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Abstract 

Background:  Men with prostate cancer (PCa) often experience sexual dysfunction following diagnosis 

and treatment, yet little is known about the support they receive to deal with this.    

Aim:  To explore men’s experiences of support for sexual dysfunction following PCa diagnosis.   

Methods:  A UK-wide survey of men 18-42 months post-diagnosis of PCa, identified through cancer 

registries.  The survey measured sexual function and the extent to which men perceived sexual 

dysfunction to be a problem (EPIC-26), access to and experience of medications, devices and specialist 

services for sexual dysfunction, and included a free-text question for further comments.  Analysis 

focussed on men who reported poor sexual function, which they considered a moderate/big problem.  

Descriptive statistics explored the characteristics of men offered intervention and those that found 

this helpful.   Free-text responses were analysed using thematic analysis.    

Outcome:  Access to and experience of medications, devices and specialist services for sexual 

dysfunction.    

Results: 39.0% of all survey respondents (13,978/35,823) reported poor sexual function, which they 

considered a moderate/big problem.  51.7% of these men were not offered any intervention to aid 

sexual functioning.  71.9% of those offered an intervention reported trying it, of whom 48.7% found 

the intervention helpful. Men treated with surgery or brachytherapy were most likely to be offered 

an intervention.  Medication was the most commonly offered intervention and 39.3% of those who 

tried medication, found this helpful.  Although offered less often, approximately half of the men who 

tried devices or attended specialist services found this helpful.   

Free text responses indicated that barriers to accessing support included: inadequate information 

and  support from health care professionals;  embarrassment; negative views about treatment 

options;  concerns about side-effects and safety; and inconsistencies between secondary and 

primary care .  Barriers to continuing use included: limited effectiveness of treatments; inadequate 

ongoing support; and funding constraints. Drivers of sexual recovery included: patient proactivity 
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and persistence with trying different treatment options; ongoing support from health professionals.   

Clinical Implications:  There is an urgent need to ensure all men are offered, and have equal access 

to, sexual care support, with referral to specialist services when required. 

Strengths and limitations: This study presents data from a large, UK-wide, population based study of 

men with prostate cancer and includes quantitative and qualitative findings.   The possibility of non-

response bias should, however, be considered.    

Conclusion:  There are significant shortcomings in the support offered to UK men with sexual 

dysfunction following diagnosis and treatment for PCa which need to be addressed.   
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Introduction 

As cancer survivorship improves and the absolute number of survivors grows [1], we need to 

improve approaches to identifying ongoing difficulties and to plan appropriate healthcare services. 

Although many cancer survivors have excellent outcomes in terms of survival and quality of life [2],   

reduced quality of life and specific symptoms and functional difficulties may be substantial for some.  

For example, for the large number of prostate cancer survivors, treatment frequently results in 

impaired sexual functioning [3, 4].   Radical treatment of prostate cancer with surgery, external 

beam radiotherapy (EBRT) or brachytherapy often causes erectile dysfunction (ED) [3-5].  Androgen 

deprivation therapy (ADT) used in conjunction with radiotherapy for radical treatment and also as a 

palliative therapy leads to diminished libido and ED [6].  Sexual dysfunction can have a significant 

impact on psychological well-being and quality of life for both men and their partners [7, 8].  A 

number of  treatments are available for ED including phosphodiesterase type 5 inhibitor (PDE5I) 

drugs, intra-cavernous injections (ICIs), and vacuum erection devices or pumps (VEDs) [6]. There is 

mixed evidence on the efficacy of these treatments but, to date, they are  considered the main 

approach to ED management following prostate cancer treatment [9].   Penile rehabilitation 

programs are also increasingly used, although there is no standard rehabilitation protocol and a lack 

of evidence of efficacy [10].  Penile implants can provide effective early sexual rehabilitation and 

improve quality of life without compromising surgical outcomes, although utilisation is low [11].  

Partners are integral to approaches to support men with sexual dysfunction and psychosexual 

support for couples is central to helping men and their partners manage expectations and facilitate 

adherence to medical treatments for ED [9].   

However, there is some evidence many men are not being offered these interventions; some men 

do not wish to try them [4], and many experience problems and do not persist with therapy [12].  

The few qualitative studies  that have explored this topic have highlighted that men struggle with 

the lack of spontaneity and artificial nature of sex aids [13], and adoption of a stoical attitude can 
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preclude potentially helpful discussions with health care professionals [14].  Certain groups of men 

have been reported to find sexual dysfunction more challenging, such as younger men, Black men 

and gay men [15, 16].    

We have previously reported from the Life After Prostate Cancer Diagnosis (LAPCD) study, a large 

UK-wide population based study of over 35,000 men that 41·4% men reported being offered 

medications to aid or improve erections, 22·6% were offered devices to aid erections and 14·8% 

were offered specialist services (such as counselling) to help with sexual functioning [4].  In this 

paper we report more detailed findings from the LAPCD study, using both survey and free-text data, 

on men’s experiences of support for sexual dysfunction – focussing on the cohort of men who 

considered poor sexual function to be a moderate or big problem.    

 

Method 

The LAPCD study design has been detailed previously [17]. Men diagnosed with PCa between 18-42 

months previously were eligible to participate and were identified through national cancer 

registration systems in England, Wales and Northern Ireland, and through hospital activity data in 

Scotland.  Ethical and regulatory approvals allowed men to be contacted using details held within 

cancer registration/hospital activity data.  Men were sent a postal survey on behalf of their treating 

Trust/Board.  All mailings were conducted by an NHS approved survey provider on behalf of the 

study team.  Men consented to the study by returning completed surveys and declined by not 

returning them, returning them unanswered or opting out via a free-phone helpline.  Up to two 

reminders were sent to non-responders. The survey was completed between October 2015 and 

November 2016. 

The survey covered a range of topics, including: 
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Prostate cancer-related quality of life  

The Expanded Prostate Cancer Index Composite-26 (EPIC-26) [18, 19] measures function across five 

domains (urinary incontinence, urinary irritation and obstruction, bowel, sexual, vitality/hormone), 

using 26 items. Men were asked to rate their ability to function sexually over the past four weeks on 

a five-point scale, anchored between very poor – very good. An additional question assessed bother 

associated with sexual function, where men were asked to rate how big a problem their function had 

been over the past four weeks. This was ranked on a five-point scale (no/ very small/ small/ 

moderate/ big problem).  

Access to and use of sexual interventions 

Two items from the ICHOM dataset assessing use of medications and devices for ED were included in 

the survey [20]. These were modified to avoid drug/trade names. An additional item on use of 

specialist services to help with sex life was included, “Have you used any specialist services to help 

with your sex life following your diagnosis of prostate cancer? (e.g. counselling, psychosexual clinics, 

psychology)”. 

Free text responses 

Following the EPIC and sexual intervention questions, respondents were given the opportunity to 

add any additional comments in a free text box.  

In addition, the survey contained questions relating to socio-demographics and treatments received.  

For the purposes of this study, we used self-reported information on age (where missing, 

supplemented by cancer registration records), presence of other long-term conditions (LTCs), type of 

treatment received (including monitoring), ethnicity, marital status, employment status, and 

sexuality.  

Analysis 

Quantitative analysis 
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The survey data were analysed descriptively, with chi-squared analyses used to investigate the 

characteristics of men offered intervention and those that found this helpful.  Analyses were limited 

to men that reported they had poor/very poor sexual function and considered this a moderate/big 

problem, and who answered all three sexual intervention questions.  Analyses were performed using 

Stata version 15.0 (StataCorp, TX, USA). 

Free text analysis 

Free text responses were transcribed verbatim and a thematic analysis was undertaken [21].  Three 

members of the research team (RW, LM, EW) read through all responses of men who reported that 

they had poor/very poor sexual function and considered this to be a moderate/big problem and 

categorised the comments as either relevant or not relevant to the topic of support for sexual 

dysfunction.  Relevant comments were then independently coded by team members (LM, RW, EW) 

and a coding framework was constructed.  The process of constructing the framework was both 

inductive and deductive [22].  Researchers coded all relevant free text comments using the 

framework.  Codes were then collated and examined as a whole.  Preliminary themes were 

constructed and refined and finalised following discussion. 

 

Results 

The study population 

Overall, 35,823 men completed a survey (60.8%).  Of these, 39.0% (13,978/35,823) men reported poor 

or very poor sexual function which they considered to be a moderate or big problem.  These 13,978 

men are the focus of this paper and their socio-demographic and clinical characteristics are presented 

in Table 1. 

 

Survey findings 
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All three sexual intervention questions were answered by 13,589 (97.2%) men. Just under half 

(n=6,562, 48.3%) reported being offered any of the three interventions to support sexual wellbeing 

(Table 2).  Men were most commonly offered medications (n=6,233; 45.9%), with smaller proportions 

offered devices (n=3,620; 26.6%) and specialist services (n=2,069; 15.2%) (see Figure 1).  Many men 

(58.0%) were offered more than one intervention: 28.2% were offered medications and devices, and 

23.7% were offered all three interventions. Other combinations were much less commonly offered 

(Supplementary Table 1).   

The proportion of men offered any of the interventions decreased with age and as the number of 

other LTCs increased (Table 2). Around half of all married and separated/divorced men reported being 

offered any of the interventions, whereas fewer single (46.1%) and widowed (33.6%) men were 

offered an intervention (Table 2).   

The proportion of men offered interventions varied considerably by treatment modality (Tables 2 and 

3).  Men treated with surgery alone were most likely to be offered an intervention (81.4%:  

Medications: 78.5%; Devices: 61.7%; Specialist services: 27.9%), followed by men treated with 

brachytherapy alone (65.1%: Medications: 63.5%; Devices 20.4%; Specialist services 14.4%).  Men on 

other treatment pathways were much less likely to be offered any type of intervention (e.g. EBRT 

34.9%, Monitoring 30%, ADT 22.4%).    

Of those men offered an intervention, 71.9% (4,717/6,562) reported trying it.  When offered, men 

were most likely to try medications (71.0%) and least likely to try specialist services (42.8%) (Figure 1).  

Just under half of the men who were offered and tried an intervention reported that it was helpful 

(n=2,296, 48.7%).  Approximately half of the men who tried specialist services (n=469; 52.9%), or 

devices (n=1,049; 51.5%) found the intervention helpful, and 39.3% (n=1,741) of those who tried 

medication found it helpful (Figure 1).  
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Of those men who tried the interventions offered to them, there was variation across the treatment 

groups in how helpful they found them.  Over 50% of the men treated with monitoring, surgery or 

brachytherapy reported finding intervention helpful. Men who received ADT alone were least likely to 

report finding intervention helpful (35%) (Table 3). The most common treatment modalities amongst 

men in our study were surgery alone (n=3,123) and combined EBRT & ADT (n=3,092).  Over 80% of 

the surgical group were offered an intervention, and of those who tried the intervention, 37.2% found 

medication to be helpful, 55.3% found devices to be helpful and 53.3% found specialist services to be 

helpful.  For men treated with EBRT & ADT, a much lower proportion (39.5%) were offered an 

intervention.  Of those who tried the intervention, 37.2% found medication to be helpful, 33.1% found 

devices to be helpful and 55.6% found specialist services helpful.    

Free text findings 

28% (3,849) of men with poor sexual function, which they considered to be a moderate or big 

problem, provided free text responses following the EPIC-26 and sexual intervention questions in the 

survey.   Of these, 597 (15.5%, or 4.2% of the total sample) comments were deemed relevant to 

providing insights into men’s experiences of support, including medication and devices. Three main 

themes emerged from the analysis: Barriers to accessing support, Barriers to continuing use, and 

Drivers of sexual recovery (see Figure 2).  Each of the themes and sub-themes are described below, 

with illustrative quotes for each theme presented in Supplementary Table 2.      

Theme 1:  Barriers to accessing sexual care support  

Barriers to accessing support to deal with erectile dysfunction were identified at the health service 

organisation level as well as the individual patient level.   

i) Health service factors 

Information provision and communication with health professionals  

Men described unmet needs regarding erectile functioning and a desire for more information and 

support.  Men often commented that health professionals had not initiated any discussion with 
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them regarding sexual function following treatment or had failed to discuss potential medication or 

aids to help address sexual dysfunction.  Some men indicated they believed sexual issues were not 

discussed because their doctors had made incorrect assumptions about their older age or, in a few 

cases, their sexual orientation.  Comments indicated that in some cases health professionals had told 

men their sex lives would be over completely following treatment, with no indication that any 

further information or support for sexual functioning had been provided.  

Inconsistencies between primary and secondary care  

Many men described significant inconsistencies between what their consultants or specialist ED 

services advised and what their general practitioner (GP) had told them or was willing to prescribe.  

There were numerous instances reported about GPs reluctance to prescribe medication or aids 

which had been recommended by secondary care and requested by men.  

Delays in support for sexual functioning - “Too little, too late” 

Men reported significant delays in receiving medication or sexual aid after these had been ordered 

or prescribed, and long waiting lists following referral for sexual or couple counselling.  This, in turn, 

sometimes led men to cease trying.   

(ii)  Patient factors   

Some men described embarrassment and a reluctance to talk to health professionals about using 

sexual aids.  Other men didn’t want to try medication due to issues with comorbidities and concerns 

over polypharmacy.  Some men discussed loss of libido due to treatment from PCa leading to a lack 

of motivation to try sexual aids. Others held negative views towards particular sexual aids, for 

example a dislike of mechanical options such as the vacuum pump or a phobia of injections which 

precluded these options.   A few men noted concerns around the use of sexual aids potentially 

increasing the risk of cancer recurrence because of increased blood flow to the area.   

Theme 2:  Barriers to continuing use of sexual care support interventions 
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Amongst men who had tried erectile aids, many reported perceived problems or limitations. The 

most common problem reported was that men found the aids to be lacking or limited in 

effectiveness and so they stopped using them.   Another issue was experiencing unpleasant side 

effects from using sexual aids or medications (e.g. headaches, pain etc.), which often became a 

barrier to further use. Men also reported finding sexual aids reduced the pleasure and the 

spontaneity of sex.  Some men also described problems with getting adequate support 

‘troubleshooting’ issues with medication or devices from health professionals. For those men who 

had found sexual aids to be effective, some described frustration with being unable to get an 

adequate supply to meet their needs due to manufacturer issues or funding constraints.    

Theme 3: Drivers and facilitators of sexual recovery  

Various ‘drivers’ that encouraged the use of sexual aids and appeared to promote their effectiveness 

were identified.   

(i)  Effectiveness of sexual aids/devices  

Some men reported that sexual aids had been effective at helping them maintain erections good 

enough for sexual intercourse and noted the psychological benefits of being able to maintain a 

degree of sexual activity.  

(ii)  Health professional support  

For men who had initiated the use of medications or devices ongoing support and encouragement 

from health professionals was important.  Being offered a range of options by health professionals 

was identified as being helpful.     

(iii) Motivation and persistence to gain sexual recovery 

Patient-related drivers included men’s willingness to proactively seek help and motivation to persist 

and try out different options.  Some men noted the importance of maintaining some sexual function 

in the hope that even if penetration wasn’t currently possible at that time it would return with time.  
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Some men who were unsatisfied with the sexual support received, did reach out to the private 

sector and consult the Internet.  The Internet was used primarily for accessing medication and 

devices.  

Discussion 

This study, which has explored the experience of treatment and support for prostate-cancer related 

sexual dysfunction in a large, population-based sample of men in the UK, has highlighted significant 

shortcomings in the support provided to men.  Just over half (52%) of all men who reported finding 

sexual dysfunction to be problematic were not offered support from the health system to deal with 

this.  Of the men offered an intervention, 72% reported trying it and, of these, approximately half 

found the intervention helpful.  Younger men, those post-radical surgery or brachytherapy, and men 

with no co-morbidities were most likely to be offered an intervention, most commonly in the form of 

medication.  There was some variation by treatment modality in terms of how helpful men found 

interventions to be, with men treated with surgery, brachytherapy or monitoring most likely to find 

intervention helpful.  Although referral to specialist services was not often offered, this was the 

intervention that the highest proportion of men reported as being helpful to them.  Free-text 

responses revealed a range of healthcare service and patient barriers to accessing support, as well as 

barriers to continuing use.  Support from healthcare professionals was an important driver of recovery 

of sexual functioning or wellbeing, alongside motivation and willingness on the part of the man to 

persist with trying different sexual aids/devices.  

Strengths of this study include its size and the fact that it was conducted on an unselected 

population-based sample.  The study achieved a good response rate (60.8%), however, as with all 

surveys the potential for non-response bias must be recognised.  Furthermore, we do not have data 

on men’s sexual functioning or bother prior to the diagnosis of PCa, as men in the survey were 18-42 

months post-diagnosis.  Those men who experienced problematic sexual dysfunction in the initial 

post-diagnosis period but have either been successfully treated or no longer find this to be a 
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problem are not represented in the findings.  Sexual functioning difficulties vary according to 

treatment trajectories [9, 23].  For example, whilst some men in the sample who received 

radiotherapy treatment may just be beginning to experience erectile problems, those on ADT would 

have continuous challenges until they stopped treatment and possibly beyond [9].  It should also be 

noted that men in the survey were asked about their sexual function, and the extent to which poor 

sexual function was considered a problem.   Men may have focussed responses on erectile 

dysfunction and there are other sexual problems which men may have experienced that were not 

specifically explored in this study.  Analysis of men’s free text responses has enhanced our 

understanding of their experiences of treatment and support for sexual dysfunction. It has, however, 

been suggested that those who are literate, have English as a first language, and have more negative 

experiences are more likely to complete free text boxes [24] . Nonetheless understanding men’s 

negative experiences can be very helpful for future service development. 

A few previous studies have also focussed on men’s experiences of treatment and support for sexual 

dysfunction following a prostate cancer diagnosis.  A recent UK survey conducted with a 

convenience sample of respondents found that a fifth of men were not offered any ED management, 

and a similar proportion were not satisfied with the way healthcare professionals addressed their 

concerns about ED.  One quarter indicated they experienced difficulty or delays in accessing ED 

treatment [25].  Similar to our findings, a US study of 896 men 4-8 years after treatment for localised 

PCa found that approximately half of the sample were bothered by poor sexual function and, of 

these men, men treated with surgery were most likely to have tried an intervention (67%) compared 

to men receiving other forms of treatment [20].  A more recent US study found that 56% of patients 

(237/425) treated for localised PCa with surgery, EBRT or brachytherapy used an erectile aid at some 

point in the four years following diagnosis and treatment [26].  A Scandinavian study of 982 post-

prostatectomy long-term survivors of PCa found 48% reported use of erectile aids, which 

significantly increased the proportion reporting sufficient erections [27].  Similar to our findings, 

previous qualitative studies have shown that men often report finding sexual aids artificial and that 
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sex lacked spontaneity when using medication or aids [12].  Men also often reported oral medication 

to be ineffective [12, 28, 29]. Other papers have discussed men’s rejection of sexual aids and their 

decision not to use them [12, 30].  

Although the treatment-related sexual side effects of prostate cancer have long been known, our 

study clearly indicates that UK men are still not being adequately supported.  Support is inconsistent 

and fragmented and there are a number of clear implications for practice.  Regardless of age and 

treatment modality, the effect of different treatment options on sexual functioning should be 

discussed with men and their partners around the time of treatment decision-making to help men 

and their partners set realistic expectations of the impact on sexual functioning post-treatment.  It 

appears that men in the UK treated surgically or with brachytherapy are considerably more likely to 

be offered intervention(s) and attention should be paid to other patient pathways, ensuring that all 

men, regardless of what treatment they receive, are offered the opportunity to discuss sexual 

dysfunction and have access to support and intervention.   Timing is also important and men should 

be offered early and ongoing access to interventions soon after primary PCa treatment completion, 

along with encouragement to try available options and to persist [9].  Men / couples will vary as to 

when in the treatment pathway sexual function becomes a priority.   In addition, recognising that 

men will have varying degrees of success regarding their sexual recovery [31] it would also be 

beneficial for health professionals to  provide men with greater information and advice on ways of 

maintaining intimacy that may not involve penetration.   

Our study has identified a range of barriers in the uptake of treatments by men, and health 

professionals could usefully discuss and challenge these barriers, including raising the topic with all 

men and establishing if they wish to discuss and signposting to further support if needed.  Mehta 

and colleagues [32] found that patients and partners value both pre-treatment preparation for 

sexual recovery and support for sexual recovery for both after treatment, and that a  web-based 

approach may help mitigate barriers to access to these support services.  In a recent review, Faris 
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and colleagues [33], also found educational intervention improved sexual function and satisfaction in 

men treated by radical prostatectomy  

It is important to acknowledge the barriers that health professionals may have when discussing 

sexual health with men, and specific sexual care training may be needed for them to gain a full 

appreciation of the subject and feel confident in including this within their routine care [34-36].  

Greater access to specialised psychosexual support for men and their partners is also needed to 

enable men to both work thorugh the ‘loss’ of their previous sex life and move on towards their new 

sexual normal.   There is also an urgent need for improved communication pathways (with 

standardised care) between secondary and primary care, and for greater clarity and equity over 

funding for sexual dysfunction treatments across the UK.   

We believe that these findings should cause all leaders of the multi-disciplinary teams which care for 

PCa patients before, during and after major treatment interventions, to review their practice and 

training to ensure that patients are adequately informed of the risks and potential interventions for 

sexual dysfunction during and after treatment. Good written and internet-based advice does exist 

and needs to be more consistently drawn to patient’s attention with the appropriate contact points 

for further discussions, and consideration of treatment options. 
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Figure 1. Proportion of men who were offered sexual support, who tried it, and who found it helpful.   
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Table 1. Sociodemographic and clinical characteristics of men with poor sexual function and 

moderate/big sexual bother.  

 
 

N % Missing (%) 
Total  13,978   

Age group 

<55 years 273 2.0 4 (.3) 
55-64 years 2,326 16.7 
65-74 years 6,816 48.8 
75-84 years 4,058 29.0 
85+ years 501 3.6 

Other long-term 
conditions 

0 3,596 25.7 0 
1 4,756 34.0 
2 2,924 20.9 
3 1,496 10.7 
4+ 1,206 8.6 

Treatment type 

Monitoring 1353 11.6 2,296 (16.4) 
Surgery alone 3,233 27.7 
EBRT alone 993 8.5 
Brachytherapy alone 377 3.2 
ADT alone 1,069 9.2 
EBRT & ADT 3,152 27.0 
Surgery & EBRT/ADT 1,090 9.3 
Systemic & ADT  227 1.9 
Systemic & EBRT 188 1.6 

Marital status 

Married/Civil Partner 11,144 80.8 182 (1.3) 
Separated/Divorced 1,121 8.1 
Widowed 916 6.6 
Single 412 3.0 
Other 203 1.5 

Ethnicity 
White 13,027 96.3 449 (3.2%) 
Non-White 502 3.7 

Sexuality 

Heterosexual 12,921 96.9 648 (4.6) 
Homosexual 105 0.8 
Bisexual 47 0.4 
Don't know 48 0.4 
Prefer not to say 209 1.6 

Nation 

England 11,677 83.5 0 
Wales 1,118 8.0 
Scotland 788 5.6 
Northern Ireland 395 2.8 

 

EBRT: External Beam Radiotherapy; ADT: Androgen Deprivation Therapy.  
Monitoring includes active surveillance and watchful waiting; Systemic includes chemotherapy, Abiraterone 
and Enzlutamide  
 



Table 2. Characteristics of men offered vs. not offered any of the three sexual interventions and who reported finding them helpful vs. not helpful.  

    Not offered Offered   Tried but didn't 
help Helped   

    N % N % p N % N % p 
Total  7,027 51.7 6,562 48.3  2,421 51.3 2,296 48.7  

Age group 

<55 years 35 13.2 231 86.8 

<0.01 

81 38.0 132 62.0 

<0.01 
55-64 years 602 26.5 1,670 73.5 638 46.7 728 53.3 
65-74 years 3,065 46.1 3,582 53.9 1,357 53.2 1,196 46.8 
75-84 years 2,905 74.0 1,022 26.0 330 58.8 231 41.2 
85+ years 417 88.2 56 11.8 15 62.5 9 37.5 

Other long-term 
conditions 

0 1,471 42.2 2,013 57.8 

<0.01 

723 47.1 813 52.9 

<0.01 
1 2,313 49.8 2,330 50.2 850 51.2 811 48.8 
2 1,584 55.8 1,256 44.2 493 55.4 397 44.6 
3 899 62.0 551 38.0 208 59.8 140 40.2 
4+ 760 64.8 412 35.2 147 52.1 135 47.9 

Treatment type 

Monitoring 923 70.0 396 30.0 

<0.01 

121 41.0 174 59.0 

<0.01 

Surgery alone 581 18.6 2,542 81.4 1041 48.6 1,100 51.4 
EBRT alone 628 65.1 337 34.9 115 54.8 95 45.2 
Brachytherapy alone 128 34.9 239 65.1 73 42.7 98 57.3 
ADT alone 802 77.6 232 22.4 78 65.0 42 35.0 
EBRT & ADT 1,872 60.5 1,220 39.5 396 58.8 277 41.2 
Surgery & EBRT/ADT 407 38.4 653 61.6 271 53.8 233 46.2 
Systemic & ADT 177 79.7 45 20.3 15 55.6 12 44.4 
Systemic & EBRT 133 70.7 55 29.3 11 42.3 15 57.7 

Marital status 

Married/Civil Partner 5,526 50.9 5,323 49.1 

<0.01 

1,973 51.6 1,847 48.4 

0.05 
Separated/Divorced 521 47.6 573 52.4 199 46.3 231 53.7 
Widowed 585 66.4 296 33.6 117 58.2 84 41.8 
Single 215 53.9 184 46.1 64 48.9 67 51.1 
Other 80 40.4 118 59.6 40 46.5 46 53.5 

Ethnicity White 6,599 52.0 6,087 48.0 <0.01 2,197 50.7 2,140 49.3 0.02 



Non-White 166 34.6 314 65.4 154 58.3 110 41.7 

Sexuality 

Heterosexual 6,403 50.8 6,200 49.2 

<0.01 

2,293 51.4 2,171 48.6 

0.54 
Homosexual 49 47.6 54 52.4 17 38.6 27 61.4 
Bisexual 20 42.6 27 57.4 10 47.6 11 52.4 
Don't know 29 64.4 16 35.6 6 54.5 5 45.5 
Prefer not to say 122 63.2 71 36.8 23 51.1 22 48.9 

Nation 

England 5,788 50.9 5,573 49.1 

<0.01 

2,038 50.6 1,986 49.4 

0.12 
Wales 587 54.2 497 45.8 205 55.7 163 44.3 
Scotland 414 54.4 347 45.6 131 56.2 102 43.8 
Northern Ireland 238 62.1 145 37.9 47 51.1 45 48.9 

 

EBRT: External Beam Radiotherapy; ADT: Androgen Deprivation Therapy.  
Monitoring includes active surveillance and watchful waiting; Systemic includes chemotherapy, Abiraterone and Enzlutamide  
  



Table 3. Experience of interventions for sexual dysfunction by treatment modality 

                  
    Medications Devices Specialist services Any intervention 

  Offered* Helped* Offered* Helped* Offered* Helped Offered* Helped* 
  Total N % N % N % N % N % N % N % N % 
Monitoring 1319 377 28.6 166 57.4 91 6.9 16 50.0 58 4.4 12 66.7 396 30.0 174 59.0 
Surgery alone 3,123 2,453 78.5 746 37.2 1,926 61.7 714 55.3 872 27.9 244 53.3 2,542 81.4 1,100 51.4 
EBRT alone 965 321 33.3 85 42.9 127 13.2 16 33.3 98 10.2 12 40.0 337 34.9 95 45.2 
Brachytherapy alone 367 233 63.5 92 54.1 75 20.4 14 58.3 53 14.4 15 68.2 239 65.1 98 57.3 
ADT alone 1,034 209 20.2 36 31.3 84 8.1 5 23.8 76 7.4 6 42.9 232 22.4 42 35.0 
EBRT & ADT 3,092 1,155 37.4 235 37.2 455 14.7 45 33.1 353 11.4 55 55.6 1,220 39.5 277 41.2 
Surgery & EBRT/ADT 1,060 603 56.9 160 34.7 462 43.6 149 50.3 253 23.9 67 51.9 653 61.6 233 46.2 
Systemic & ADT 222 43 19.4 8 33.3 16 7.2   11 5.0   45 20.3 12 44.4 
Systemic & EBRT 188 50 26.6 8 34.8 20 10.6     24 12.8     55 29.3 15 57.7 

                  
EBRT: External Beam Radiotherapy; ADT: Androgen Deprivation Therapy.  
Monitoring includes active surveillance and watchful waiting; Systemic includes chemotherapy, Abiraterone and Enzlutamide  
Blank cells have been suppressed to maintain confidentiality (n<5)            
Helped' percentages calculated using the number of men who tried the intervention as the denominator        
*Significant variation across the treatment groups (p<0.01)             
                  
 



Supplementary Table 1: Men offered combinations of the three interventions, and of those who 
tried the intervention(s), who found they helped 

     

  
Offered 

intervention 
≥1 intervention 

helped 
Combination N % N % 
Medication only 2,481 37.8 658 38.8 
Devices only 162 2.5 42 46.2 
Specialist services only 116 1.8 6 42.9 
Medication & devices 1,850 28.2 793 51.5 
Medication & specialist services 345 5.3 93 45.1 
Devices & specialist services 51 0.8 21 61.8 
All three interventions 1,557 23.7 683 60.1 
Total 6,562 100.0 2,296 48.7 

     
‘Helped' percentages calculated using the number of men who tried the intervention as the denominator 



 

Supplementary Table 2     Free-text themes and illustrative quotes 

Barriers to access  
Lack of information and advice 
from Health Care Professionals 

Sexual problems were never discussed and this questionnaire has come as a surprise as I was not aware help was 
available. I was told there may be problems but it was left that it was to be expected and I would have to live with it. 

 
My consultant, at our initial meeting said that he was going to chemically castrate me, hence the total lack of sexual 
drive or activity.  All the way through my treatment no one has discussed sexual issues. 
 

Health Care Professional 
Assumptions 

I was not offered any assistance with erectile dysfunction.  I think doctors considered it very little if at all because of 
my age!!!   
 
My sexual life has changed drastically. The system is geared up for straight men – my needs as a gay man were, and 
are, neither considered nor understood. Assumptions about me and my life were made by health professionals from 
the start, and continue to be made. 
 

Disconnect between secondary 
and primary care 

I asked for a vacuum device but my GP refused. Each time I have asked for a higher dose of Viagra/muse the GP 
refused until I obtained a letter from my consultant - this took 6/8 weeks each time. 
 
I was given a penis injection by a nurse which worked. I asked my GP for a supply and was ignored. I haven’t had an 
erection since the nurse tried the injection which was 18 months ago. 
 
Pump not readily available on NHS as it is 'low priority', only prescribed by GP after many letters and presentation of 
data to GP from pump supplier and ED clinic 
The urology department discussed my erectile dysfunction and offered medication and    vacuum pump which I 
accepted. However, total lack of communication with my GP practice has meant that I am unable to obtain a 
prescription for these, I have been trying for weeks to get the urology department to talk to me GP practise but to no 
avail.  
 

Timing of support The treatment for my loss of erection was over 22 months down the line and as far as I am concerned it should have 
been treated within two months of my operation. 
 



If I was offered the pump after my operation it would have been fine but I waited over a year for it, now I struggle to 
get an erection if at all. I have not had sex with my wife for over 2 years. 
 

Limited availability 

 

I have been prescribed caverject 40mk. But the chemist can't get this anymore not had any for 3 month I told the 
hospital they would look into it phone me back the next day, that was 4 week ago and still waiting. 

 
I was referred to psychosexual clinic but my appointments were changed three times over 8 months! In the end I 
cancelled the referral and sought a private consultation.  
 

Loss of libido Total loss of libido - no sexual interest since post op Sept 2012 - gradually diminished. Offered various things to try - 
injections, pump etc but not interested in having to use some form of intervention. 
 

Personal factors I still find it difficult to discuss the personal side of the side effect. Such as erectile dysfunction, maybe a psychosexual 
clinic would be a helpful option. 
 
I feel embarrassed to ask for tablets from doctor as I do not have a partner and live on my own. 
 
I was not offered any help with sex. Plus I was always surrounded by female staff, I felt I could not divulge my sexual 
problems - need more staff to talk to. 
 
I have been reluctant to take pills, viagra etc because of the side effects. I have an irregular heartbeat controlled with 
a pacemaker, so I was a bit apprehensive about trying pills. I am not sure if I should see my doctor as I don’t know 
what else he could suggest. 
 

Barriers to continuing use  
Limited effectiveness I have found it difficult to remain sexually active as taking a tablet seems to dampen the moment. 

It is possible to have an orgasm but its hard work! The vacuum pump worked to some extent but sexual intercourse 
became clinical and unsatisfactory. 
 

Side effects Initially I used Cialis with a good effect. However, since experiencing slight blood in my semen, I have felt reluctant to 
continue. My consultant is sure this is not serious but, as yet, the problem is unsolved and I am unsure of how to 
progress the matter. 
 



I had injections to produce an erection. It was successful but also produced considerable pain affecting the whole of 
my penis, not just where injected, such that I was forced to abandon this method. 
 
Avanafil tablets leave me feeling strange with flu type side effects and often the erection is not firm enough which can 
be quite upsetting. Caverject injections frequently lead to a uncomfortably long erection leaving me very tired and 
stressed. In both cases ejaculation is 'dry' and very uncomfortable. 
 

Availability The vacuum pump was offered but every time I went to pick it up there was no record of the order. Re-ordered with 
the specialist nurse and again no sign. Gave up. 
 
I was then prescribed the two forms of pills for erectile dysfunction but they had no effect at all I able now using the 
highest strength injections and they are the most effective. However the supply from the manufacturer is sporadic 
and therefore it is difficult to get used to use this method 
 

Resource constraints When my treatment finished, I was offered and accepted daily doses of *** (5mg) ie, 28 a month. This helped me in 
more ways than just a satisfactory erection but also with urine flow and control. Unfortunately this supply has been 
drastically cut to 4 every 28 days. I assume to save NHS money. This has had a very negative effect on my well-being. 
 

Drivers of sexual recovery  
Evidence of effectiveness Erectile dysfunction has been the most severe symptom of my treatment. It has taken a while to get used to using a 

vacuum pump but it has helped me immensely in making me feel almost normal again. 
 

Supportive health care 
professionals and provision of a 
range of options 

By taking cialis, with much foreplay and a restrictive ring, it is now possible to achieve intercourse at least once a week. 
Counselling post-surgery was excellent and use of Cialis plus a V.E.D. was actively encouraged. I do achieve amazing 
climaxes still and I am completely continent and pain-free.  
 
The specialist nurses, both following up on the operation/radiotherapy and for sex life, have been excellent.  
 
Have spoken to the ED specialist nurse several times. I have had a vacuum device. I tried the gel - not very satisfactory. 
Since receiving this questionnaire, I have been given Alprostadil by the ED nurse, this seems successful 
 



Motivation to persist. 

 

I use the pump to get an erection it’s not brilliant but it’s necessary to keep the penis function for future attempts at 
sex 
 

Willingness to try different options Knew I would have erectile problems, currently achieve an erection by using 3 systems together - viagra (not very 
effective), penis injection and pump.  

 
I have asked for everything, Cialis, Vitalin and now I have the injections. There were no good at 5ml and 10ml eventually 
I got 20ml but this still was not good. A week ago I took 20mg Cialis and injected 20mcg and achieved an erection. I 
did this on my own accord as I had read it on the internet 
 

Use of private sector/ online 
resources 

The vacuum pump was recommended but [health care provider] does not supply on NHS - I had to purchase this myself. 
 
My GP does not make it easy to discuss my erectile dysfunction and has offered no advice, and reluctantly prescribed 
Cialis each time.  Furthermore my local chemist always grimaced at me each time I collected my prescription. To avoid 
embarrassment I now buy online even though I know it is risky. 
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