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Title: Key components of supporting and assessing decision making ability

Abstract
People's ability to make decisions may be impaired for a wide range of reasons,
including by mental health problems and learning disabilities. Individual autonomy,
the ability to make decisions about our own lives, is a fundamental tenet of
democratic societies. This has been reinforced by laws governing substitute and
supported decision making and most significantly by the United Nations Convention
on the Rights of Persons with Disabilities (UNCRPD). Article 12 of the UNCRPD
requires everyone to have equal recognition before the law and, to achieve this, the
necessary support and safeguards must be available. There has been considerable
debate about the important theoretical and philosophical issues involved and
growing research about the practice complexities of supporting and assessing
decision making ability or mental capacity. This article aims to present some of the
key components of the support and assessment process to inform further service
development and training in this area. The key components were identified as part of
a qualitative, participatory research project which explored the decision making
experiences of people with mental health problems and/or learning disabilities. The
conventional approach to the assessment of capacity is to consider four main
components, whether the person is able to: understand, retain, use and weigh, and
communicate the information needed to make the decision at that time. The findings
from this research study suggest that people generally don't usually talk about their
experiences of decision making in terms of these four components and approaches
to supporting people to make decisions don't necessarily break the support down to
explicitly address the assessment process. However, considering support for all

aspects of the functional test may be helpful to ensure it is as comprehensive as
possible. The challenges involved in providing effective support and assessing
decision making ability are discussed and the article concludes with some of the
implications for training, service development and practice.
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1. Introduction
Individual autonomy, the ability to make decisions about our own lives, is a
fundamental tenet of democratic societies, and this has been reinforced by laws
governing substitute and supported decision making. There has been considerable
debate about the important legal, theoretical and philosophical issues involved and
growing research about the practice complexities of supporting and assessing
decision making ability or mental capacity.

Supported decision making has been defined by the Victorian Law Reform
Commission (2011, p.19) as, “An approach to decision making that involves
providing a person with impaired capacity the support they need to make their own
decision. It is often contrasted with substitute decision making, where a decision is
made on behalf of a person who is unable to make that decision”.

There are a number of rights based, effectiveness and pragmatic arguments for
providing supported decision making. Article 12 of the United Nations Convention on

the Rights of Persons with Disabilities (UNCRPD) (United Nations, 2006) requires
everyone to have equal recognition before the law and, to achieve this, the
necessary support and safeguards must be available. Consequently, States must
“take appropriate measures to provide access by persons with disabilities to the
support they may require in exercising their legal capacity” (Article 12(3)). The Article
requires the development of a positive range of supports to enable people to fully
exercise their rights and, wherever possible, prevent the need for substitute decision
making (Quinn, 2010). This is sometimes referred to as the right to legal capacity
and it is important to acknowledge that people can and should retain legal capacity,
and their other rights, regardless of whether they have the relevant decision making
ability or mental capacity.

This paper will identify some of the key components of the support and assessment
process and forms part of a larger project which examines the experiences,
approaches and preferences of people making decisions with support (Webb,
Davidson, Edge et al., 2020). This paper provides a more specific exploration of
findings that may relate to the assessment of capacity and how that could inform the
design, co-design and provision of support. It is based on research conducted in
Northern Ireland (NI) where the Mental Capacity Act (NI) became statute law in May
2016 and was partially implemented in 2019 (although the date for full
implementation has not yet been set). In contrast to other countries this law will
replace rather than operate in parallel with mental health legislation. A core principle
of the new Act is that individuals are "not to be treated as unable to make a
decision...unless all practicable help and support to enable the person to make a
decision about the matter have been given without success" (Article 1(4)). There is

emerging but limited research evidence available about disabled people’s
experiences of the range of approaches provided to support decision making; what
approaches work for whom; and what people’s preferences are for support (Carney,
2014; Bigby et al., 2017; Kokanovic et al., 2018; National Institute of Health and Care
Excellence, 2018; Devi et al., 2019). This evidence is needed to inform the Code of
Practice for the new Act and the wider implementation process.

The overall aim of this research was to inform how the new support principle arising
from the 2016 Act should be implemented in practice (Webb, Davidson, Edge et al
2020 p. 3). The project was designed to explore how people with mental health
issues and/or learning disabilities have, or have not, been supported to make their
own decisions. The term ‘learning disabilities’ was used, instead of the more
commonly used international term ‘intellectual disabilities’, as this was the preference
of the participants and peer researchers involved. It is anticipated that these findings
could also inform service development and training in this area.

1.1 The Concepts of Autonomy and Mental Capacity/Decision Making Ability
The central principle underlying supported decision making is autonomy, that “no
person should have another person appointed to make a decision on their behalf, if
they could make the decision themselves with assistance and support” (Chartres and
Brayley, 2010, p. 1).

Supported decision making should be considered as an important part of a
continuum of decision making from autonomous decision making through to
substitute decision making. Historically law and policy have tended to focus on either

end of the spectrum and have approached capacity as if people are either globally
capable or incapable, but most people require some level of support with many
aspects of decision making. Supported decision making may provide an alternative
to the substitute decision making in which decisions are made by a third-party, “who
generally base decisions on the perceived objective best interests of the person”
(Flynn & Arnstein-Kerslake, 2014). Supported decision making is based on the belief
that “every human being is communicating all the time and that this communication
will include preferences” (Beamer & Brookes, 2001, p.4). The way in which these
preferences are interpreted and responded to is therefore important, especially in
circumstances when decision making ability may be impaired. Chartres and Brayley
(2010) suggest that supported decision making has benefits for individuals, families
and communities including the enhancement of personal autonomy and the feeling
of control that people have over their own lives, and more generally it can contribute
to a more inclusive approach to disability policy and support.

1.2 Literature on Assessing Mental Capacity
The majority of people are presumed to be capable of making their own decisions.
However, there are some people with a disability or illness who, without support,
would be assessed as incapable of making certain decisions, and so there needs to
be some process of identifying when this is happening (Appelbaum, 2007) and
providing the most effective support for decision making.

The Mental Capacity Act 2005 (MCA 2005), for England and Wales, outlined
fundamental principles relating to how, and in what situations, decision making
capacity should be assessed. Firstly, capacity assessments should occur when an

individual’s inability to make the decision results from a disturbance of the mind or
brain, on either a permanent or temporary basis. Secondly, in establishing an
individual’s capacity, that individual’s ability to understand, retain, use and weigh the
relevant information presented to them should be assessed. The Mental Capacity
Act (Northern Ireland) 2016 (MCA 2016) added that, in addition to the ability to use
and weigh the information, the person must be able to appreciate the relevance of
that information but it is unclear what implications, if any, this may have in practice.
In both legal frameworks, it is highlighted that mental capacity is time and event
specific. The individual must be unable to make the decision at the time the decision
is required. Overarching these principles is the concept of ‘best interests’. Best
interests decisions relate to the method and focus of decision making for an
individual who lacks capacity to make a particular decision. The MCA 2005 specifies
that any best interests decision must be made to reflect the views, opinions and
cultural beliefs of the individual who lacks capacity to make the decision, without the
influence of personal preferences, beliefs or judgements of the decision maker. The
MCA 2016 adds that in considering best interests, there must be special regard to
the person’s past and present wishes and feelings, their beliefs and values and any
other factors that they would be likely to consider if able to do so (Section 7(6)).

In general law and guidance also specifies that an assessment of capacity must not
be done solely on the basis of a person’s age, appearance, condition or behaviour.
For example, the diagnosis of particular illness such as dementia or psychotic
disorder should not be confused with the determination of capacity (Appelbaum,
2007). The importance of context, relationships and worker skill must be also

considered (Dawson & MacDonald, 2000). Incapacity is seldom absolute, it often
fluctuates and assessments must always be dynamic and subject to change.

A review of the literature relating to mental capacity issues, and the practical
application of mental capacity legislation was conducted by the Mental Health
Foundation (2012). Factors associated with impaired capacity were seen to be
specific to the illness or disability and consequently varied according to service user
group; specific findings have been made in relation to capacity issues and mental
health (Goss et al., 2008; Hamann et al., 2009; Patel and Bakken, 2010), learning
disability (Antaki et al., 2008; Dunn et al., 2010) and dementia (Gregory et al., 2007;
Menezes and Tadros, 2008). More generally, it was found that factors involving the
assessment of capacity which resulted from a person’s emotional state or physical
functioning tended not to be accounted for within standardised capacity assessments
(Mackenzie and Watts, 2011). Finally, whilst divergences between policy and
practice, often at the institutional level, were seen to mitigate against good practice in
health and social care settings, there was evidence of a cultural shift towards more
ethical practice under the MCA 2005 in England. Further improvements were called
for within social and health care settings, although it was suggested that these are
more likely to result from a cultural shift, according to the principles of the MCA 2005,
rather than through rigid adherence to policy.
As noted incapacity to make a decision can only be established if all practicable
steps to help the individual to make the decision autonomously have been attempted
without success. The understanding and practice of supported decision making is
also evolving.

1.3 Literature on Supporting Decision Making
Supported decision making involves providing a person with impaired capacity with
the support they need to make a decision. Supports may include a wide range of
approaches such as information, independent advocacy or supportive networks of
friends and family. It is most commonly provided on a voluntary basis by someone
with whom the individual has a long-term relationship based on trust and may have
an outcome that is verbal or written (Carter, 2009). Supports may include assisting
the individual in: formulating an opinion; considering a range of choices and making
a selection; engaging in a decision making process with other parties; and taking
action to implement a decision (Bach & Kerzner, 2010).
In 2015, a review of the international literature published between 2000 and 2011
related to supported decision making identified four main themes within the studies:
stakeholders’ views on supported decision making; barriers to the implementation of
supported decision making; ways to improve implementation; and the impact of
supported decision making (Davidson et al., 2015). An important theme in the
literature is that decision making is a critical component of personhood and
citizenship and important for the realization of equal rights (Bach & Kerzner, 2010;
Flynn & Arnstein-Kerslake, 2014). It has been argued that Article 12 (UNCRPD),
requires a shift away from a preference for substitute decision making and the
development of a range of support options to enable people to exercise their rights
and prevent the need for substitute decision making to the greatest extent possible
(Quinn, 2010; Devi, Bickenbach & Stucki, 2011). It also requires moving away from
the “traditional” approach where a person may be deemed incapable based solely on
the fact that they have an impairment, toward a “functional test”, by which a person is
“considered incapable, if, by reason of the disability, he or she is unable to perform a

specific task” (Devi, Bickenbach & Stucki, 2011, p. 253). The interpretation of Article
12 has been the subject of many academic analyses regarding legal capacity and
mental capacity (Devi, Bickenbach & Stucki, 2011; Morrissey, 2012; Devi, 2013;
Dawson, 2015; de Bhailís & Flynn, 2017; Arstein-Kerslake et al., 2017). ArsteinKerslake et al. (2017), argue that while many have written about when to recognise
legal capacity, fewer have addressed how to protect it without establishing a mental
capacity threshold or how the exercise of legal capacity is understood.

There is also a growing body of literature on models and experiences of supported
decision making (Bigby et al., 2017; Kokanovic et al., 2018) and on relationships with
individuals who offer support in the decision making process (Watson & Joseph,
2015).

Regardless of the specific approach used the key components of empowerment,
choice and control are deemed necessary to facilitate supported decision making
(Carter, 2009), within which the principles of person centredness and the provision of
clear information in order to simplify the decision making process, have been
highlighted (Wong et al., 2000; Elliot et al., 2005; Dowling et al., 2007; Carter, 2009;
Flynn & Arstein-Kerslake, 2014). However, in practice the process of assessing
decision making ability is arguably complex and subject to debate.

1.4 Practice Complexities
Debate continues around which professional disciplines are best placed to undertake
the assessment of mental capacity and how best to equip staff for this role.
Practitioners have identified a lack of; confidence, knowledge and competence to

complete a mental capacity assessment, (Willner et al, 2007; Ramasubramanian et
al, 2011; Samsi et al, 2012, Willner et al, 2013; House of Lords, 2014). There is a
recognised need for staff training due to concerns about levels of knowledge;
inconsistent practice; and the lack of involvement of service users (Goldsmith et al.,
2008; Ahmed et al., 2011). Determining the threshold for assessment and ensuring
consistency, within and across the Health and Social Care sector is problematic.
Carney and Beaupert (2013) argue that the root of the problem of implementing
supported decision making is that it is ‘conceptually ill-defined’, leaving it open to
multiple interpretations. The impartiality of assessments within the healthcare sector
has been challenged, and attributed to potential for paternalistic practices among
professionals (Donnelly, 2009). More specifically, the influence of perceived risk,
which may result from a person deemed to be making an ‘unwise choice’, or deemed
to be at the fringes of decisional capacity can be difficult to assess (Emmett et al,
2013).

In determining who is best placed to offer support, a number of empirical studies
have documented the experiences of individuals and supporters in the supported
decision making process. One of the key findings has been that ‘decision making is a
dynamic and interactional process’ (Knox, Douglas & Bigby, 2015, p. 15) and that
the relationship between the individual, supporter and the context is at the heart of
the process (Knox, Douglas & Bigby, 2015; Jamieson, Theodore, & Raczka, 2015).
Other potential barriers to implementation include slow progress on legislation
reform, high cost of implementation, and a lack of involvement of people that require
decision making support in developing the supported decision making practices
(Goldsmith et al., 2008; Ahmed et al., 2011; Hoole & Morgan, 2011; Carney, 2017).

Concerns regarding safeguarding have also been identified. On occasion, those
individuals who lack capacity to make one or more decisions about their own
protection are also unable to protect themselves from the malign actions of others. In
this context, it is important to ensure that the interests of potential victims without the
relevant decision making capacity, are given due consideration within safeguarding
processes (Redley et al., 2011). More recently there has also been more
consideration of the possible misuse of support in practice, when approaches can
move from support to pressure and even coercion (Stone et al. 2020). A further
aspect of the emerging literature focuses on the potential of artificial intelligence to
inform and support decision making (Kerr and Gruben, 2019) which introduces
further complexities.

2. Methods
One key objective of this study was to take a look at the key components of
supporting and assessing the decision making ability of people with mental health
and/or learning disabilities. In order to meet this objective, the data from a larger
project which examined the experiences, approaches and preferences of people
making decisions with support (Webb, Davidson, Edge et al., 2020) was re-analysed
through the four main components of the capacity test. Ethical approval for the study
was granted by the School of Social Sciences, Education and Social Work, Queen’s
University of Belfast.

In order to elicit data, a qualitative, semi-structured interview schedule was informed
by the international literature and a multi-disciplinary international advisory group and
designed by the research team, which included experts by experience, four peer

researchers who were employed for the duration of the project. The interview
schedule was designed to identify three top-level categories: experiences of making
decisions, approaches to support and ideas for future support. Sufficient data was
also collected in order to allow for an exploration of the relationship between support,
assessment and training. Although the primary role of the peer researchers was to
interview people with support from other members of the research team, the peer
researchers were also involved in data analysis and dissemination of the results. The
peer researchers were recruited and employed by Praxis Care and Mencap NI with
successful candidates being trained by members of the research team from Queen’s
University of Belfast. Peer researchers were recruited as team members because it
was felt that they, as experts by experience, would be able to help inform the
research design, establish a positive rapport with interviewees and thereby collect
better data.

Prior to beginning each interview, the peer researcher, or another member of the
research team, gave each interviewee a Participant Information Sheet and discussed
it with them. Each participant was therefore aware of the study goals as well as their
right to withdraw from the study at any time. Each participant signed a written
consent form before each interview. Participants also gave their consent to each
interview being recorded and subsequently transcribed.

Forty-one people with mental health and/or learning disabilities were interviewed
between November 2017 and January 2018. The forty one people were recruited by
research team members from Praxis Care and Mencap NI who managed the
fieldwork and made initial contact with potential participants via email, letter, a

project leaflet or by talking through the project with care staff who were familiar with
the research. All participants were interviewed in Praxis Care or Mencap NI units
across Northern Ireland. Participants were also selected with due regard being paid
to impairment, gender, age and geographical distribution to obtain a wide range of
perspectives.

Interview responses were transcribed verbatim with any identifying information being
removed. Each interview was assigned a unique ID code. The data was then
analysed using thematic analysis (Braun and Clarke, 2006) within NVivo with
reference to a coding frame. The coding frame had been developed by the research
team who used the frame to assign categories to a sub set of transcripts in order to
determine how well the frame’s categories mapped on to the data. The results of the
data analysis were subsequently presented to interviewees at a ‘Participant Event’ in
order to check how far the researchers’ interpretations and thematic analysis were
congruent with the interviewees’ own experiences.

3. Results
The following sections outline the research findings from the study in the context of
the four parts of the functional capacity test and the aspects of support which
participants reported to be helpful. We also highlight some of the findings relating to
training. In the participants’ quotes it’s identified if the main type of service they were
using was either Mencap (MEN) or Praxis Care (PRA) although both organisations
support people with learning disabilities and mental health problems.

3.1 Understanding Information
The first key aspect of the capacity test is the ability to understand information.
Participants provided accounts of their experiences of understanding information
relevant to their decisions and the factors which helped them with understanding. For
some, decision making was a daunting experience as they did not understand what
was required to make the decision and often relied on others to provide support
(which may involve actively approaching others/seeking support/information):

Sometimes scared because I don’t really know … sometimes I don’t really
understand … there’s ways of going about different things and sometimes I don’t
know if I’m going to make the right decision, so … Sometimes I find it hard to ask my
brothers and sisters in case I can’t do something – I can, but I just don’t understand
what way to do it, so I don’t (MEN006).

Well nearly always make my own decision, but they (staff) would advise me, put me
in the right place, but if I don’t understand anything they would take over and then
they would explain to me what’s going on (MEN007).

Well, sometimes if it’s difficult to make decisions, like certain situations come across
like, you know, it’s hard to explain – just things that get difficult and you have to
make your own decisions at times – I find that hard so I rely on Praxis for a bit of
support in that area, you know (PRA003).

Well sometimes I could be a wee bit stuck and things like that and I would have to
get a member of staff to help me out and to talk to me about things, because

sometimes my brain and my memories doesn’t work on their own (laughs), I get help
from other people that I know like the staff and all like yourself (MEN009).

3.1.1 Increasing Participants’ Understanding of Decisions
Negative feelings/experiences around decision making appeared to be dependent
on/resolved by getting support from others and having all the necessary information
so that they may understand the decision to be made. Approaches which were
reported as helpful in increasing an individual’s understanding of the decision
to be made included focusing on informational support e.g.: providing them with all
the necessary information to make the decision; using accessible and familiar
formats; tailoring the information to the needs of the individual (e.g. visual
information, PowerPoints); writing down information/reminders; reading and
explaining to them; and providing practical knowledge and advice.

I didn’t really know about it, I just went with the flow at the time. Maybe if I think now,
back, I could’ve … maybe if they had’ve asked me, things could be different, but …
That’s the way it went (laughs) so it did (MEN006).

To have everything in accessible format, for that person to understand, and to define
in what way it is best for that person to understand. So, one format isn’t going to help
everybody because everybody is different. So it’s about making sure everything is
set out in different ways for different people (MEN006).

I think it’s important that the person is included in what it is – and sometimes if a
person doesn’t understand it, then maybe get the information in a different way for
that person to understand (MEN006).

Give them more information – if you have all the information that’s available, you’re
going to be in a stronger position to make a correct decision (PRA004).

Reading, reading over it for you to make decisions, reading over it isn’t really good
for people I don’t think, people who has no patience, do you see the way you ask me
the questions that was handier than me sitting there reading it and being nervous
and you know not know what’s going to pop up next, so it helped me to make them
decisions there (PRA014).

3.1.2 Support to Understand Participants’ Needs
Participants outlined the qualities of a good supporter and the value of having
someone to talk to particularly someone who was understanding/understood their
needs. Skills were also important i.e. being capable of explaining the information in
an appropriate fashion.

They need to explain that more to me then I’ll understand what they’re saying but no
one actually knows how to explain that right (MEN003).

Well, I had anxiety and depression at first … and then … I was sent … I had this
from day one … because … I had a problem with, one … of the staff from induction

… yes, because she said something to me and then ever since I got it in my head,
don’t know what to do, I get frustrated. That’s how it begins (MEN001).

3.2 Retaining Information
The second aspect of the capacity test is to retain information long enough to be
able to make a decision. There were limited examples of this within our data. There
were references to needing prompts/reminders for appointments in the past which
possibly may have indicated difficulties with retaining information to make certain
decisions. Other examples included having someone show participants how to use
transport/travel on their own.

I decide myself, but the staff will tell me the day I will do it, then if I forget they would
remind me, or I would normally now remind myself, they used to do it at the start
(MEN017).

I go to Doctor appointments – just appointments - I go in whenever I have an
appointment. Major difficulty is not making the decision, but remembering the date
on which to go where (PRA004).

You know say for example telling me to write things in my diary, my mum would, but
a lot of the time she has a point because I would forget and I try to plan the week,
and I would tend to argue a lot with her and I shouldn’t you know, she’s only doing it
for my own good, but you know that’s what parents are for, but children can make
decisions about their parents as well, and siblings as well, like they do (MEN017).

Yeah, if it’s anywhere that I didn’t know how to get to but I had to go I would get
(name removed) to do a dummy run with me, what we call a dummy run, and then I
would get him to do that a couple of times with me, and then I would probably try it
out on my own, so if I’m going into on my own now I can do it now but I used to have
said to (name removed) right I’m going to go into Belfast do you fancy coming with
me and he would come with me and show me the route from the Europa bus centre
round into City Hall and vice versa, and he’s done that with me a couple of times,
and the last couple of times I’ve been able to go around Belfast on my own now
without any direction (MEN020).

3.3 Using and Weighing up the Information
The third aspect of the capacity act is the ability to appreciate the relevance of
information and to use and weigh that information as part of the process of making a
decision. The ability to weigh up the pros and cons of a decision and difficulties with
decision making in general was highlighted by a number of participants.

Yea, yea. Always been in a split way sometimes you know, should I or should I or
what, it’s hard. Aye (PRA009).

Mmm … Sometimes I’m not sure … whether they’re the right ones or not … no … or
is this appropriate? But mmm … usually I’m OK, so I am, usually I’m OK (PRA002).

Sometimes they are hard like you know. Putting things off, putting that off, I’m always
putting things off usually you know (PRA009).

3.3.1 Having the Time to Think about a Decision
A key factor in assisting participants in weighing up the information was having the
time to think about the decision. Overall participants discussed the value of having
time to think about the question, the answer and having time to access the
information they required while considering the decision. Time pressures generally
made decision making more difficult for participants. Some felt that their decision
making improved with age.

I wouldn’t make very fast decisions. I would ponder over it and be more cautious,
very cautious. Well, you would look for the faults first and then make a decision…..
I would weigh the whole thing up. I would now ‘cause with age comes wisdom. I
learnt my lesson and the older you are, you tread cautiously. It comes with age
(PRA006).

Or decisions that mmm …. That has to be made quickly – that’s confusing
sometimes – because you have to think right on the spot and sometimes it’s hard to
think, because you … if I do that there, what’s going to happen to this and that – so
sometimes it’s very hard … (MEN006).

I would be afraid to make the wrong one, if I need to make a decision quick I would
need to try and find someone to help me to make that choice (MEN007).

Not letting me have any breathing space to decide, so … to ponder upon it, to think
for myself (PRA003).

I wouldn’t make it quickly but I would certainly give it a good deal of thought before I
decide what I was gonna do you know. I would definitely give it a lot of thought.
Sometimes I had to make decisions to suit other people you know (PRA007).

3.3.2 Weighing up a Decision and Possible Outcomes
The implications/possible outcomes when weighing up a decision were also
reported by participants in relation to whether they had made the right or wrong
decision.
I don’t really have any problems in terms of decision making. I usually can make the,
whether it’s the right one or not is another thing. Usually can make a decision about
what I’m gonna do or what I should do you know but er, I wouldn’t say that I had any
problems with it you know (PRA007).

Mmm … if it turns out a good thing then I feel good about it (laughs). So … that’s all I
can say about that (PRA015).

Mmm … depending on the outcome, if it’s a decision you make and it has a good
outcome then it’s a good thing (PRA015).

3.3.3 Weighing up a Decision: Enablers
Factors which helped with weighing up decisions included providing limited choices
(e.g. multiple choice as opposed to a range of choices).

I find it very hard to make a decision, it’s like, you say something and I’ll agree with it
or I won’t agree with it so it’s like being given a multiple choice, what would you like?

For I find it very hard to make a decision on my own.....If somebody gives me a
multiple choice, I can make a decision (laughs) (PRA012).

If you say to me, would you like to do that or would you not like to do it, I can make a
choice there and say ‘yes’ or ‘no’. (laughs) I’ve eventually learnt; I used to be unable
to not to say that word ‘no’ (PRA012).

3.3.4 Weighing up a Decision: Inhibitors
Conversely, the ability to weigh up information for some was impaired by mental ill
health, medication etc.

Since, you know, like, my illness … can just be a bit indecisive sometimes.
Whenever my health goes down I can be indecisive, but when I’m OK, on better
days, I can decide, you know, so … (PRA015).

I was clean of drugs over there for 2 years but the brain damage was done, it was
too late, so I had to come back and be put on medication then, my medication helps
me, you see whatever I done to myself I would be hallucinating and hearing things
and anxiety and panic attacks all the time, working myself up and very afraid, it
affects my decision making then, but sorry go on with the next question (PRA011).

3.3.5 Aspects of Support
Aspects of support. This particular section of the act related to the approach to
support provided by others which can be helpful. Parents, friends and colleagues
were particularly mentioned in assisting with weighing up the pros and cons of
decisions and having someone to bounce ideas off:

Well every day decision making for me I would normally try to decide myself but if I’m
struggling to make a decision I would talk it over with my mummy and my daddy, or if
it’s a work decision I would talk it over with my colleagues and my line manager
(MEN013).

Mmmm … financially, you know, it’s helpful to have my daughter to give me her
opinion and things…… So I spoke to (daughter’s name removed) and I said, do you
think I should?
…… She said, it would be safe enough, you know. So I would go ahead – so that’s
what I’ve done, you know. But … I was a bit iffy until I spoke to (daughter’s name)
(PRA012).

It’s very important for that person to be included in what is decided for them.
Because maybe that person might not want to do that – that decision – and they
should be asked – and maybe for that person to understand, well maybe that’s
benefit to them if they do it this way, going to be harder if they do it the other way –
so maybe it’s good to have the ifs and the dos and don’ts of it too. If you don’t do
that, that’s what’s going to happen here – so maybe for people to understand that
(MEN006).

They weigh up the pros and cons, they say if I do ‘A’ this might happen and ‘B’ that,
just another person to get feedback from and confidence, sometimes I might not be
as confident as I look but sometimes I need somebody to say you can do it <name of
interviewee removed> or maybe I shouldn’t do it, you know that way (MEN013).

I find it (support) is important because I wouldn’t be able to make the major decisions
myself (PRA003).

I feel good (when making decisions), and then sometimes I would be a bit unsure
and I would ask for their opinions, I would ask for a second opinion, like from my
mum or that (MEN017).

Sometimes you know you say to yourself this is gonna get in the road and that is
gonna get in the road they come across as the same date so we’ll have to postpone
one of them you know. I’d usually ask <name removed> or somebody you know, my
key worker or someone, what do you think I should do? Ask for advice you know,
postpone this one or that one, you know, you know, which would be the best one to
go to like (PRA009).

3.4 Communicating their Decision
The fourth aspect of the capacity act is not being able to communicate a decision
(whether by talking, using sign language or any means). Participants were asked
whether they felt individuals should always be supported to make decisions and the

general consensus was that they should be supported at all times. The reasons
included – freewill/independence- they are their ‘own person’ (MEN016) and can
‘make up their own things in their own mind’ (PRA013); it can make people feel
good/happy; helps them to cope better; its important they are included in what’s
decided for them (and understand the pros and cons); can help them to make the
right decision (when given advice/support); and makes decision making easier. The
importance of safeguarding people with a learning disability was highlighted and
other issues were identified such as the specific needs of the individual (and using
the appropriate accessible information) and the type of decision.

I think everyone has a right to their own independence, so they have a right to say if
they wanted support with a decision (PRA015).

It’s not that they can’t make decisions for themselves, they just might need a bit of
support with making decisions (MEN020).

I think it’s important for people with a learning disability to have their own choices in
life but be supported and be given the option, but obviously they do be to keep them
safe too (MEN013).

I think it’s important for people to be fully included in the decisions that’s made … so
it’s hard. So people are fully in control of what they’re doing……because I don’t want
people to go through what I went through. I like people to have enough information
that they can make decisions about things (MEN006).

3.5 Participants’ General Views about Decision Making Ability and Support
Participants also spoke generally about their capacity to make decisions. There
were variations in reports of capacity to make decisions ranging from everyday
decisions through to more complex or serious decisions (e.g. where to live,
finances). Overall, participants’ capacity/perception of capacity was generally linked
to disability, mental ill health or the effects of drugs or alcohol and participants
highlighted examples from the present and the past. For some, being aware of the
effects of medication/mood made it easy for them not to make decisions as they
were aware they didn’t have the capacity.

I’m not good at making decisions (PRA012).

If it’s to do with my medication and the anxiety it’s easy for me to make a decision
because I know that I’m not able to do stuff, so I just say no outright (PRA011).

I’m learning disability, I dunno right from wrong you know what I mean? (PRA021).

I know I’m not right, I’m not fit to work and I’m not fit to socialise and I’m not fit to
make some decisions for myself (PRA011).

Money wise I am not confident about, like if I had invoices or bills that I had to pay I
think I would need assistance from my father to be able to sort that out, but in terms
of shopping and getting food for myself and like say this time of year getting stuff for
Christmas I am actually happy enough to do that myself (MEN018).

Well I suppose with my mum and my dad and if I be too, but I’m sure there was,
whenever I was younger and that, but deciding what education I was going to go for
they would have made that decision there, but it worked out for the best so it did
because I didn’t have the capacity (MEN013).

3.5.1 Participants’ Views of Support and Partial Decision Making
Participants did acknowledge that there may be cases where individuals should not
be supported/others may have to make decisions (or partial decisions) e.g. not
having the capacity; not having enough support (e.g. no family members); when they
have been admitted for psychiatric care/mental health has deteriorated; emergency
operations/procedures and self-harming. In those circumstances, those who could
make the decision included family members and carers (while respecting the
individual’s wishes). However, in general, there was a sense that individuals should
be supported at all times, where possible. Others gave examples in line with poor
decision making as opposed to not being able to make decisions e.g. listening to
friends rather than parents or staff.

They should be supported all the time, like you know. Obviously I would think, it
would be the right thing to do just to support them all the time (PRA016).

The family would make that decision, if I can’t make a decision I would count on
family to make the decision (MEN007).

When you’re mentally unwell, definitely they should take – not all of your say, but
about 80% of your say off you, just until you get better, and then … gradually build
you back up again to where you were initially before you got ill (PRA001).

There’s times when the doctors have to make decisions if you’re self-harming which I
don’t myself and I’m glad they made them decisions because <name of participant
removed> wouldn’t be here now if they didn’t make them (PRA010).

I think so yes, say for example as well if somebody who can talk, who can actually
verbally say, but sometimes it’s difficult if that person can’t talk or can use signs, but
actually if that person can’t make a decision that they can rely on like a social worker
or something to make that and ask them whether they’re happy with that, they can
use like letters or you know like somebody that’s deaf, can you give you signals do
you know what I mean? (MEN017).

3.5.2 Participants Articulating their Decisions
A key issue for many participants was not having the confidence to articulate their
decision (or ask for support) or not being listened to/having their decision accepted.
While there was acknowledgement that understanding/attitudes had changed from
the past, for others, there were still difficulties in having their opinions considered in
relation to medication etc.

I feel very confident that like if I have made my own decision and people accept it
and then I would have felt I would have achieved something that hadn’t really been

achieved before, and that I wouldn’t have not needed anybody else to go through
while making that decision (MEN018).

Well, I knew exactly what I wanted. The main problem was getting them to
understand but I did know exactly what I wanted, there was no doubt in my mind
what I wanted, and that I was pursuing the only course I could to change the
situation and how it worked for me, you know? (PRA004).

I had a few problems with a un-named agency who were wanting to disclose private
information about me to people and … this was in the last month or so like – but I
tackled it myself. I wrote about four letters to the people involved and got them to
change their point of view in the long run. I did take several weeks but I’m not going
to disclose what the information was, or what it was about, but it was a fairly major …
about the most major situation. Now I’m not going to call it a question, but the
situation was the most major I’ve had for many a long year. (PRA004).

Well that means like making decisions for myself with the help of staff and all in the
house and my parents, well if I’m not sure of anything I would phone my mum and
ask her what should I do about things like should I go to the pool or not, or should I
eat in or not, or should I do my washing at the right time because I have different
days for doing washing and then every day cooking as well, but I feel that
sometimes I don’t ask a lot of the staff and I should be more outgoing and be
honest and say exact this is what I’m actually saying and being honest and
that, say for example if they help me to clean my room or that they do one part, like
for example they do the bathroom and I hoover and all and they wash the sink and

that, but sometimes I do ask that but I can’t change the bed sheets on my own, I can
strip them but I would have to have help with that, and I feel I should be getting
further of cleaning in the room, I feel I don’t clean my bedroom hard enough to get it
very well cleaned, get all the dust and all out, it’s just being a bit more assertive
about that and actually just saying, because sometimes I’m afraid to ask for
help in case they’re busy, or I want to save time, or I don’t want to cause a fuss
(MEN017).

One time I didn’t want a particular member of staff supporting me, who was the
assistant manager who came round to support me, but the service manager said in
my review well you have put up with it or shut up you know you have to take him or
that, but <name removed>, sorry, the social worker, said if I didn’t want that
particular person supporting me that should be respected…..It was respected, and
it’s different in supported living, you can’t say you know it’s quite difficult because
there is 4 people and if you didn’t get on with that particular member of staff and you
didn’t want them supporting it’s not fair to say they can’t come in at all because the
other tenants might like that person, but they could come in at a different time when I
wasn’t there, but you see when I was on my own they were saying that you had to
have a reason why you didn’t want that person, but my social worker said if you
didn’t want that particular person then that should be respected (MEN017).

I’ve come to the point now and I’ve come to the doctors that I trust, the doctors now
are more forward and more understanding, they will listen to you now, they will listen,
if you feel the medication is not working you have a right to say that to the doctor
now, years ago you hadn’t that right, you had no say in the matter, and that’s how

forward it has come because it’s more open now with mental health, it’s more open
with your sickness……..they’re more respectable now and they respect you
(PRA010).

The main problem I usually have on a day to day basis, is amount of medications
they have me under. Mmm … they’ve got me on quite a high dose of Clotiapine,
they’ve got me on quite a high dose of sleeping tablets and they’ve got me on the
(?Razapam 00:47)… mmm … 4 times a day at the minute as well. Mmm, now I’ve
been reasonably settled since March – things have been going ok – and I have
asked my CPN and my psychiatrist on numerous occasions, almost every week, if I
can come down off the (?Razapam) back on to my Diazepam, because that used to
be used as a painkiller for my back as well. But they’re saying no. Originally
whenever they put me on, they changed the medications around. They’d said to
me… mmm … if you feel well enough to come off this, if you want to stop it, and you
feel like, you know, you want your Clotiapine reduced down, or your sleeping tablet
reduced down, then all you have to do is call us and let us know and we’ll be fine
with it. But now that they’ve got me on it, they’re not agreeing to take me off it. So
that’s one of the major problems I’m having with them at the minute as it is
(PRA001).

If I thought they were giving me too much medication I would say, that’s far too much
for me you know (PRA008).

3.6 Decision Making and Training
Some participants described how training received had given them confidence to
advocate for themselves, insight into their own situation which enabled them to
appreciate that choices were available when taking decisions, additional skills and
employment.

Well I feel if I knew it was going to affect me then I wouldn’t be making that decision,
I think that you see the qualifications that I have gained in regard to gaining them
and I have actually been involved a few computer courses and I wouldn’t have
gotten my job if it weren’t for knowing more about how to use computers and how to
use them (MEN018).

Well I feel proud of myself because when I started doing this, the training, I would
never have spoke up but now I’m getting the encouragement to speak up and guide
people to their places now (MEN019).

I feel very lucky and very independent, because I know there is a lot of people who
don’t have the capacity to make the right decision and I think working in this
environment helps me realise that, (MEN013).

Well you see I think if I had better grades I would have been able to maybe go
through university because, but I hadn’t actually known that there were places where
you could train up for work instead of actually going away to university and leaving
home for like a long period of time, but I didn’t actually know there was places like
that around <name of town removed> where you could sort of train, and it was only

that my mum had informed me about a place that they would support you to gain my
qualifications (MEN018).

Well as I was growing up I wasn’t really that confident about sort of making decisions
on my own, I sort of relied more on my mum and dad to make decisions for me, but
as I went to secondary school and sort of learned some subjects in depth and sort of
was preparing for work experience, I was more inclined to make my own decisions
because I was planning on getting to live on my own and live independently, so I
needed to sort of make my own decisions there and then, and you know some
decisions have been very easy to make and some decisions that were very difficult
for me to accept and I did not go through with some of them decisions, now I did not
go to university and gain any sort of degree, my parents sort of made that decision
for me, because I wasn’t able to get the grades through school that I wanted to get
they were able to put me into a place where I was trained for work and get my NVQs
and to be honest it has been very beneficial for me because the skills that I learned
from my training for work it has enabled me to get a job, and in my job you actually
do need to make some decisions for yourself, you need to be aware that there is
people in a management role who would have to make their own decision whether to
like say if they wanted you to stay on or maybe go somewhere else, but I was lucky
that I had stayed on and I actually was employed in 2006 in one of my work
placements and they had made that decision to let me work for them for quite a
number of years (MEN018).

4. Discussion
A general theme in this study was that participants found it relatively difficult to
consider decision making ability in abstract terms and it tended to be when reflecting
on specific decisions they had (or had not) made that they would talk more. It did,
however, also reinforce that people whose decision making ability has been or is
impaired can provide extremely helpful insights into what works for them. It also
suggested that people have had very diverse experiences of support and that some
aspects of support, such as developing the confidence to make decisions, could be
further developed.

The findings also suggest that although people do not generally talk about their
experiences of decision making and support in terms of the four main aspects of the
assessment of capacity, it is possible to organise their experiences in this way. It
also appears that support is not explicitly organised to address each aspect of
people’s functional ability to make a decision but also can usefully be considered in
this way. One aspect of support which seems to present specific challenges is to
promote people’s ability to use and weigh the relevant information. Some
participants did talk of the benefit of being presented with a list of possible options
but there was little discussion of the process involved in using and weighing
information to choose. There are immediate challenges for attempting to provide
support on the relative risks and/or potential benefits of options, not least the
challenge of accurately predicting the future consequences of decisions.
Nonetheless this would appear to be an aspect of support which could be better
developed. This might include accessible explanations of probability and the use of

info graphics, when there is research evidence to suggest relative likelihoods, to
support the ability to use and weigh.

As identified consistently in the literature, the importance of the relationship with the
supporter was repeatedly highlighted. Although this appears to be mainly highlighted
when people have already established a trusting relationship over time it maybe also
be useful to consider how this can be promoted even in circumstances when there
isn’t a pre-existing positive relationship.

5. Conclusions
The immediate implications of the study are perhaps mainly for the provision of
support to make decisions and for training for supporters. It is reassuring that
people’s experiences do seem to reflect the four main components of the functional
test but there remain challenges for how this can be most effectively achieved,
especially perhaps about support for the ability to use and weigh. A further
implication is the need for both support and training for supporters to actively
consider the person’s previous experiences and confidence about making decisions.
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