17. Buttock    1    2    3    4    5             Yes / No  

18. Facial hair   1    2    3    4    5             Yes / No  

19. Face    1    2    3    4    5             Yes / No  

20. Weight    

    

1    2    3    4    5             Yes / No 

  

21. Biceps    
1    2    3    4    5             Yes / No  

22. Testicles    1    2    3    4    5             Yes / No  

23. Hair    1    2    3    4    5             Yes / No 

24. Voice    1    2    3    4    5             Yes / No 

25. Feet    

  

1    2    3    4    5             Yes / No  

  

26. Figure    
1    2    3    4    5             Yes / No  

27. Body hair   1    2    3    4    5             Yes / No  

28. Chest    1    2    3    4    5             Yes / No  

29. Appearance  1    2    3    4    5             Yes / No  

30. Stature           1                         2        3                          4                     5                       Yes / No  
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Body Image Scale (Female-Male)                    

15/08/07  

  

Circle the number which best expresses your feelings about the item mentioned as it applies to you. Then only if you have circled 

#3, #4, or #5, answer Yes or No whether you have considered and might want a change if it was possible through medical or surgical 

treatment.    

                       

          

Very Satisfied        Satisfied          Neutral      Dissatisfied    Very Dissatisfied          Change? 

 

1. Nose  1   2    3    4    5          Yes / No 

2. Shoulders   1   2    3    4    5          Yes / No 

3. Hips  1   2    3    4    5          Yes / No 

4. Chin            1                 2                                   3                                    4                                    5                        Yes / No   

5. Calves         1                 2                                   3                                    4                                    5                         Yes / No 

 

 
 
 
 
 
 

 

6. Breasts    

7. Hands    1    

1    

2    

2    

3    

3    

4    

4    

5  

5                 

           Yes/No                                                   

Yes/No 

8.   Adam’s apple  1    2    3    4    5             Yes / No  

9.   Vagina    1    2    3    4    5             Yes / No 

10. Height    

  

1    2    3    4    5             Yes / No  

  

11. Thighs    1    2    3    4    5             Yes / No  

12. Arms    1    2    3    4    5             Yes / No  

13. Eyebrows   1    2    3    4    5             Yes / No  

14. Clitoris    1    2    3    4    5             Yes / No  

15. Waist    

  

1    2    3    4    5             Yes / No 

  

16. Muscles    
1    2    3    4    5             Yes / No  

17. Buttock    1    2    3    4    5             Yes / No  

18. Facial hair   1    2    3    4    5             Yes / No  

19. Face    1    2    3    4    5             Yes / No  

20. Weight    

    

1    2    3    4    5             Yes / No 

  

21. Biceps    1    2    3    4    5             Yes / No  

22. Ovaries - Uterus  1    2    3    4    5             Yes / No  

23. Hair    1    2    3    4    5             Yes / No 

24. Voice    1    2    3    4    5             Yes / No 

25. Feet    

  

1    2    3    4    5             Yes / No  

  

26. Figure    1    2    3    4    5             Yes / No  

27. Body hair   1    2    3    4    5             Yes / No  

28. Chest    1    2    3    4    5             Yes / No  

29. Appearance  1    2    3    4    5             Yes / No  

30. Stature                   1     2                        3           4                            5                        Yes / No  
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Appendix 29: Recalled Childhood Gender Identity/ Gender Role 
Questionnaire 
 

The Recalled Childhood Gender Identity/Gender Role 
Questionnaire (form for males) 
Instructions 

Please answer the following questions about your behavior as a child, that is, the years “0 

to 12.” For each question, circle the response that best describes your behavior as a child. 

Please note that there are no “right or wrong” answers. 

1. As a child, my favorite playmates were 

a. always boys (5) 

b. usually boys (4) 

c. boys and girls equally (3) 

d. usually girls (2) 

e. always girls (1) 

f. I did not play with other children 

2. As a child, my best or closest friend was 

a. always a boy (5) 

b. usually a boy (4) 

c. a boy or a girl (3) 

d. usually a girl (2) 

e. always a girl (1) 

f. I did not have a best or close friend 

3. As a child, my favorite toys and games were 

a. always “masculine” (5) 

b. usually “masculine” (4) 

c. equally “masculine” and “feminine” (3) 

d. usually “feminine” (2) 

e. always “feminine” (1) 

f. neither “masculine” or “feminine” 

4. Compared to other boys, my activity level was 

a. very high (5) 

b. higher than average (4) 

c. average (3) 

d. lower than average (2) 

e. very low (1) 

5. As a child, I experimented with cosmetics (make-up) and jewellery 

a. as a favorite activity (1) 

b. frequently (2) 

c. once-in-a-while (3) 

d. very rarely (4) 
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e. never (5) 

6. As a child, the characters on TV or in the movies that  I imitated or admired were 

a. always girls or women (1) 

b. usually girls or women (2 

c. girls/women and boys/men equally (3) 

d. usually boys or men (4) 

e. always boys or men (5) 

f. I did not imitate or admire characters on TV or in the movies 

7. As a child, I enjoyed playing sports such as baseball, hockey, basketball, and soccer 

a. only with boys (5) 

b. usually with boys (4) 

c. with boys and girls equally (3) 

d. usually with girls (2) 

e. only with girls (1) 

f. I did not play these types of sports 

8. In fantasy or pretend play, I took the role 

a. only of boys or men (5) 

b. usually of boys or men (4) 

c. boys/men and girls/women equally (3) 

d. usually of girls or women (2) 

e. only of girls or women (1) 

f. I did not do this type of pretend play 

9. In dress-up play, I would 

a. wear boys’ or men’s clothing all the time (5) 

b. usually wear boys’ or men’s clothing (4) 

c. half the time wear boys’ or men’s clothing and half 

       the time wear girls’ or women’s clothing (3) 

d. usually wear girls’ or women’s clothing (2) 

e. wear girls’ or women’s clothing all the time (1) 

f. I did not do this type of play 

10. As a child, I felt 

a. very masculine (5) 

b. somewhat masculine (4) 

c. masculine and feminine equally (3) 

d. somewhat feminine (2) 

e. very feminine (1) 

f. I did not feel masculine or feminine 

11. As a child, compared to other boys my age, I felt 

a. much more masculine (5) 

b. somewhat more masculine (4) 

c. equally masculine (3) 
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d. somewhat less masculine (2) 

e. much less masculine (1) 

12. As a child, compared to my brother, I felt 

a. much more masculine (5) 

b. somewhat more masculine (4) 

c. equally masculine (3) 

d. somewhat less masculine (2) 

e. much less masculine (1) 

f. I did not have a brother [Note: If you had more than one brother, make your 

comparison with the brother closest in age to you.] 

13. As a child, I 

a. always resented or disliked my sister (1) 

b. usually resented or disliked my sister (2) 

c. sometimes resented or disliked my sister (3) 

d. rarely resented or disliked my sister (4) 

e. never resented or disliked my sister (5) 

f. I did not have a sister [Note: If you had more than one sister, make your comparison 

with the sister closest in age to you.] 

14. As a child, my appearance (hair style, clothing, etc.) was 

a. very masculine (5) 

b. somewhat masculine (4) 

c. equally masculine and feminine (3) 

d. somewhat feminine (2) 

e. very feminine (1) 

f. neither masculine or feminine 

15. As a child, I 

a. always enjoyed wearing dresses and other “feminine “clothes (1) 

b. usually enjoyed wearing dresses and other “feminine” clothes (2) 

c. sometimes enjoyed wearing dresses and other “feminine” clothes (3) 

d. rarely enjoyed wearing dresses and other “feminine” clothes (4) 

e. never enjoyed wearing dresses and other “feminine” 

clothes (5) 

16. As a child, I was 

a. emotionally closer to my mother than to my father (1) 

b. somewhat emotionally closer to my mother than to my father (2) 

c. equally close emotionally to my mother and to my father (3) 

d. somewhat emotionally closer to my father than to my mother (4) 

e. emotionally closer to my father than to my mother (5) 

f. not emotionally close to either my mother or to my father 

17. As a child, I 

a. admired my mother and my father equally (3) 
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b. admired my father more than my mother (4) 

c. admired my mother more than my father (1) 

d. admired neither my mother nor my father (2) 

18. As a child, I had the reputation of a “sissy” 

a. all of the time (1) 

b. most of the time (2) 

c. some of the time (3) 

d. on rare occasions (4) 

e. never (5) 

19. As a child, I 

a. always felt good about being a boy (5) 

b. usually felt good about being a boy (4) 

c. sometimes felt good about being a boy (3) 

d. rarely felt good about being a boy (2) 

e. never felt good about being a boy (1) 

f. never really thought about how I felt being a boy 

20. As a child, I had the desire to be a girl but did not tell anyone 

a. almost always (1) 

b. frequently (2) 

c. sometimes (3) 

d. rarely (4) 

e. never (5) 

21. As a child, I would tell others I wanted to be a girl 

a. almost always (1) 

b. frequently (2) 

c. sometimes (3) 

d. rarely (4) 

e. never (5) 

22. As a child, I 

a. always felt that my mother cared about me (1) 

b. usually felt that my mother cared about me (2) 

c. sometimes felt that my mother cared about me (3) 

d. rarely felt that my mother cared about me (4) 

e. never felt that my mother cared about me (5) 

f. cannot answer because I did not live with my mother 

(or know her) 

23. As a child, I 

a. always felt that my father cared about me (1) 

b. usually felt that my father cared about me (2) 

c. sometimes felt that my father cared about me (3) 

d. rarely felt that my father cared about me (4) 
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e. never felt that my father cared about me (5) 

f. cannot answer because I did not live with my father 

(or know him) 

Form for females 

1. As a child, my favorite playmates were 

a. always boys (1) 

b. usually boys (2) 

c. boys and girls equally (3) 

d. usually girls (4) 

e. always girls (5) 

f. I did not play with other children 

2. As a child, my best or closest friend was 

a. always a boy (1) 

b. usually a boy (2) 

c. a boy or a girl (3) 

d. usually a girl (4) 

e. always a girl (5) 

f. I did not have a best or close friend 

3. As a child, my favorite toys and games were 

a. always “masculine” (1) 

b. usually “masculine” (2) 

c. equally “masculine” and “feminine” (3) 

d. usually “feminine” (4) 

e. always “feminine” (5) 

f. neither “masculine” or “feminine” 

4. Compared to other girls, my activity level was 

a. very high (1) 

b. higher than average (2) 

c. average (3) 

d. lower than average (4) 

e. very low (5) 

5. As a child, I experimented with cosmetics (make-up) and jewellery 

a. as a favorite activity (5) 

b. frequently (4) 

c. once-in-a-while (3) 

d. rarely (2) 

e. never (1) 

6. As a child, the characters on TV or in the movies that I imitated or admired were 

a. always girls or women (5) 

b. usually girls or women (4) 
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c. girls/women and boys/men equally (3) 

d. usually boys or men (2) 

e. always boys or men (1) 

f. I did not imitate or admire characters on TV or in the movies 

7. As a child, I enjoyed playing sports such as baseball, hockey, basketball, and soccer 

a. only with boys (1) 

b. usually with boys (2) 

c. with boys and girls equally (3) 

d. usually with girls (4) 

e. only with girls (5) 

f. I did not play these types of sports 

8. In fantasy or pretend play, I took the role 

a. only of boys or men (1) 

b. usually of boys or men (2) 

c. boys/men and girls/women equally (3) 

d. usually of girls or women (4) 

e. only of girls or women (5) 

f. I did not do this type of pretend play 

9. In dress-up play, I would 

a. wear boys’ or men’s clothing all the time (1) 

b. usually wear boys’ or men’s clothing (2) 

c. half the time wear boys’ or men’s clothing and half 

       the time wear girls’ or women’s clothing (3) 

d. usually wear girls’ or women’s clothing (4) 

e. wear girls’ or women’s clothing all the time (5) 

f. not do this type of play 

10. As a child, I felt 

a. very masculine (1) 

b. somewhat masculine (2) 

c. masculine and feminine equally (3) 

d. somewhat feminine (4) 

e. very feminine (5) 

f. I did not feel masculine or feminine 

11. As a child, compared to other girls my age, I felt 

a. much more feminine (5) 

b. somewhat more feminine (4) 

c. equally feminine (3) 

d. somewhat less feminine (2) 

e. much less feminine (1) 

12. As a child, compared to my sister (closest to you in age), 

I felt 
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a. much more feminine (5) 

b. somewhat more feminine (4) 

c. equally feminine (3) 

d. somewhat less feminine (2) 

e. much less feminine (1) 

f. I did not have a sister [Note: If you had more than one  sister, make your comparison 

with the sister closest in age to you.] 

13. As a child, I 

a. always resented or disliked my brother (1) 

b. usually resented or disliked my brother (2) 

c. sometimes resented or disliked my brother (3) 

d. rarely resented or disliked my brother (4) 

e. never resented or disliked my brother (5) 

f. I did not have a brother [Note: If you had more than one brother, make your 

comparison with the brother closest in age to you.] 

14. As a child, my appearance (hair-style, clothing, etc.) was 

a. very feminine (5) 

b. somewhat feminine (4) 

c. equally masculine and feminine (3) 

d. somewhat masculine (2) 

e. very masculine (1) 

f. neither masculine or feminine 

15. As a child, I 

a. always enjoyed wearing dresses and other “feminine “clothes (5) 

b. usually enjoyed wearing dresses and other “feminine” clothes (4) 

c. sometimes enjoyed wearing dresses and other “feminine” clothes (3) 

d. rarely enjoyed wearing dresses and other “feminine” clothes (2) 

e. never enjoyed wearing dresses and other “feminine” 

clothes (1) 

16. As a child, I was 

a. emotionally closer to my mother than to my father (5) 

b. somewhat emotionally closer to my mother than to my father (4) 

c. equally close emotionally to my mother and to my father (3) 

d. somewhat emotionally closer to my father than to my mother (2) 

e. emotionally closer to my father than to my mother (1) 

f. not emotionally close to either my mother or to my father 

17. As a child, I 

a. admired my mother and my father equally (3) 

b. admired my father more than my mother (1) 

c. admired my mother more than my father (4) 

d. admired neither my mother nor my father (2) 
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18. As a child, I had the reputation of a “tomboy” 

a. all of the time (1) 

b. most of the time (2) 

c. some of the time (3) 

d. on rare occasions (4) 

e. never (5) 

19. As a child, I 

a. always felt good about being a girl (5) 

b. usually felt good about being a girl (4) 

c. sometimes felt good about being a girl (3) 

d. rarely felt good about being a girl (2) 

e. never felt good about being a girl (1) 

f. never really thought about how I felt being a girl 

20. As a child, I had the desire to be a boy but did not tell anyone 

a. almost always (1) 

b. frequently (2) 

c. sometimes (3) 

d. rarely (4) 

e. never (5) 

21. As a child, I would tell others that I wanted to be a boy 

a. almost always (1) 

b. frequently (2) 

c. sometimes (3) 

d. rarely (4) 

e. never (5) 

22. As a child, I 

a. always felt that my mother cared about me (5) 

b. usually felt that my mother cared about me (4) 

c. sometimes felt that my mother cared about me (3) 

d. rarely felt that my mother cared about me (2) 

e. never felt that my mother cared about me (1) 

f. cannot answer because I did not live with my mother 

(or know her) 

23. As a child, I 

a. always felt that my father cared about me (1) 

b. usually felt that my father cared about me (2) 

c. sometimes felt that my father cared about me (3) 

d. rarely felt that my father cared about me (4) 

e. never felt that my father cared about me (5) 

f. cannot answer because I did not live with my father(or know him) 
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Appendix 30: Gender Identity/ Gender Dysphoria Questionnaire for 
Adolescents and Adults (GDYQ-AA) 

MF  

Gender Identity Interview for Young Adolescents  
(Male Version)  

  

Time Frame: Past 12 Months  
  

Interviewer: Boys may vary a lot in how they think and feel about themselves in terms of 

gender, ranging from feeling totally comfortable in being a boy to uncertainty through 

pursuing a change into a girl.   

  

I am now going to ask you some questions about how you have been thinking and feeling 

in this regard about yourself during the past 12 months.  

  

Today is [date]. So, the period of the past 12 months started [date a year ago]. Was any 

important event at school (or work if applicable), in your family, or a trip or holiday 

around that date you could use as a marker for the beginning of that period? [Interviewer: 

Work out a marker event with the participant.]  

  

Please answer each of the questions that I will be asking with one of the five answers of 

Always, Often, Sometimes, rarely, or Never. Here is a card that lists these 5 possible 

answers. [Interviewer: Hand the participant the index card]. You may find it easier to 

choose one of the 5 answers by explaining to me why or how you picked it. And please 

feel free to let me know anything else important for your answer. [Interviewer: Use the 

comments section after each question to record any qualitative remarks by the 

participant.]  
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01. In the past 12 months, have you felt satisfied being a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

02. In the past 12 months, have you felt uncertain about your gender, that is, feeling  

somewhere in between a boy and a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

03. In the past 12 months, have you felt pressured by others to be a boy, although you 

don’t really feel like one?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

04. In the past 12 months, have you felt unlike most boys, that you have to work at being 

a  boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

05. In the past 12 months, have you felt you were not a real boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

06. In the past 12 months, have you felt, given who you really are (e.g., what you like to do,  
how you act with other people), that it would be better for you to live as a girl rather  
than as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  
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07. In the past 12 months, have you had dreams?        YES__NO__    

  

If NO, skip to Question 8   

If YES, ask ‘Have you been in your dreams?’                      YES__NO__  

  

if NO, skip to Question 8   

If YES, ask, In the past 12 months, have you had dreams in which you were a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

08. In the past 12 months, have you felt unhappy about being a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

09. In the past 12 months, have you felt uncertain about yourself, at times feeling more 

like a  girl and at times feeling more like a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

10. In the past 12 months, have you felt more like a girl than a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

11. In the past 12 months, have you felt that you did not have anything in common with 

either  girls or boys?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  
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12. In the past 12 months, have you been bothered by seeing yourself identified as male or  
having to check the box ‘M’ for male on official forms (e.g., employment applications, 
driver’s license, passport)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

13. In the past 12 months, have you felt comfortable when using boy’s restrooms in public  

places?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

14. In the past 12 months, have strangers treated you as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

15. In the past 12 months, at home, have people you know, such as friends or relatives,  

treated you as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

16. In the past 12 months, have you had the wish or desire to be a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

17. In the past 12 months, at home, have you dressed and acted as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  



461 
 

 

  

18. In the past 12 months, at parties or at other social gatherings, have you presented  

yourself as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

19. In the past 12 months, at work or at school, have you presented yourself as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

20. In the past 12 months, have you disliked your body because it is male (e.g., having  a 

penis or having hair on your chest, arms, and legs)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

21. In the past 12 months, have you wished to have hormone treatment to change your 

body  into a girl’s?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

22. In the past 12 months, have you wished to have an operation to change your body into 

a  girl’s (e.g., to have your penis removed or to have a vagina made)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

23. In the past 12 months, have you made an effort to change your legal sex (e.g., on a  

driver’s license or credit card)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  
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Comments:  

  

  

24. In the past 12 months, have you thought of yourself as a ‘hermaphrodite’ or an 

‘intersex’  rather than a boy or girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

25. In the past 12 months, have you thought of yourself as a ‘transgendered person’?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

26. In the past 12 months, have you thought of yourself as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

27. In the past 12 months, have you thought of yourself as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  
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FM  

Gender Identity Interview for Young Adolescents  
(Female Version)  

  

Time Frame: Past 12 Months  
  

Interviewer: Girls may vary a lot in how they think and feel about themselves in terms of 

gender, ranging from feeling totally comfortable in being a girl to uncertainty through 

pursuing a change into a boy. Thus, I am not talking about reactions to some social 

disadvantages of girls in our society, but about the basic sense of being a girl.  

  

I am now going to ask you some questions about how you have been thinking and feeling 

in this regard about yourself during the past 12 months.  

  

Today is [date]. So, the period of the past 12 months started [date a year ago]. Was any 

important event at school (or work if applicable), in your family, or a trip or holiday 

around that date you could use as a marker for the beginning of that period? [Interviewer: 

Work out a marker event with the participant.]  

  

Please answer each of the questions that I will be asking with one of the five answers of 

Always, Often, Sometimes, rarely, or Never. Here is a card that lists these 5 possible 

answers. [Interviewer: Hand the participant the index card]. You may find it easier to 

choose one of the 5 answers by explaining to me why or how you picked it. And please 

feel free to let me know anything else important for your answer. [Interviewer: Use the 

comments section after each question to record any qualitative remarks by the 

participant.]  
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01. In the past 12 months, have you felt satisfied being a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

02. In the past 12 months, have you felt uncertain about your gender, that is, feeling  

somewhere in between a girl and a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

03. In the past 12 months, have you felt pressured by others to be a girl, although you don’t 

really feel like one?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

04. In the past 12 months, have you felt unlike most girls, that you have to work at being a  

girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

05. In the past 12 months, have you felt you were not a real girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

06. In the past 12 months, have you felt, given who you really are (e.g., what you like to do,  
how you act with other people), that it would be better for you to live as a boy rather  
than as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  
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07. In the past 12 months, have you had dreams?        YES__NO__    

  

If NO, skip to Question 8   

If YES, ask ‘Have you been in your dreams?’                      YES__NO__  

  

if NO, skip to Question 8   

If YES, ask, In the past 12 months, have you had dreams in which you were a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

08. In the past 12 months, have you felt unhappy about being a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

09. In the past 12 months, have you felt uncertain about yourself, at times feeling more 

like a  boy and at times feeling more like a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

10. In the past 12 months, have you felt more like a boy than a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

11. In the past 12 months, have you felt that you did not have anything in common with 

either  boys or girls?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  
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12. In the past 12 months, have you been bothered by seeing yourself identified as female 
or  having to check the box ‘F’ for female on official forms (e.g., employment 
applications, driver’s license, passport)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

13. In the past 12 months, have you felt comfortable when using girl’s restrooms in public  

places?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

14. In the past 12 months, have strangers treated you as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

15. In the past 12 months, at home, have people you know, such as friends or relatives,  

treated you as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

16. In the past 12 months, have you had the wish or desire to be a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

17. In the past 12 months, at home, have you dressed and acted as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  
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18. In the past 12 months, at parties or at other social gatherings, have you presented  

yourself as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

19. In the past 12 months, at work or at school, have you presented yourself as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

20. In the past 12 months, have you disliked your body because it is female (e.g., having  

breasts or having a vagina)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

21. In the past 12 months, have you wished to have hormone treatment to change your 

body  into a boy’s?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

22. In the past 12 months, have you wished to have an operation to change your body into 

a  boy’s (e.g., to have your breasts removed or to have a penis made)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

23. In the past 12 months, have you made an effort to change your legal sex (e.g., on a  

driver’s license or credit card)?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  



468 
 

  

Comments:  

  

  

24. In the past 12 months, have you thought of yourself as a ‘hermaphrodite’ or an 

‘intersex’  rather than a boy or girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

25. In the past 12 months, have you thought of yourself as a ‘transgendered person’?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

26. In the past 12 months, have you thought of yourself as a boy?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

  

27. In the past 12 months, have you thought of yourself as a girl?  

  

ALWAYS__OFTEN__SOMETIMES__RARELY__NEVER__ [12 months]  

  

Comments:  

  

 
 

 

 

 

 

 

 

 

 



469 
 

Appendix 31: Interview and focus group topic guides 

Interview topic guide- version 1: 21.03.17 (final version) 

Topic Guide for Interviews 

 

 

1. Introductions to interview by the researcher: 

• Introductions of researcher and participant 

• purpose of interview 

• anticipated length of interview 

• reminder that consent previously obtained can be withdrawn 

• explanations regarding the equipment (audio) 

2. Warm Up  

• Researcher establishes rapport and puts participant at ease 

• Researcher frames discussion 

• Audio equipment started 

• Initial question that can be answered easily for example: 

“Have you seen any interesting films or TV programmes recently?” 
(understanding of social situations/ shared interests/ common themes)  

 

3. Association with broad domain of subject 

• Enable participant to speak broadly about the topic without specific 

direction from the researcher 

 

• “As you know, we’re going to be talking about your experiences”, 
• When I say –  

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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▪ gender  

--“what’s the first thing that comes into your mind?”  

• researcher makes short notes  
 

• researcher leads discussion towards experiences of accessing 
support, support received and lived experience of gender related 
distress 
 

4. In-depth look at lived experience of gender dysphoria 
 

• Capture participant`s opinions regarding seeking support for gender 
dysphoria 

• You have talked about how gender related distress impacts on your 
life; let`s talk a bit more about this: 

▪ How long have you lived with this? 
▪ When did you first notice? 
▪ Who (if anyone) did you tell? 
▪ What was their reaction? 
▪ Did you seek support or not? 
▪ Where did you seek support? 
▪ What influenced your decision to seek/ not seek support? 
▪ How was your relationship to support? 
▪ What other factors made an impact on your life at this 

stage? 
▪ How was your experience of support offered? 

 

• The researcher asks the participant to imagine that they could 
oversee designing the ideal service for individuals who experience 
gender related distress.  

• The participants will be asked to create an advertisement for this 
service which outlines what this service will provide, how it can be 
accessed and what support will be offered. 
 
 

5. Conclusion 
 

• The researcher asks if there is anything else the participant wants to 
share 

• The researcher thanks the participant for their contribution and 
finishes the interview 
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Focus group topic guide version 1: 21.03.17 

 

Topic Guide for Focus Groups  

 

 

6. Introductions to focus group by the researcher: 

• Introductions of researcher and participants 

• purpose of focus group 

• anticipated length of focus group 

• reminder that consent previously obtained can be withdrawn 

• explanations regarding the equipment (audio) 

7. Warm Up  

• Researcher established group dynamics and puts participants at ease 

• Researcher frames discussion 

• Audio equipment started 

• Initial question that can be answered easily for example: 

“Have you seen any interesting films or TV programmes recently?” 
(understanding of social situations/ shared interests/ common themes)  

 

8. Association with broad domain of subject 

• Enable participants to speak broadly about the topic without specific 

direction from the researcher 

 

• “As you know, we’re going to be talking about your experiences”, 
• When I say –  

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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▪ gender  

--“what’s the first thing that comes into your mind?”  

• researcher makes short notes of individual contributions 
 

• researcher leads discussion towards experiences of accessing 
support, support received and lived experience of gender related 
distress 
 

9. In-depth look at lived experience of gender dysphoria 
 

• Capture a range of opinions in the group regarding seeking support 
for gender dysphoria 

• Some of you have talked about how gender related distress impacts 
on your life; let`s talk a bit more about this: 

▪ How long have you lived with this? 
▪ When did you first notice? 
▪ Who (if anyone) dis you tell? 
▪ What was their reaction? 
▪ Did you seek support or not? 
▪ Where did you seek support? 
▪ What influenced your decision to seek/ not seek support? 
▪ How was your relationship to support? 
▪ What other factors made an impact on your life at this 

stage? 
▪ How was your experience of support offered? 

 
10. Role play 

 

• The researcher asks participants to pair up so they can easily speak 
to each other. The researcher asks them to imagine that they could 
oversee designing the ideal service for individual who experience 
gender related distress. Participants are given tasks to create an 
advertisement for this service which outlines what this service will 
provide, how it can be accessed and what support will be offered. 
 

• The researcher asks individual groups to present their ideas to each 
other and observes shared ideas, differences and invites further 
discussion. 
 
 
 

11. Conclusion 
 

• The researcher asks if there is anything else anybody wants to 
share? 
 

• The researcher summarises the discussions, thanks everyone for 
their contribution and finishes the focus group.  
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Focus group topic guide version 2: 12.05.17 (final version) 

 

Topic Guide for Focus Groups  

 

 

12. Introductions to focus group by the researcher: 

• Introductions of researcher and participants 

• purpose of focus group 

• anticipated length of focus group 

• reminder that consent previously obtained can be withdrawn 

• explanations regarding the equipment (audio) 

 

13. Focus Group Ground Rules 

• I  WANT YOU TO DO THE TALKING – I would like everyone to 

participate   

• THERE ARE NO RIGHT OR WRONG ANSWERS- Every person's 

experiences and opinions are important 

• WHAT IS SAID IN THIS ROOM STAYS HERE- I want everyone to feel 

comfortable sharing when sensitive issues come up 

• I WILL BE TAPE RECORDING THE GROUP- I want to capture 

everything you have to say.  I won't identify anyone by name in our 

report. You will remain anonymous. 

14. Warm Up  

• Researcher established group dynamics and puts participants at ease 

• Researcher frames discussion 

• Audio equipment started 

GIFTS- 

Gender Identity- Finding and 

Transforming Services 
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• Initial question that can be answered easily for example: 

“Have you seen any interesting films or TV programmes recently?” 
(understanding of social situations/ shared interests/ common themes)  

 

15. Association with broad domain of subject 

• Enable participants to speak broadly about the topic without specific 

direction from the researcher 

 

• “As you know, we’re going to be talking about your experiences”, 
• When I say –  

▪ gender  

--“what’s the first thing that comes into your mind?”  

• researcher makes short notes of individual contributions 
 

• researcher leads discussion towards experiences of accessing 
support, support received and lived experience of gender related 
distress 
 

16. In-depth look at lived experience of gender dysphoria 
 

• Capture a range of opinions in the group regarding seeking support 
for gender dysphoria 

• Some of you have talked about how gender related distress impacts 
on your life; let`s talk a bit more about this: 

▪ How long have you lived with this? 
▪ When did you first notice? 
▪ Who (if anyone) dis you tell? 
▪ What was their reaction? 
▪ Did you seek support or not? 
▪ Where did you seek support? 
▪ What influenced your decision to seek/ not seek support? 
▪ How was your relationship to support? 
▪ What other factors made an impact on your life at this 

stage? 
▪ How was your experience of support offered? 

 
17. Role play 

 

• The researcher asks participants to pair up so they can easily speak 
to each other. The researcher asks them to imagine that they could 
oversee designing the ideal service for individual who experience 
gender related distress. Participants are given tasks to create an 
advertisement for this service which outlines what this service will 
provide, how it can be accessed and what support will be offered. 
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• The researcher asks individual groups to present their ideas to each 
other and observes shared ideas, differences and invites further 
discussion. 
 
 
 

18. Conclusion 
 

• The researcher asks if there is anything else anybody wants to 
share? 
 

• The researcher summarises the discussions, thanks everyone for 
their contribution and finishes the focus group.  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



476 
 

Appendix 32: Pathways to specialist gender services proforma 

   

GIFTS  
GIFTS: Gender Identity, Finding and Transforming Services 

Case Note Review Young Person/ 
Adult 

 
Name of Case note reviewer:  _________________ Date of data collection: 
_________________ 

 
Please ensure STUDY ID number is noted at the top right of each page 

 
Specialist Gender Service: 

Brackenburn    □   KOI   
  □ 

 
1. About the Service User Young Person/ Adult–Socio Demographic Detail (at time of 

referral to SGS): 
 

1.1. Date of birth:      ______ (day) 
______(month)_______(year) 
 

1.2. Post code      ______________________ 

1.3. Gender assigned at birth (please tick):    Male:  □ Female: 
□ 

1.4. Ethnic Group (if known):     ___________________________     
NR □ 

 

1.5. Prior to this referral was the young person/ adult in previous contact with CAMHS/ 
AMHS:   

Yes:  □ No:  □ 
          NR:  □ 

Please give detail 
_____________________________________________________________________ 

 
 
2. The Young Person’s Family (at time of referral to SGS) 

If the young person is under 18: 

 
2.1. Who is the person identified with caring/parental responsibility? (please tick) 
 

 
Mother

: 

□  
Father: 

□  
Foster Parent 

□ 

 
NR: 

□  
Other family member: 

□  
(Specify):   
___________________ 

 

2.2. Is the young person a looked after child?    Yes:  □ No:  □ 
  NR:  □ 
(Looked after by state/in care) 
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3. Family History of Mental Health Problems 

5.1 Overall family:           Yes:  □ No:  □ 
 NR:  □ 

5.2 Mum:         Yes:  □ No:  □ 
 NR:  □ 
Specify detail:  
________________________________________________________________________
__ 

5.3 Dad:         Yes:  □ No:  □ 
 NR:  □ 
Specify detail:  
________________________________________________________________________
__ 

5.4 Siblings:  No. of siblings with problems:  ______  Yes:  □ No:  □ 
 NR:  □ 
Specify detail:  
________________________________________________________________________
__ 

5.5 Other family member:      Yes:  □ No:  □ 
 NR:  □ 
Specify detail:  
________________________________________________________________________
__ 

 
5.6 Is there a history of suicide within the family?  
         Yes:  □ No:  □ 

 NR:  □ 
If yes, please specify detail:  

________________________________________________________________ 
5.7 Is alcohol or substance misuse noted as a problem within the family? 
         Yes:  □ No:  □ 

 NR:  □ 
If yes, please specify detail:  

________________________________________________________________ 
 

5.8 Is there a family history of gender variance/ other transgender family members?  
         Yes:  □ No:  □ 

 NR:  □ 
If yes, please specify detail:  

________________________________________________________________ 
 

 
4. Status: 

 
While attending SGS, was the young person/ adult, at any time: 
5.1 Admitted to hospital for mental health problems:    Yes:  □ No:  □ 

 NR:  □ 
If yes: 

• Adult mental health unit:     □ 

• Young person’s mental health unit:   □ 
 
5.2 Detained under the Mental Health (Northern Ireland) order 1986?  Yes:  □ No:  □ 

 NR:  □ 
5.3 Involved with YOT (Youth Offending Service)/ Probation Service?   Yes:  □ No:  □ 

 NR:  □ 
 
5. Details of Referral for First Episode of Care with SGS: 
 

5.1. Date of Referral:      ______ (day) ______(month)_______(year) NR:  □ 
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5.2. Date of first appointment:   ______ (day) ______(month)_______(year) NR:  □ 
 

5.3. Who was the young person/ adult referred to SGS by: (please tick the box) 
 

General Practitioner:   □  Self or family referral:   □ 
Other specialist gender service:    □  Social Worker:    

 □ 
Another CAMHS/ AMHS:   □  Other(specify):   

 □ 
Endocrinologist/ Medical:   □  __________________________ 
 
7.4. Referral reason stated: (please tick box) 
    
Referral reason fully stated   □ 
(comprehensive h/o gender related difficulties, current concerns, h/o mental health difficulties) 
 
Referral reason partially stated  □ 
(partial h/o gender related difficulties, current concerns, h/o mental health difficulties) 
 
Referral reason unexplained/ vague  □ 
 
Comments:  
 
 

 
 

8.Assessment 
 

8.1 Initial Diagnoses 
Was a diagnosis given?     Yes:  □ No:  □ 
 NR:  □ 
If Yes: 
Primary diagnosis:
 _________________________________________________________________
__ 
Secondary diagnosis: 
 _________________________________________________________________
__ 
If no diagnosis is given what information is given on young person/ adult’s 
difficulties? 
_______________________________________________________________________
______________ 
_______________________________________________________________________
______________ 
Has the diagnosis changed or been added to?    Yes:  □ No:  □ 
 NR:  □ 
If yes what is the new diagnosis?  
________________________________________________________ 
When did this change occur?  ______ (day) ______ (month)  ______ (year) 
ICD 10 diagnoses:  ___________________________________________________ 
code:   ____________ 
Other:  
_______________________________________________________________________
________ 
 

 
6. Details of intervention requests by young person/ adult 

 
Please give 
details______________________________________________________________________
______________ 

 
 
 

7. Details of Intervention and Contact with SGS 
 

7.1. Interventions delivered (over the course of contact with SGS): 
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(Please indicate intervention and give detail of type, if noted.) 
 

Intervention  Specify detail or type if 
noted 

NR 

 
General support or follow up 

□  □ 

 
CBT 

□  □ 

 
Family Therapy/ Multifamily group 

□  □ 

 
Individual Psychotherapy 

□  □ 

Parenting support (e.g. groups parallel 
or separate sessions from individual 

sessions with child) 

□  □ 

 
Fertility clinic input 

□  □ 

 
Endocrinology 

□  □ 

 
Electrolysis 

□  □ 

 
Facial feminisation surgery 

□  □ 

 
Top surgery 

□  □ 

 
Lower surgery 

□  □ 

 
Consultation/liaison with other 

agencies 

□  □ 

 
Referred to another agency/service: 

□  □ 

Other  □   
 
 
 

7.2. How long (in years and months) was the young person/ adult supported by SGS? 
 

Years:  ____________ Months:  ____________ Date of Discharge from SGS___ ____ 
____ 

 
Care was continuous over that period:  Yes:  □ No:  □  (Give detail) 
______________________________________________ 
 

8. Other Agencies 
 

8.1. What other agencies were involved with the care of the young person/ adult? 
 
 

Group/Agency 
(tick all relevant sectors) 

 Specify 
(service/group involved) 

 
Adult Mental Health 

□  

 
CAMHS 

□  

 
Social Care Services  

□  

 
Voluntary 

□  

 
Faith Based 

□  

 
Education 

□  

 
Multi-Agency 

□  

 □  
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None recorded 

 
Other 

□  

 
 
9. Details on Outcome for Service User: 

 
Young person/ adult did not attend after referral (DNA)   □ 
Young person/ adult was discharged to GP    □ 
Young person/ adult was discharged to CAMHS/ AMHS   □ 
Ongoing SGS assessment      □ 
Endocrinology input       □ 
Surgery/ waiting list for surgery     □ 
SGS input completed      □ 
Alternative sources of help suggested (give detail)    □ 
Other (specify)        □ 
N/A         □ 
 

  
                             

  
  

Additional notes: 
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Appendix 33: Systematic review protocol 

 Accuracy of psychometric tools in the assessment of personality in adolescents and adults 
requesting gender realignment: protocol for a systematic review 

  
Katrin Lehmann, Gerard Leavey 

  
Citation 

  
Katrin Lehmann, Gerard Leavey. Accuracy of psychometric tools in the assessment of 
personality in adolescents and adults requesting gender realignment: protocol for a 
systematic review. 
PROSPERO 2017 CRD42017078783 Available from: 
http://www.crd.york.ac.uk/PROSPERO/display_record.php?ID=CRD42017078783 

  
Review question 

What psychometric tests are currently used to diagnose personality difficulties in 
adolescents and adults who are requesting gender realignment? How accurate are 
psychometric tests for diagnosing personality difficulties in adolescents and adults 
requesting gender realignment? 

  
Searches 

We will search for studies and relevant systematic reviews in the databases listed 
below. We will search Ovid MEDLINE using the strategy which we will adapt for all 
other databases. We will limit our searches to the years following the publication of 
the first WPATH standards (1979). We will not apply language limits to the searches, 
and we will seek translations where possible.  

• Ovid MEDLINE (1946 to present) 
• Ovid MEDLINE In-Process & Other Non-Indexed Citations (current issue). 
• Embase (1980 to present; Ovid). 
• PsycINFO (1887 to present; EBSCOhost). 
• PsycARTICLES (1894 to present; EBSCOhost). 
• Cochrane Database of Systematic Reviews (CDSR; latest issue, The Cochrane Library). 
Search strategy 

1) exp Gender Identity/ 
2) exp Gender Dysphoria/ 
3) exp Transsexualism/ 
4) exp Transgender Persons/5) gender variance mp. 
6) gender fluid mp. 
7) sex change mp. 
8) gender change mp. 
9) Gender identity mp. 
10) Gender dysphoria mp. 
11) Transsexualism mp. 
12) Transgender mp. 
13) 1 OR 2 OR 3 OR 4 OR 5 OR 6 OR 7 OR 8 OR 9 OR 10 OR 11 OR 12 
14) exp Mental Health/ 
15) exp Psychological Tests/ 
16) psychological needs.mp 
17) exp Mental Health services/ 
18) Mental Health.mp 
19) Psychological Test*. Mp 

http://www.crd.york.ac.uk/PROSPERO/display_record.php?ID=CRD42017078783
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20) exp Personality/ 
21) exp personality disorder/22) personality mp. 
23) personality disorder mp.  
24) 14 OR 15 OR 16 OR 17 OR 18 OR 19 OR 20 OR 21 OR 22 OR 23 
25) 13 AND 24 
26) exp animals/ not humans.sh 
27) 25 NOT 26 
28) limit 24 to (yr= “1979- Current” and (“all adult (19 plus years)” or “adolescent (13 

to 18 years)”)) 
  
Types of study to be included 
We will include:  

• Cross-sectional or prospective cohort studies, including individuals requesting 
gender realignment suspected of having, or diagnosed with mental health difficulties.  
• Randomised direct comparisons in which participants are randomised to one of 
two (or more) tests and individuals are verified by the same reference standard.  
• Case-control studies that recruit a group of individuals requesting gender 
realignment who have mental health difficulties and one or more groups without these 
disorders. 
  
Condition or domain being studied 
Gender dysphoria, personality, personality disorder, psychometric test. 

  
Participants/population 
Inclusion: 

Individuals (adolescents aged 13 years and over and adults) who meet the DSM criteria 
for transsexualism (American Psychiatric Association, 1994), gender identity disorder 
(American Psychiatric Association, 2000) or gender dysphoria (American Psychiatric 
Association, 2013) requesting gender realignment.  

Exclusion: 

We will exclude studies where participants have self-identified as trans.  

We will include any kind of systematically sampled, assessed, and diagnosed 
comparison population. 

  
Intervention(s), exposure(s) 

Gender dysphoria, gender identity disorder or transsexualism are considered 
psychiatric diagnoses as part of the Diagnostic and Statistical Manual of Mental 
Disorders (DSM) (American Psychiatric Association, 2013) and ICD (International 
Classification of Diseases (ICD) (World Health Organisation, 1992). This is the subject 
of ongoing debates attracting a range of opinions from welcoming mental health 
professionals as part of responsible transgender care (Selvaggi and Giordano, 2014) to 
removing gender dysphoria from the category of psychiatric diagnoses (Richards et al., 
2015). The inclusion of gender dysphoria previously referred to as gender identity 
disorder or transsexualism has also led to it being regarded as severe psychopathology 
by some but without empirical evidence (Haraldsen and Dahl, 2000). This has been an 
area of research interest and a range of studies on the personality of individuals 
identifying as transgender have been conducted (Bodlund et al., 1993; Haraldsen and 
Dahl, 2000; Lothstein, 1984). The reported prevalence of personality disorders in this 
population ranges from 4.3% (Fisher et al, 2013) to 81.4% (Mazaheri Meybody et al., 
2014). Psychometric assessment tools are commonly used in clinical practice to assess 
personality in individuals requesting gender realignment. No formal guidelines for 
interpreting test data for transgender individuals exists (Keo-Meier and Fitzgerald, 
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2017). The diagnostic accuracy of psychometric assessment tools for personality 
assessment in this population has never been examined in a systematic review. To 
determine the accuracy of psychometric tests for diagnosing personality difficulties in 
adolescents and adults requesting gender realignment. We will review all studies 
which include: 

• A psychometric assessment tool for the diagnosis of personality factors/ disorders 
• A reference standard- index test 
• Sensitivity and specificity report 
  
Comparator(s)/control 
According to the current World Professional Association for Transgender Health 
(WPATH) guidance (Coleman et al., 2012), anyone who wishes to access gender 
realigning procedures (for example hormones or surgical procedures) needs to 
complete a comprehensive assessment process which includes a psychological/ 
psychiatric assessment (Fraser, 2009). To date there is no agreed consensus about how 
best to assess the psychological functioning and mental health of individuals 
requesting gender realignment (Keo-Meier and Fitzgerald, 2017). Historically 
assessments of mental health in this population have consisted of detailed clinical 
psychiatric interviews, which will be used as the index test for this review. 

  
Primary outcome(s) 

To determine the accuracy of psychometric tests for diagnosing personality difficulties 
in adolescents and adults requesting gender realignment. 

  
Secondary outcome(s) 
To provide an overview of psychometric tests currently used to assess personality 
difficulties in adolescents and adults requesting gender realignment. 

  
Timing and effect measures 
Psychometric assessment at various points of contact will be included (e.g. on 
assessment, following physical interventions). 

  
Data extraction (selection and coding) 

The review authors will independently screen titles and abstracts returned through 
the searches against the inclusion criteria. Full text studies will be obtained if the titles 
and abstract meet the inclusion criteria or if the is uncertainty. Both reviewers will 
screen full text articles and make decisions about the inclusion of the study. 
Additional information will be sought from the authors if there are uncertainties 
regarding eligibility of the studies. Disagreements between the reviewers will be 
resolved through further discussion. Information will be independently extracted by 
both reviewers using a standardised tool (JCB, 2015) which includes: • Author/Date  

• Inclusion/exclusion criteria 
• Sample size  
• Participant demographics  
• Study methodology 
• Index test description  
• Reference test description 
• Geographical location of data collection  
• Setting of data collection  
• Persons executing and interpreting index tests 
• Persons executing and interpreting reference test  
• Index/reference time interval (and treatments carried out in between) 
• Other diagnoses in those without target condition 
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Reviewers will complete critical appraisal checklists independently and compare 
findings jointly. Any disagreements will be resolved through further discussion. 

  
Risk of bias (quality) assessment 
The QUADAS-2 revised tool (Whiting et al., 2011) will be used to assess the 
methodological quality of each study in relation to risk of bias in the selection of 
patients, patient flow, the conduct and interpretation of the index test and the conduct 
and interpretation of the reference test. Results will be presented in tabular form in 
relation to risk of bias and applicability concerns. 

  
Strategy for data synthesis 

Included studies will assessed for methodological quality using the QUADAS-2 revised 
tool (Whiting et al., 2011). The QUADAS-2 tool will be piloted prior to use. The 
QUADAS-2 will assess patient selection, the index test, reference standard and flow 
and timing in relation to applicability and risk of bias (Whiting et al., 2011).  

Statistical analysis and data synthesis 

Statistical analysis will depend on the data found in the primary studies. If the same 
diagnostic threshold is used in the included primary studies, we will estimate summary 
sensitivity and specificity. If different diagnostic thresholds are used, we will estimate 
the summary sensitivity and specificity for each threshold provided in the articles.  

Heterogeneity between studies is very likely in this review and will be carefully 
investigated. If heterogeneity is due to the existence of specific risks of bias in some 
studies, then meta-analysis will be restricted to studies which do not possess the 
identified risks. 

  
Analysis of subgroups or subsets 
Subgroup analyses will be carried out if participant groups and psychometric tools are 
very different and if adequate numbers of included studies allow sub-group analysis. 
If insufficient numbers of studies are identified a narrative review will be presented for 
each subgroup.  

• Type of psychometric tool 
• Timing of use of psychometric tool (e.g. at assessment/ following hormonal 

interventions/ following surgical interventions) 
  
Contact details for further information 
Katrin Lehmann 

lehmann-k@ulster.ac.uk 

  
Organisational affiliation of the review 
Ulster University 

  
Review team members and their organisational affiliations 
Ms Katrin Lehmann. Bamford Centre, Ulster University 

Professor Gerard Leavey. Bamford Centre, Ulster University 

  
Anticipated or actual start date 
09 October 2017 
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Anticipated completion date 
09 January 2018 

  
Funding sources/sponsors 
Public Health Agency Northern Ireland (R&D Fellowship Katrin Lehmann) 

  
Conflicts of interest 
None known 

  
Language 
English 

  
Country 
Northern Ireland 

  
Stage of review 
Review Ongoing 

  
Subject index terms status 
Subject indexing assigned by CRD 

  
Subject index terms 
Adolescent; Adult; Humans; Personality; Personality Disorders; Psychometrics 

  
Date of registration in PROSPERO 
21 November 2017 

  
Date of publication of this version 
06 October 2017 

  
Details of any existing review of the same topic by the same authors 
  
Stage of review at time of this submission 

  
Stage Started Completed 

Preliminary searches Yes Yes 

Piloting of the study selection process No No 

Formal screening of search results against eligibility criteria No No 

Data extraction No No 

Risk of bias (quality) assessment No No 

Data analysis No No 
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Versions 

  
06 October 2017 
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1    Ontological positions generally can be broadly divided into realism and idealism (Ritchie and Ormston 

2014). From a realist perspective, an external reality is in existence whether we believe or understand it or not. 

The idealist perspective suggests that no external reality is in existence without our beliefs and understandings 

of this reality (Ormston et al., 2014). 

 
2     Within the literature there are two main epistemological positions, inductive and deductive logic (Ormston 

et al., 2014). Using inductive knowledge means building knowledge and understanding from the bottom up, 

through observations and thus creating theories and laws (Ormston et al., 2014). Deductive logic on the other 

hand is a top-down approach of creating knowledge, beginning with a theory and hypothesis, which is tested to 

confirm or reject the theory (Ormston et al., 2014). Inductive logic has been associated with qualitative 

research, however Blakie (2000) suggests, that there is no strict differentiation between purely inductive or 

deductive. 

 
3    Positivism sometimes referred to as scientific method or scientific research (Mackenzie and Knipe, 2006) is 

based on a rationalist and empiricist philosophy in which causes determine effects or outcomes (Creswell, 

2003). The ontological perspective of positivism is based on realism or naïve realism, in which knowledge and 

reality can be understood as the way things are (Guba and Lincoln, 1994). Within the positivist paradigm, the 

epistemological position of the researcher is as dualist and objectivist (Guba and Lincoln, 1994), who is 

observing and manipulating in a dispassionate manner (Mertens, 2005). Research data is primarily quantitative 

in nature. Positivism and post-positivism have been described as dominant paradigms (Ponterotto, 2005) in 

health service contexts and health service research continues to be focused on evidence-based practice with 

randomized controlled trials treated as gold standard. 

 
4 The constructivist/ interpretivist paradigm is based on the philosophy of Edmund Husserl`s   phenomenology 

and hermeneutics (Mertens, 2005). From an ontological perspective, the constructivist/ interpretivist paradigm 

is based on a relativist position of multiple and constructed, but equally valid, realities (Schwandt, 1994). From 

an epistemological point, hermeneutic principles suggest that reality is essentially constructed by the individual 

and meaning is hidden and brought to light through reflection (Schwandt, 1994). As a researcher, knowledge 
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can be gained through interaction with participants. Knowledge is essentially co-constructed (Ponterotto, 2005) 

by the researcher and participant. Understanding the lived experience of the participant (Schwandt, 1994) is one 

of the objectives of this paradigm. Data collection is primarily through qualitative methods, such as interviews.  

 
5 The transformative paradigm was developed during the 1980`s and 1990`s due to criticisms of previous 

paradigms and evolving understanding that prior sociological and psychological theory has been created from 

the point of view of white able-bodied males (Mertens, 2005). 

 
6 Observational studies can be distinguished from experimental or intervention studies (e.g. randomised 

controlled trials, RCTs) in which participants are randomly allocated to different groups in order to test an 

intervention. Experimental studies can be therapeutic or preventative (Hennekens and Mayrent, 1987); 

therapeutic studies are usually conducted to treat a particular disease already present in a group of individuals, 

while preventative trials explore if a particular treatment will reduce or prevent future disease. While clinical 

trials are important, they are not always feasible from an ethical perspective and may be difficult to undertake if 

a condition or illness is very rare. Emphasis on evidence-based clinical practice and the establishment of the 

Cochrane data base of clinical trials (Mann, 2003) has further established the position of experimental studies in 

healthcare research. 

 
7 Heidecker suggested the term ‘life world’ to describe how individuals experiences are influenced by the world 

they live in (Lopez and Willis, 2004). In contrast to descriptive phenomenology, interpretive phenomenology 

highlights the importance of prior knowledge to inform the research process and to identify topics to be 

researched. Hermeneutic scholars highlight the importance of personal knowledge for phenomenological 

research (Geanellos, 2000). Interpretive phenomenology forms the basis of research strategies such as 

ethnomethodology and conversational analysis (Gubrium and Holstein, 2000). Ethnomethodology developed by 

Garfinkel (1976) describes the rules and processes by which individuals interpret social interactions (Green and 

Thorogood, 2009). Using an ethnomethodological approach for the GIFTS study would have required the 

availability of existing material such as video tapes of consultations or observation in the clinic environments 

over a prolonged period. The restricted timeframe of the GIFTS study did not allow for long-term participation 

in the clinical service environments to gather this type of data.  

 
8 As an inductive process, in which the researcher has little or no knowledge of the subject area (Morse, 2003), 

issues of importance to participants may emerge through the research process. Very little is known about issues 

critical to the lives of people living with gender related distress. Using a grounded theory approach offered the 

possibility of creating meaning and developing theories. Grounded theory has evolved over many years in 

various conflicting directions (Guba and Lincoln, 1994) with grounded theory taking critical realist, modified 

objectionist (Annells, 1997) and relativist, subjectionist positions (Strauss and Corbin, 1998). Charmaz (2000) 

developed constructivist grounded theory as a middle ground in order to study individuals in their natural 

settings. In common with the constructionist view, individuals within this approach are considered to have a 

view of reality which determines what they know and do (Speed, 1991). Their reality is in essence socially 

constructed, with knowledge created through an interactional process between researcher and participant 

(Ghezeljeh and Emami, 2009). Using a constructivist grounded theory approach, data collection and analysis is 

a shared experience for researchers and participants.  

 


