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Implications: The study's findings provided a vast amount of information related to the 

assessment of capacity to consent to treatment and capacity to consent to a sexual relationship. 

This builds on our understanding of how current ideas which have arisen out of the literature in 

this area, relate to the assessment of competency in practice. Tbus in essence the findings of this 

study provided an in-depth exploration of the assessment of capacity from the perspective of the 

professional, expanding on our knowledge in this area as well as identifying areas in need of 

further explomtion. 
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1. INTRODUCTION 

LI Capacity to consent: people with learning disabilities 

1. LI Historical oveniew 

The issue of competence has long been debated in the field of learning disabilities where 

historically adults have not been seen to have the capacity to make decisions affecting their own 

lives (Fennell, 1996). Therefore, decisions such as those related to medical treatment have been 

made for people with learning disabilities and in some cases this has led to treatment against the 

individual's will, one example being sterilisation (Murphy & Clare, 1997). This assumption has 

also historically meant that those who care for people with learning disabilities have controlled 

most aspects of their lives. One obvious example here is the right to personal or sexual 

relationships. In this population, sexual intimacy has been believed to be inappropriate and 

strongly discouraged. For example, in the past wards may have been segregated by sex and no 

contraceptive or sexual advice offered (Murphy & Clare, 1995). The belief that people with 

learning disabilities are unable to make decisions regarding their own lives essentially means 

their rights become disregarded. 

With the introduction of normalisation these views have been radically challenged (Nide, 1980; 

Wolfensberger, 1980,1983: Emerson, 1992). This has led to more emphasis being placed on age 

appropriate, culturally normative experiences and with the move towards community living 

(Mansell, 1997) the opportimities and scope for decision-making have also increased. In essence, 

it is now argued to be unacceptable to assume that adults with learning disabilities do not have 

the capacity to make decisions affecting their own lives (Law Commission, 1995). This is 

reflected in current law which states that all adults have the right to make decisions affecting their 
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lives unless there is evidence to the contrary and should be encouraged and enabled to do so (The 

Law Commission, 1995). However, whilst views have changed, personal choice continues to be 

limited for some people with learning disabilities (MENCAP, 1989). For example, simple 

choices are made according to the preferences of carers and in some organisations decisions that 

are more serious may continue to be deemed beyond the capacity of people with learning 

disabilities (Curran & Hollins, 1994). Individuals with learning disabilities should be viewed as 

the best authority on their own lives (Goodley, 1996). Honouring the competent individual's 

decision fosters respect for that person (Federal Register, 1979). 

1.1.2 Focusfor this research 

Difficulties involving thought, affect and cognition which are associated with the problems 

experienced by people with leaming disabilities seem likely to impair the abilities required for 

autonomous decision-making and thus assessment of capacity is particularly salient in services 

for people with learning disabilities (Wong, Clare, Gunn & Holland, 1999). Professionals are 

now more likely to be asked to address issues related to competency and hence assessment of 

capacity has become the focus of considerable attention. The assessment of the presence or 

absence of capacity in people with learning disabilities has major implications for choice, self- 

determination and protection from harm and thus raises complex questions for the health care 

professionals upon whom people with learning disabilities are dependent. 

In practice there are any number of decisions that may be made where mental capacity is central 

(BMA/LS, 1995). For example, capacity to deal with financial situations, make a will, to litigate, 

to enter into a contract, to vote, to enter sexual relationships and to consent or refuse medical 

treatment. The most common decisions on which advice is sought are capacity to consent to 

treatment and capacity to consent to sexual relationships (Murphy & Clare, 1997). These 
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decisions and the way in which professionals working with people with learning disabilities 

approach them are thus the focus for this research. 

The literature with regard to assessing capacity to consent to treatment and to sexual relationships 

and the guidance it provides for professionals is however limited. The research that has been 

done in this area appears to have developed out of the legal literature on the assessment of 

competency and thus our current understanding of competency is heavily dependent on legal 

findings. Reviews of this area with regard to people with learning disabilities are limited to a 

small number of comprehensive articles (e. g. Murphy & Clare, 1995; BMA/LS, 1995; Arscott, 

1997: Wong et al. 1999). The research being done related to competency appears to be focused 

on approaches to assessing capacity with some emphasis on the development of tools for doing 

this. A review of this literature and the findings of current research are outlined below. 

Assessing capacity is a complex task and at present little is known about how current ideas which 

have arisen out of the literature with regards to competency relate to practice. Little is known 

about how decisions about capacity are approached by professionals, although some have 

speculated about the difficulties that this might present (e. g. Sinclair, 1997; Arscott, 1997; Glass, 

1997). Professional decision-making is thus discussed in the review below with regards to the 

assessment of capacity. Lastly, the study, its design, rationale and the research questions asked 

are outlined. 
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1.2 Ultat is meant by capacity to consent? 

LZI Understanding capacity to consent 

In legal contexts, capacity to consent is defined as the ability of a person to make legally 

significant decisions about him or herself Once a person has reached adulthood they are assumed 

to have legal capacity unless there is evidence to the contrary (BMA/LS, 1995). The concept of 

capacity has evolved to include the concept of informed consent. Consent is the mechanism 

through which autonomy is exercised (Sprung & Winick, 1989). In the United States, 'informed 

consent' is aTgued to have thTee main components (Appelbaum & Grisso, 1988). These 

components are: possessing sufficient information relevant to the decision being made, having 

the capacity to make that decision and to understand the consequences, and making the decision 

voluntarily free from coercion. Capacity must therefore be assessed before informed consent can 

be sought (White, 1994). These two concepts are pivotal in balancing the right to self- 

determination and the freedom to make one's own decisions, with the right to protection from 

harm (Kaplan, Strang & Ahmed, 1988). 

The piecemeal legal provision and the lack of universally accepted standards in relation to 

capacity (Law Commission 1991; Murphy & Clare, 1995; Venesey, 1994) led to an inquiry and 

report by the Law Commission of England and Wales (1995). In this report being without 

capacity to make a decision is defined as 'unable by reason of mental disability to make a 

decision on the matter in question' or 'unable to communicate a decision on that matter because 

he or she is unconscious or for any other reason'. In the report the 'inability to make a decision' 

means 'an inability to understand or retain the information relevant to the decision, including 

information about the reasonably foreseeable consequences of deciding one way or another or of 

failing to make the decision' or 'an inability to make that decision based on that information'. A 
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person may be deemed without capacity because of a lifelong mental disability, capacity may be 

attained and then lost through trauma or the onset of a degenerative disease, or may fluctuate 

because of temporary factors such as illness, unconsciousness, confusion or the effects of fatigue 

(Wong et al. 1999). 

LZ2 Capacity to consent to treatment 

Current legal definitions of capacity to consent to treatment can be found in case law and in The 

Mcntal Hcalth Act Codc of Practice (Dcpartment of Hcalth and Wclsh Off icc, 1993, para. 15.10). 

In case law the current accepted test of capacity requires an individual to; 1) sufficiently 

understand the nature, purpose and effects of a proposed treatment and retain the treatment 

infonnation; 2) believe it; and 3) assess the infonnation in arriving at a choice. The right to self- 

determination exists regardless of the outcome of the decision or the diagnostic group to which 

the patient may belong (Wong, 1997). The MHA code of practice suggests that to be able to 

consent an individual must possess an 'adequate knowledge of the purpose, nature, likely effects 

and risks of (the) treatment including the likelihood of its success and any alternatives to it' 

(p. 55). However, this only applies to people with a mental disorder as defined by the Act and it is 

unclear what criteria should be used to assess 'adequate' knowledge. 

Health care professionals cannot legally examine or treat any person without his/her valid consent 

(BMA/LS, 1995) and this consent must be provided by the person being treated (Murphy & 

Clare, 1995). This right to autonomy exists whether the reasons for making the choice are 

rational, irrational, unknown or even non-existent (BMA/LS, 1995). The right to self- 

determination is only seen as meaningful if the person is appropriately informed, is free to make 

decisions from coercion and has the ability or capacity to do so (Wong et al. 1999). The 
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exception here is if the person is being treated under the provisions of Part IV of the Mental 

Heal th Act ( 19 83). 

Where a person is seen as unable to consent, treatment may only be given in exceptional 

circumstances involving either necessity (the meaning of which is unclear, Mackay, 1990) or an 

emergency. This may mean that people with learning disabilities do not receive the treatment 

they require because of uncertainties about its lawfulness (MENCAP, 1989). However, The 

House of Lords (1990), in a more recent ruling stated that those providing treatment for someone 

unable to give consent would not be sub ect to accusations of unlawful actions provided that they j 

acted in the person's best interests and in accordance with a responsible and competent body of 

relevant professional opinion (Murphy & Clare, 1995). Thus, when acting in terms of the client's 

best interests professionals should consider the least restrictive means of supporting that client. 

1. Z3 Cap a city to en ter stmu aI relatio ns h ips 

In England and Wales, a sexual relationship between two people is lawful if both partners are 

able to consent and have given their consent (Gunn, 1996). In law women aged 16 years and 

above are seen as able to consent to a heterosexual or homosexual relationship. For men entering 

a heterosexual relationship there is no lower age of consent. Whilst for men entering a 

homosexual relationship only those aged 16 years and above are deemed able to give consent. 

With few exceptions, people can consent to sexual activity and therefore rights must not be 

infringed upon (BMA/LS, 1995). The law only becomes involved where there is concern that the 

person did not consent, hence questions are not raised about capacity but incapacity. 

The focus of current law is on protection from abusive relationships (BMA/LS, 1995). Where 

there is sexual activity and consent is disputed a sexual offence may have taken place. Whilst a 
11 



professional may be asked whether a person could have given their consent (i. e. 'did they have 

the capacity to make the decision? '), whether or not they did give their consent in the situation in 

question is a matter for the court to decide (Murphy & Clare, 1997). This focus on protection 

from abuse and exploitation is also often reflected in local service guidelines (Booth & Booth, 

1992). In such guidelines although it is frequently asserted that people with leaming disabilities 

have an equal right to sexual expression, guidance is mainly offered on what should be done if 

abuse becomes known, whilst little help with regards to what constitutes consent is given 

(Murphy & Clare, 1995). 

Entering a sexual relationship does not require any formal test of capacity (BMA/LS, 1995). 

Decisions regarding sexual relationships must be taken by service users personally. They are not 

within the decision-making powers of carers (Law Commission, 1993) and nobody can be told to 

have a sexual relationship. The reason why consent is given is also not considered relevant in 

law, thus enabling people to consent for all sorts of reasons. People may therefore consent for 

reasons that include sexual gratification, affection, duty, money, physical closeness, physical 

comfort or fear (Murphy & Clare, 1995). Exactly what constitutes 'consent' to sexual activity is 

thus unclear. There is no requirement that people engaged in sexual activity should exercise 

informed consent of the kind required for medical treatment. There is thus no requirement under 

law that people demonstrate that they understand the nature of sexual activity, the risks, benefits 

or the altematives to sexual activity. 

LT- 
Flowever, in common law the test of capacity to consent to sexual relations implies that the 

person understands what is proposed, its implications and is able to make a free choice 

(BMA/LS, 1995). Strictly applied this means that a person needs to have good sexual knowledge 

and good social and communication skills. In practice where a sexual relationship involving a 
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person with a learning disability has begun or appears likely, Murphy and Clare (1995) suggest 

carers and professionals should consider the follovving issues; 1) Is there a major imbalance of 

power between the two individuals and if so is there a greater risk of an abusive relationship? 2) 

Is the sexual relationship rewarding in itself or is one person offering the other inducements? 3) If 

the relationship is heterosexual, do both partners realise that pregnancy can result? 4) If the 

relationship is heterosexual, do both partners know what contraception is and how to use it? 5) 

Do both partners understand the risk of sexually transmitted diseases and know how to engage in 

safer sex? and 6) if pregnancy is possible have both partners been given adequate access to 

genetic counselling and been informed and understood issues related to parenting? 

Where it is difficult to be sure that a client's consent is valid, health care workers should look to 

see whether the two people seek each other out, spend time together, share leisure activities and 

restrict activities with other people (Murphy & Clare, 1995). If two people are not able to 

understand sex education, then informed consent may not be possible. However, some people 

would still argue that people have a right to be sexual (Brown & Craft, 1994) if they appear to 

have a genuine affection for one another and there is no exploitation involved. This can be a 

difficult decision for all those involved. 

1.3 Approaches to assessing capacity to consent 

It is a major challenge to set a threshold which is neither too low so as not to provide adequate 

protection from harm nor too high so as to restrict freedom of choice (Wong et al. 1999). Much 

consideration has been given to approaches that might be used to assess capacity to consent from 

which three broad approaches can be distinguished. These are: 
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1.3.1 The diagnostic or status approach 

This approach bases an individual's capacity on his/her membership to a specific group or 

population e. g. people with a learning disability, dementia or a mental disorder. Assumptions are 

made about the individual's ability to make decisions based on specific characteristics related to 

their diagnoses or status. That is, being deemed a person with a learning disability automatically 

means they do not have the capacity to consent. 

Whilst this approach is simple and easy to apply it is generally regarded as inappropriate, 

subjective (Appelbaum, Lidz & Meisel, 1987) and too blunt (Jackson, 1994). Lack of capacity 

cannot be presumed because someone carries a specific label (Gunn, 1994). This approach 

assumes that a group sharing a particular characteristic is homogenous and that all decisions 

place similar levels of demand upon the decision-maker. Neither of these assumptions have been 

supported empirically (e. g. Morris, Niederbuhl & Mahr, 1993; Grisso & Appelbaum, 1995). In 

England and Wales the status approach has been rejected in both case law and by the Mental 

Health Act Code of Practice (Department of Health and Welsh Office, 1993). 

1.3.2 The outcome approach 

This approach uses the person's decision as the criterion on which assessment of capacity to 

consent is based. That is, it measures an individual's capacity to make decisions about treatment 

in relation to the consequences of their decision (Law Commission, 1991; Stanley, 1987; Venesy, 

1994). Therefore, an individual who makes a decision that is contrary to conventional wisdom or 

is seen as unreasonable by the treatment provider, will be seen as without capacity (Wong et al. 

1999). A sliding scale has been proposed to implement the outcome approach (Drane, 1984). 

This model classifies treatment decisions into three standards. These standards outline the 

conditions under which health professionals may prevent an individual's decision being allowed. 
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Assessment of competence becomes more stringent as the likely risks become more serious 

(Arscott, 1997). 

Whilst this approach allows professionals to protect people from negative consequences 

(Hoggett, 1994) it is argued by Culver and Gert (1990) not to be a scale of competence but a 

scale of a professional's view as to when an individual's decision should be accepted or when it 

should not. This undermines an individual rights, negates the role of letting a competent person 

decide whatever they want and is biased in favour of decisions to accept treatment (Arscott, 

1997). The approach is also potentially inconsistent across individuals and between assessors 

(Venesy, 1994). Again this approach has been firmly rejected in case law (Kennedy & Grub, 

1994). 

1.3.3 Thefunctional approach 

The functional approach is the most frequently applied by current English law and has attracted 

the most informed support (President's Commisson, 1983; Law Commission, 1995; Scottish Law 

Commission, 1995; Wong, Clare, Holland, Watson & Gunn, 2000). It is based on establishing an 

individual's understanding, knowledge, beliefs, skills and abilities and the extent to which these 

abilities match the demands of the decision-making task (Grisso, 1986; Wong et al. 2000). 

Capacity is not viewed as permanent or global but fluctuating (Wong, 1997). A person's abilities 

should therefore be assessed with specific regard to the demands of a particular situation and 

particular decision (Dimond, 1993; Grisso & Appelbaum, 1998; Marson, Schmitt, Ingram & 

Harrell, 1994; Searight; 1992; White, 1994). 

Whilst this approach is time consuming as it must be applied to each decision, each time it is 

made (Hoggett, 1994), it allows a better balance between the values of autonomy and protection 
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because people can be deemed capable of some decisions and not others (Arscott, 1997). 

Consideration needs to be given to improving a person's capacity through education (Chaplin & 

Kent, 1998), treating an underlying disorder (Grisso & Appelbaum, 1995) or simplifying the task 

to aid processing of the information (Grisso & Appelbaum, 1995). 

There has been much academic interest regarding which functional abilities are relevant to 

making treatment decisions (Roth, Miesel & Lidz, 1977; Presidents Commission, 1993; Law 

Commission, 1995; Gunn, 1994). However, there is no unanimous agreement on the abilities that 

constitute capacity or how these should be assessed (Grisso, 1986; Gunn, 1994; Wong, 1997). 

The criteria used are often vague and rely on unobservable mental processes as opposed to 

concrete and observable elements of behaviour (Arscott, 1997). Further to this, many of the 

criteria rely heavily on a number of abilities including verbal skills, memory for words or phrases 

and attentional processes, therefore biasing determinants of competence against those who 

experience difficulties in these areas (Appelbaum & Grisso, 1988). 

1.3.4 An integrative approach 

It has been suggested that these approaches could be usefully integrated when assessing capacity 

to consent (Arscott, 1997; Wong et al. 1999). For example, combining the outcome and 

functional approaches using a sliding scale model, where a functional assessment would only be 

initiated if the decision is considered complex or the risk involved in accepting or refusing 

treatment is considered great (Jackson, 1994; Roth, et al. 1977). However, this approach may 

miss the point (Gunn, 1994) because both the desirability and dangerousness of the outcome are 

detennined by a professional, therefore negating the client's own abilities and values (Wong et al. 

1999). Alternatively, a combination of the functional and diagnostic approaches has been 

suggested. The functional approach would only be applied when, because of the individual's 
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status their capacity has come into question (Appelbaum et al. 1987; Hoggctt, 1994; Law 

Commission, 1995). Although there is some controversy concerning this approach (Carson, 

1993) because it could prejudice against people with a disability, this is the combination of 

approaches currently proposed (Law Commission, 1995; Scottish Law Commission, 1995). 

1.4 Assessing capacity to consent in practice 

1.4.1 hychological tests of capacity to consent - treatment 

Whilst there have been few psychological tests developed for assessing capacity in practice and 

rarely for use with people with learning disabilities, those that are available have been developed 

from a functional perspective and with regard to consent to medical treatment. There is no 

universal agreement on which functional abilities contribute to the assessment of capacity, 

although there is a consensus that the following abilities are important. Theses are: 1) the ability 

to communicate a choice; 2) understanding the relevant information; 3) retaining the information; 

4) appreciating its relevance to oneself and, 5) being able to weigh up the risks and benefits and 

rationally manipulate the information to arrive at a choice (Appelbaum & Grisso, 1988; 

Weisstub, 1990; Law Commission, 1995; Wong et al. 2000). These tests are in essence standards 

of competence, allowing autonomy to be maintained or forfeited (Kaplan et al. 1988). 

A number of tests have been developed for use in clinical practice with people with mental health 

problems and people with dementia (e. g. Appelbaum & Grisso, 1995). Tests to be used with 

people with learning disabilities are in general lacking. Morris et al. (1993) developed the first 

test of capacity to consent specifically for use with people with learning disabilities. However, 

this was developed as a research tool rather than for use in clinical practice. The test is based on 

three vignettes related to treatment, which require informed consent. In each vignette the 
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underlying problem and a description and review of the proposed treatment is presented to the 

client, followed by a series of questions to test the individual's ability to consent to that 

treatment. The measure is argued to be unnecessarily stringent and does not take into account the 

difficulties experienced by clients when faced with treatment decisions. Thus people who may be 

able to make decisions for themselves would not be considered able to do so if this test were 

applied (Arscott, 1997). When Arscott, Dagnan & Stenfert (1999) attempted to simplify this 

measure with the aim of making it easier for people to understand the information presented, it 

increased the number of people able to give consent. However, as Arscott et al. (1999) point out, 

measuring the validity of this test is made difficult by the lack of standardised measures of 

competence. Thus, whilst it is unlikely that tests will be used as the sole predictor of competence 

in people with learning disabilities, they are seen as providing useful guidance for professionals 

(Arscott et al. 1999). Given the difficulties there are in assessing capacity to consent to treatment, 

Wong et al. (1999) propose a framework in the format of a decision-making tree to assist 

professionals in the process of making such assessments. 

1.4.2 Tests of capacity - secual relationships 

A number of sex education training packages are available for working with people with learning 

disabilities (Craft & Brown, 1994). There are also a number of tests of sexual knowledge, some 

of which include social interaction questions as well as questions about sexual facts (e. g. Fisher, 

Krajicek & Borthick, 1973; Wish, McCombs & Edmonson, 1979; Bender, Aitman, Biggs & 

Haug, 1993). However, there are no specific assessments of capacity to consent for use in these 

circumstances. 
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1.4.3 Factors affecting the assessment ofcompetence 

Consideration has also been given to the factors that may affect the assessment of competence in 

people with learning disabilities. There are a number of individual and environmental factors 

which need to be taken into account when assessing the capacity to consent of a person with 

leaming disabilities as they affect the ease with which information will be understood (Kent, 

1994; Murphy & Clare, 1995; Sprung & Winick, 1989; Venesy, 1995). Individual factors for 

example include; general cognitive ability, verbal expression and understanding, memory 

capacity, the speed with which information is assimilated and personal values (Appelbaum et al. 

1987; Murphy & Clare, 1995; Venesy, 1995). Acquiescence and compliance are likely to be 

higher in this population (Clare & Gudjonsson, 1993). People in this group are also likely to be 

inexperienced in expressing their own views and opinions and are more likely to feel unable to 

refuse (Arscott, 1997). Such individual differences are likely to be exacerbated by the 

environment in which consent is obtained. For example, the way in which information is 

presented and elicited from clients (Appelbaum & Roth, 1982; Murphy & Clare, 1995) can all 

influence the understanding and processing of information. 

1.5 Professional decision-making 

1. S. I Assessing capacity to consent in practice 

In practice it is argued that health care professionals, social workers and carers are often ill- 

informed about issues related to assessing capacity to consent (Sinclair, 1997). The lack of 

knowledge and guidance often means that decisions are made for people with learning disabilities 

without properly assessing their competence. There are still assumptions that the label learning 

disability automatically removes the person's ability to consent. Whilst capacity to consent 

maybe a one off judgement which is rarely reviewed and denies the person any chance of self- 
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determination (Sinclair, 1997). Sinclair (1997) believes that whilst the diagnostic approach is 

rarely used today, it still has a residual effect on the thinking of some professionals. Sinclair 

(1997) also argues that many professionals will use the outcome approach, consciously or not. 

Arscott (1997) questions whether we as professionals are willing to accept the decision of an 

individual deemed competent, if the decision they are making is not in their best interests. The 

question of competency thus raises many ethical and professional dilemmas (Arscott, 1997), the 

approach taken by professionals in practice being unclear. 

I. S. 2 Legal versus social constructs ofcompetency 

Glass (1997) argues that competence is a social construct influenced by the values of society and 

the professional completing the assessment. There is much diversity and depth to the decisions 

professionals are asked to make. Reliable measures of competence are found wanting because 

they cannot accommodate the issue of judgement (Elliott, 1991). Boundaries, whether social, 

psychological or legal, do not exist naturally and are constructed by people in both formal and 

informal ways. Competency is a construct that is designed to either empower or restrict the rights 

of people for particular purposes. The attitudes of those who provide direct care are particularly 

important because it is their feelings, behaviours and agendas which often create an informal 

policy that seriously affects the rights of people with leaming disabilities (Bratlinger, 1983). The 

construct will thus vary within settings and will be influenced by those engaging in this process 

(Glass, 1997). Glass (1997) argues that whilst it may not be possible to eliminate the influence of 

values held, their impact should be made explicit so that we may judge openly whether they are 

legitimate. 

When health care professionals interact with the legal system, there is a danger that the 

uncertainties of the clinical perspective will be abandoned for the rationality of legal thought 
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(Appelbaum & Roth, 1982). The law has tried to address competency as though it were a fixed 

attribute with an inherent stability. What the law calls competency is in fact a set of deductions 

from a variety of clinical data that can be subject to influence and change as the more basic 

mental attributes on which it is based. The clinician must thus continue to think clinically about 

the problem before them. Again, the perspective of the professional and their approach to the 

assessment of competency in clinical situations is essential to developing a complete 

understanding of competency and the many difficulties its determination raises. 

1.5.3 Ethical dilenmws its the assessment of conWetency 

Wear and Brahams (1991) argue that by and large health care professionals are more likely to be 

guided in their decision-making by conscience, that is what seems to be the right course of action 

rather than legal constraints. Thus in establishing competence there can be a number of 

conflicting moral principles which Wear and Brahams (1991) categorise into four moral 

perspectives. 1) Rights theory: this rests on the belief that all people have rights but these conflict 

when, for example, treatment is refused although it is viewed as needed. Overruling rights rests 

on establishing the person's competence or incompetence. 2) Virtue theory: this rests on being 

fair, maldng a just decision. The conflict here arises because being fair might not be doing good. 

3) Common-sense morality: this refers to the moral perspective with which we have been brought 

up and thus the view that it is wrong to go against a person's wishes. Here again the issue of 

competence arises. Finally, 4) utilitarianism: this stresses outcome and the person's welfare. For 

example, in the case of treatment, causing discomfort or pain is outweighed by the increased 

welfare to the patient However, in defining welfare one aspect of this might be the right to be 

able to choose. Thus, it appears important when thinking about professional decision-making to 

take into account ethical considerations that might be affecting this process. 
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Further consideration of the factors affecting professional decision-making could include a look 

at the literature on decision-making theory. This looks at how individuals attempt to reduce 

uncertainty, how they come to understand and arrive at a decision and how cognitive, emotional, 

behavioural as well as biological and social factors influence the decision-making process. 

However, unfortunately consideration of this literature is beyond the scope of this review. 

1.6 Tit e stu 4v 

1.6.1 Rationalefor the research 

Assessing an individual's capacity to consent involves balancing the two often-contradictory 

positions of enhancing self-determination and at the same time ensuring protection from harm 

(Morris et al. 1993). Balancing these two view points can be difficult and yet to date there has 

been no exploration of how professionals assess capacity to consent or how the law or the 

approaches mentioned relate to or arc reflected in dccision-making in practice (Hoggctt, 1994). 

Gaining further insight into the process of assessing competence from the view of the 

professional, a perspective currently missing from the literature, has the potential to expand on 

the current knowledge base available in this area, as well as being immensely important in terms 

of client welfare. 

L 6.2 Rationalefor the methodology used 

The present research aims to provide an in-depth description and exploration of the way in which 

professionals assess capacity to consent. Whilst there is considerable literature looking at 

capacity to consent in theory, there appears to be limited information with regards to the 

assessment of competency from the perspective of the professional, which in itself would appear 
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to be a complex process. Therefore, in the absence of previous research from this perspective the 

aim of the research was discovery orientated. Given the need to explore this process in-depth, a 

qualitative rather than quantitative methodology was perceived as most appropriate. 

The methodology chosen also reflected the need to avoid predetermined assumptions about what 

the central issues for professionals are in assessing capacity to consent. Thus, the use of a 

qualitative approach aimed at discovery, was considered more appropriate than a quantitative 

approach based on hypothesis testing of pre-existing assumptions. In line with this, the use of 

individual interviews allowed participants' own understanding of capacity to consent to be heard, 

a perspective currently missing from the available literature. 

Interpretative phenomenological analysis (IPA) was chosen to analyse the data as it seemed to 

best meet the study's aims. IPA aims to explore in detail the participant's view of the topic under 

investigation (Smith, Jarman & Osbom, 1999). It recognises that completing research is a 

dynamic process. IPA is an attempt to get closer to the participant's personal world, thus it is 

phenomenological in that it is concerned with exploring the person's personal perception or 

account as opposed to producing an objective statement of an object or event (Smith et al. 1999). 

It is interpretative in that in trying to obtain a participant's personal view the researcher must try 

to make sense of it through interpretation. Hence accessing personal perceptions depends on the 

researcher's interpretations (Smith et al. 1999). IPA allows the researcher to look at each 

individual participant's understanding, before moving to a group level of analysis. 

IPA is amenable to the researcher starting from an informed position. Thus, given the available 

research from perspectives other than that of the professional, this seemed more appropriate than 

for example, using a grounded theory approach used when there is no available research to guide 
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analysis, the researcher thus starting from a position of not knowing. Smith et al. (1999) write 

that IPA differs from discourse analysis in the perception of the status of cognition i. e. discourse 

analysis is sceptical of mapping verbal reports onto underlying cognitions, being concerned with 

what the person is saying and the discourse they are using. Again, with regards to the aims of this 

research, using IPA appeared more appropriate than discourse analysis given the emphasis on 

meaning to the participant of the topic, rather than for example the social impact or purpose of 

the speech used by participants. 

1.6.3 Guidingpropositions 

Elloitt, Fischer and Rennie (1999) emphasis the importance in qualitative research of making 

clear the researcher's views and assumptions. My clinical work with people with learning 

disabilities both direct and indirect (i. e. with carers, other professionals and services), as well my 

awareness of the literature in this area, has led me to the following assumptions and ideas 

regarding the assessment of capacity to consent in people with learning disabilities, by 

professionals: 

a) The concept of competence and hence the rights of people with learning disabilities to make 

decisions for themselves is not regularly considered in professional day to day practice. 

b) Assessment of capacity to consent is only undertaken when a client is seen to be refusing 

something of benefit or doing something not of benefit to themselves. 

c) The understanding of capacity to consent in services is fragmented thus making its 

application problematic. 

d) The view of capacity to consent or competency outlined in the literature and the law is 

simplistic and does not reflect the complexities of practice. 
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1.6.4 A lins and objectives 

The aim of the study is to explore how capacity to consent in people with learning disabilities is 

determined by professionals in practice. To look at both the criteria upon which capacity is based 

and the factors affecting the decision-making process with regards to capacity to consent to 

treatment and capacity to consent to a sexual relationship. Secondary to this, the study aims to 

explore whether decisions made relating to capacity are made differently by different 

professional groups i. e. psychiatrists, psychologists, community nurses and care managers. 

1.6.5 Research questions 

1) In practice, what criteria do professionals use to assess capacity to consent to treatment in 

people with leaming disabilities? 

2) Are the criteria used by professionals to assess capacity to consent to a medical intervention, 

similar or different from those used to assess capacity to consent to a sexual relationship? 

3) What factors affect the decision-making process when assessing capacity to consent? 

4) Are decisions relating to capacity to consent, made differently by different professional 

groups? 
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2. METHODOLOGY 

ZI Design 

A cross sectional design was utilised to gain the views of psychiatrists, psychologists, care 

mangers and nurses. The data collected from individual interviews was analysed using IPA. 

Z2 Participants 

ZZI Recruitment 

Participants were recruited from staff working with people with learning disabilities in two local 

NFIS Trusts and one Social Services Department. Permission to approach staff was initially 

obtained from the respective service managers either verbally or in writing (appendix 1. ). 

Recruiting participants from a number of different services was seen as important in terms of 

increasing the independence of the study's findings from the possible contextual influences on 

the views of participants when assessing compctencc. 

ZZ2 SanWling issues 

Participants were selected on the basis that given their professional experience they could expand 

on our current understanding of the issue being studied, thus applying the idea of theoretical 

sampling in line with the study's qualitative design. Given that qualitative research is concerned 

with the exploration of understanding and meanings, an attempt was made by interviewing a 

large number of participants from different professions to sample widely the possible range of 

views on this topic. Thus, the approach to sampling in qualitative research differs from that 

adopted in quantitative research which has different needs and aims to ensure representativeness 

and generalisability of findings through sampling. 
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Obtaining the viewpoint of the professionals most often involved in the process of assessing 

capacity was seen as important to the meaningfulness of the data collected given that the study 

was designed to explore how competency is assessed in clinical practice. Each profession comes 

from a different position, bringing a different perspective seen to be of value to addressing the 

research questions. Therefore, the views of a number of different professional groups was 

perceived as most likely to give a representative or naturalistic view of how this issue is 

addressed in clinical practice. 

ZZ3 Selection criteria 

Professionals with at least a year's post qualification. experience of working with adults with 

learning disabilities were recruited. All had to be currently working clinically in this field, with 

previous experience of making decisions related to capacity. All participants volunteered to take 

part and agreed to give an hour of their time to be interviewed. 

ZZ4 Participant details 

Nineteen participants were interviewed. Five psychologists, five care managers, five community 

nurses and four psychiatrists. Further participant details are outlined in Table 1. (Information 

taken from the participant details questionnaire - see section 2.3.4). 
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Table 1. Particivant details and exverience of issues related to cat)acitv to consent 
PROFESSION GENDER AGE NO. OF FREQUENCY WHICH TRAINING 

YEARS WITH WHICH PROFESSIONALS RECEIVED 
WORKING DECISIONS MAKE DECISIONS RELATED TO 
WITH RELATED TO REGARDING CAPACITY TO 
PEOPLE CAPACITY TO CAPACITY TO CONSENT 
WITH L. D. CONSENT OCCUR CONSENT? 

IN PRACTICE 
Psychologist Female 32 8 6 Monthly plus Multidisciplinary 2xI day courses 
Psychologist Female 46 10 Monthly Multidisciplinary Own reading & 

includes SLT & OT service policy 
Psychologist Female 35 1.5 Yearly Decisions made by None 

carers 
Psychologist Male 50 23 Monthly Multidisciplinary None in last 5 yrs. 
Psychologist Female 49 3 Monthly Multidisciplinary None 

_ Community Female 37 10 6 Monthly Psychiatrist Ix half day course 
Nurse 

Community Female 31 5 6 Monthly Multidisciplinary None other than on 
Nurs the iob 

Community Female 35 17 Monthly Psychologists & Own reading, none 
Nurse psychiatrists, aided since own training 

by nurses 
Community Male 36 10 Weekly Multidisciplinary None since own 

Nurse training 
Community Male 31 10 Yearly Multidisciplinary None since own 

Nurse training 
Psychiatrist Female 50 10 Monthly to 6 Multidisciplinary Trust and own 

monthly _ 
includes SLT & OT training 

Psychiatrist Female 57 20+ 6 Monthly Multidisciplinary None 
Psychiatrist Female 55 15 Weekly Psychologists, Ix Trust course 

psychiatrists 
Psychiatrist Male 39 10 Weekly Multidisciplinary Professional 

includes SLT & OT experience & own 
traininp: 

Care Male 43 15 Weekly to monthly Psychiatrists & Adult protection 
Manager psychologists training only 

Care Male 46 26 Two monthly Multidisciplinary None 
Manager 

Care Male 46 15 Monthly to 6 Multidisciplinary Not much if any 
Manager monthly includes SLT & OT 

Care Female 43 20 Weekly Multidisciplinary Team discussion, 
Manager includes SLT & OT none since own 

training 
_ Care Female 32 10 Monthly I Multidisciplinary I None just service 

Manager 
I- 

I 
includes SLT & OT policy 

SLT refers to speech and language therapy OT refers to occupational therapy 

23 Measures and materials 

Z3.1 Developnwnt of the nwthodology used 

The study aimed to explore how professionals assess capacity to consent in practice and thus the 

methodology chosen needed to satisfy a number of requirements. For example, through the 
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method chosen, the criteria upon which capacity was assessed and the processes affecting 

professional decision-making needed to be made explicit. 

After much discussion and thought, the initial design involved the use of case vignettes and two 

interview techniques; question asking (11offman, 1987) and verbal protocol analysis (Ericsson & 

Simon, 1993). Participants would be presented with a small amount of information about the case 

vignette and then requested to ask questions in order to gain more information about the case to 

assess the client's capacity to consent. It is argued that participants will ask the questions they 

believe to be relevant, providing a description of the order and the criteria on which a decision is 

made (Hoffman, 1987). During this process the participant would also be asked to think aloud, 

that is give a running commentary on their thoughts, thus providing information on their 

reasoning and thinking as they asked questions. Concurrent rather than retrospective verbal 

reporting is argued to eliminate the likelihood of differences in cognitive processing occurring at 

the time of actual task completion, when compared with later reporting on the task undertaken. 

The data provided by a verbal protocol is therefore a relatively pure and accurate representation 

of participants' thinking about the task, in that it is unaffected by further processing of the 

decision under consideration. This was the design originally piloted. 

Piloting the methodology identified the strengths and weaknesses of its design. For example, the 

use of case vignettes and question asking appeared to provide a creative way of studying the 

criteria upon which decisions were based. Thinking aloud between asking questions seemed to 

place too much demand on participants who needed frequent reminding and thus it appeared to 

interrupt the flow of participants' thoughts, leaving the interview feeling somewhat disjointed. 

The difficulties experienced with thinking aloud may have been related to participants not having 
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enough experience of the area under consideration, a factor thought to make this process more 

difficult (Ericsson & Simon, 1993). 

Through consultation with a number of researchers and discussion in supervision, the verbal 

protocol element of the design, that is thinking aloud during task completion, was dropped from 

the study's design. It was decided that once the participant had asked questions about the case the 

researcher would go over the interview and explore with the participant their reasoning behind 

the questions asked. Retrospective reporting on the task completed provides a less pure 

representation of a participant's tbinking because it is reliant on memory and also the 

participant's thinking is open to further processing following the tasks completion. It was 

however in this case, seen as more appropriate in meeting the study's requirements. This design 

thus appeared to provide a framework for studying the assessment of capacity to consent in 

practice limiting the influence of theoretical ideas or the researcher's views on participants' 

decision-making. This version of the design was piloted. Piloting allowed the researcher the 

opportunity to standardise as far as possible the level of detail given in response to a question and 

in general the design appeared to work well. 

The use of case vignettes and the question asking approach seemed to provide a framework for 

the task under consideration and thus an innovative and creative method for addressing how 

issues related to capacity to consent are thought about in practice. 

Z3.2 Case rignettes 

Two detailed case vignettes were written for the research; one related to capacity to consent to 

treatment and the second related to capacity to consent to a sexual relationship. The process of 

developing the vignettes to be used in the study began by brainstorming in supervision the 
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clinical situations that might give rise to questions related to capacity to consent to treatment and 

capacity to consent to a sexual relationship. It was agreed that the scenarios chosen should be 

reasonably complex so as to present participants with a dilemma which would provoke 

considerable thought, but at the same time, scenarios representing those that clinicians are likely 

to have met in their own clinical work and therefore likely to have some previous experience of 

Having determined the clinical situations upon which the vignettes would be based, the detail of 

each case was written in relation to the factors or information which the literature suggests is 

taken into account when assessing a client's competency. It was decided that if during the 

interview, a participant asked for information not already included in the vignette, the researcher 

would provide details in line with the case scenario. The vignettes designed for use in this 

research were not based on any specific cases with which the researcher had becn involved, but 

were developed from the researcher's and supervisor's general experience of working with 

people with leaming disabilities. 

Z3.3 Participant details questionnaire 

A short information sheet was designed to collect demographic details regarding professional 

status, gender, age, length of time working in learning disability services, amount of training 

received related to capacity to consent and experience of maidng decisions related to issues of 

consent (appendix 2. ). 

24 Ethical Considerations 

Ethical approval was obtained from the Local Research Ethics Committees associated with each 

of the two Trusts (appendix 3. ) and in the case of the social services department, where there was 

no ethics committee, approval was obtained from the Salomons Centre Ethics Committee 
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(appendix 4. ). The research adhered to the British Psychological Society Ethical Principles and 

Guidelines (1998) and The Division of Clinical Psychology Professional Practice Guidelines 

(1995). 

Participation in the research was voluntary, anonymous and based on informed consent. Two 

copies of the consent form were given to the participant, one of which they kept. The copy 

returned to the researcher was kept separately from the interview transcripts to ensure anonymity. 

The research did not require participants to talk about or refer to clients with whom they worked 

or had worked. 

Each interview was taped. It was explained to participants that the tapes and transcripts of the 

tapes would be destroyed following full completion of the research. Confidentiality was 

maintained throughout the study. Following transcription of the tapes participants were identified 

by number and profession only. Following completion of the dissertation a copy was made 

available to participating services and a shorter report provided outlining issues, likely to be of 

interest to the service (appendix 5. ). 

25 Procedure 

S. I Introducing the study 

The heads of each professional group in each service were contacted and initial information 

regarding the study was either sent to teams or presented to potential participants at team 

meetings by the researcher. An interview time was then agreed with those professionals who 

expressed an interest in participating. It was emphasised that participation in the study was 

voluntary and participants could drop out at any time without giving a reason for doing so. 
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Z5.2 Interviewing 

Each interview began by introducing the research and the task to be undertaken. It was 

cmphasised to participants that they were not being evaluated in any way. It was also emphasiscd 

that information given would remain anonymous and conridential. Participants were asked to 

read and sign the consent form (appendix 6. ) and any questions were answered. Each interview 

was taped, and lasted between 40 to 90 minutes. 

Having agreed to take part in the study, participants were initially given a short set of 

standardised instructions for completing the task (appendix 7. ) with the opportunity to ask any 

questions. For each of the two vignettes the interview process was divided into two parts. In part 

one, the instructions given requested the participant to ask the interviewer questions to elicit more 

detail about the case vignette they had been given, in order to assess the client's capacity to 

consent. In part two, it was stated that the interviewer would go back over the participant's 

questions, exploring with them their thinking and reasoning behind the questions asked. 

Having understood the task the participant was, then presented with a small amount of written 

information about the first case vignette in which there was concern about the client's capacity to 

consent to treatment (appendix 8. ). This read 'Bill has been complaining of a sore mouth, it is 

suspected that he wfll need some of his teeth removed due to infection. You have been asked to 

assess Bill's capacity to consent to dental treatment'. At this stage of the task the full details of 

the case vignette were known only to the researcher (appendix 9. ). As the participant asked 

questions about the vignette, so the interviewer gave further infonnation about the case. Once the 

participant had completed part one, reaching a point where they felt they had asked as many 

questions as they wanted, so the interviewer moved on to part two. The same process was then 

completed for the second vignette, where the participant was given basic initial information about 
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a case in which there was concern about the client's capacity to consent to a sexual relationship 

(appendix 10. & 11. ). The initial information read, 'Wendy has bccn in a relationship with Mark 

for about a year. Mark is saying that he would like their relationship to become sexual and has 

bccn asking to stay in Wendy's room. You have been asked to assess Wendy's capacity to 

consent to a sexual relationship'. At the end of the interview, each participant was asked to 

complete the participant details questionnaire (appendix 2. ). 

Z6DataAnalysis 

2 6.1 Interpretative phenomenological analysis 

Tapes were transcribed and the data analysed using IPA. IPA aims to explore in detail 

participants' views of the topic being studied, in this research the criteria and the processes 

affecting the assessment of capacity to consent in people with learning disabilities. The process 

involved in completing IPA described by Smith et al. (1999) Nvas used to guide the analysis of the 

data. 

The researcher initially read and re-read the transcripts immersing herself in the data. At this 

stage, it was decided that the approach to assessing capacity to consent to treatment (vignette 

one) and to a sexual relationship (vignette two) were sufficiently different as to warrant separate 

analysis. Thus, the process of analysis described below was completed for both case vignettes. 

Smith et al. (1999) suggest that when a large number of participants have been interviewed it is 

not initially cost-efficicnt to complete an extensive analysis of all transcripts. Thus initially the 

interviewer read one transcript from each profession noting down in the left-hand margin any 

initial thoughts or possible codes. Tben on rereading, any possible themes or codes were noted 
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down in the right hand margin (an cxample section of transcript including notes is provided in 

appendix 12. ). The themes at this stage were kept broad as suggested by Smith ct al. (1999) and 

referred to large amounts of texts, shorter paragraphs or individual sentences. A list of the themes 

to emerge ftom the analysis of these initial four transcripts was then made, ftom which groups of 

themes were identificd (appendix 13). Throughout, the researcher kept notes concerning ideas 

and the connections beginning to emerge between thcmes. 

The remaining transcripts were then read and coded, with the researcher remaining alert to new 

themes. Smith et al (1999) emphasise the need during this stage to look at each transcript afresh 

so that the emergence of codes comes from the text. However, they also recognise that the 

sequential nature of processing will inevitably orientate analysis towards certain aspects of the 

data given the themes already identified. Having completed the coding for all transcripts the 

interviewer began to analyse the groups of themes, for higher order themes shared across all 

participants, keeping in mind the need to develop an understanding of participants' experiences. 

Having identified the broad themes shared across participants these were then more intensively 

explored. This stage involved re-examining transcripts 'through a more focused lens' (Smith et 

al. 1999). Whilst many of the verbatim extracts from the transcripts related to these broad themes 

had already been identified through the initial coding process, the researcher went back over the 

transcripts to make certain all sections of text related to each theme were identified. This was 

completed on the computer through a process of copying and pasting between files, so that all 

extracts were grouped according to themes. This also involved considerable cross categorisation 

given that sections of text could be related to more than one theme. Thus through this process the 

subcategories relating to each broader or overriding theme began to emerge more clearly. Having 

completed this the researcher then reread the analysis looking for themes or categories that could 
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be merged, each time looking to create a greater understanding of the data and the connections 

and tensions between themes and categories. Having completed the analysis, the researcher 

reread a number of transcripts to check that the themes and categories that had emerged reflected 

the original data. This process resulted in the flinal themes and categories presented in section 3. 

Z 6.2 Reliability and validity 

The extent to which qualitative research can achieve a high standard of scicntiric rigour is a 

complex area (Lincoln & Guba, 1989). The difilicultics appear to relate to the idea that the same 

standards need to apply to both quantitative and qualitative research. However, these research 

traditions are underpinned by quite different ideas i. e. qualitative methods place emphasis on 

meaning and subjective experience, whilst quantitative methods arc more concerned with 

objectivity and quantification. There is thus an ongoing debate with regard to whether the same 

criteria can or should be applied to both these research traditions (Mays & Pope, 2000). 

However, the intent of all research is to produce credible findings and therefore all research must 

undergo critical appraisal (Hinds, Scandrett-Hibden & McAulay, 1990). The criteria used to 

evaluate qualitative research must be closely related to the questions being asked (Elliott et al. 

1999), as well as taldng into account the distinctive goals of qualitative research (Mays & Pope, 

2000). The measures used in this study are detailed below. 

a) Auditability 

Charmaz (1995) argues that the interaction between the researcher and the researched produces 

the data upon which the studies conclusions are based. Therefore, this interactive process needs 

to be made explicit in order for it to be scrutinised by others and conclusions regarding its 

validity drawn (Stiles, 1993; Mays & Pope, 2000). To provide a reflexive account of the research 
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process in this study, a diary was kept throughout the period of the research and documents the 

decisions made about the research process and the researcher's thoughts and ideas about the 

process and the analysis (appendix 14. ). The research was also regularly discussed in both 

individual and peer supervision enabling any potential biases the researcher might hold to be 

explored. The process of IPA is also made explicit above. 

b) Respondent validity 

Respondent validity refers to the extent to which the findings arc representative of participants' 

views regarding the subject under study and is important in judging the quality of the researcher's 

interpretations (Silvennan, 1993; Mays & Pope, 2000). In this study, the analysis of the results 

was fed back to participants in writing. Participants were asked for their comments both on the 

method used by the researcher for exploring capacity to consent and the research findings 

(appendix 15. ). Participants' comments are discussed in section 3.6. 

d) Inter-rater reliability 

Inter-rater reliability serves to ensure reliability of the analytic process measuring consistency 

and repeatability of the research (Coyle, Good & Wright, 1994; Pope, Zieland & Mays, 2000). In 

this study, an independent rater was asked to assign all extracts taken from four randomly 

selected transcripts to the themes and categories identified by the researcher. Cohen's Kappa 

coefficient of agreement (Siegel & Castellan, 1988) Nvas calculated based on establishing 

agrcement betwecn the two Taters, the Tcsults of which arc presentcd in scction 3.7. 

e) Rhetorical power/ generativity 

The quality of the research should be judged by the extent to which the results are effective in 

persuading those working in the field to accept them (Henwood & Pidgeon, 1995; Elloitt et A 
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1999). To allow the reader to judge the research in this respect examples from the analysis are 

presented with the results and its clinical implications explored in the discussion. 
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IRESULTS 

3.1 Sunintary of results 

Analysis of the transcripts was based on the initial research questions presented in section 1.7. A 

summary of the themes and categories to emerge from the analysis are presented in Table 2. This 

is followed by a detailed presentation of the themes and categories with examples of verbatim 

extracts taken from the transcripts. 

Table 2. Capacity to consent summary of themes and cate 
3.2 Vignette I. C2pacity to consent to treatment 

3.2.1 Learning disability a) Global level of functioning 
b) General level of functioning 
c) Specific assessment of skills relevant to the situation 

3.2.2 Seriousness of the a) Problem severity 
situation b) Risks or consequences of not treating 

c) Effect on quality of lifelmental state 
d) Possible complications 

3.2.3 Understanding a) Negative past experience 
client's decision b) Impaired capacity/less able than assume 

c) Lack of decision making experience 
d) Not informed, incorrect information given 
e) Decision influenced by others 

3.3 Vignette 2. Capacity to consent to a sexual relationship 

3.3.1 Learning disability a) Global assessment of functioning 
b) General assessment of skills and abilities 
c) Specific assessment of sexual knowledge 

3.3.2 Understanding a) Determining client's choice 
the current b) Development of the client's relationship 
situation c) Dynamics of the rclationship/client characteristics 

d) Influence of others 

3.4 Factors affecting the assessment of capacity to consent 

3.4.1 Assessment of capacity vs Intervention/Treatment 

3.4.2 Rights of choose vs Right to protection from harm 

3.5 Differences between professional groups 

3.5.1 Professional role 
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3.2 In practice, how do professionals assess capacity to consent to treatment in 

people with learning disabilities? 

Three main themes emerged from the analysis of the transcripts related to the assessment of 

capacity to consent to treatment; 'assessment of learning disability', 'seriousness of the situation' 

and 'understanding the client's choice'. 

3.21 Assessment of Learninrdisabilitv 

Participants requested information about the client's learning disability at three levels, that is 

information regarding their 'global level of functioning, 'general skills and abilities' and 

4specific skills relevant to the situation. Participants appeared to move along a continuum from 

gaining a broad understanding of learning disability, to gaining a more specific understanding 

with regards to the treatment being considered. However, not all participants explored the client's 

level of learning disability to the same degree. This appeared to be related to professional role 

and is discussed further in section 3.5. 

3. ZI. I Global level offunctioning 

Most participants requested infon-nation about the client's global level of functioning asking for 

example, the client's level of learning disability, where the client lived and what level of staff 

support the client received. These questions were described as assessing the likelihood of the 

client being able to consent, an 'exclusion type of question' (Psychiatrist 16. ). 

'Level of learning disability gives you a rough idea of where the patient is at and 

moderate learning disability is more likely to tell you what you want to hear, severely 
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learning disabled won't understand you or at least they might understand but get to the 

stage where you are going to pull their teeth out and they will run a mile and the mildly 

learning disabled, well you'd think you were on a good wicket with them. ' (Psychiatrist 

1. ) 

'Well, it's just that if you lived in a semi-independent place then that proves he is 

very capable. The more staff support often means the less able you are to make choices 

and decisions for yourself. ' (Nurse 13. ) 

However, the limited nature of this information was acknowledged explicitly by some 

participants and implicitly by others in that they later requested more in-depth information about 

the client's level of learning disability. 

'You can assign a label and that but it is often more useful to find out what they 

can and can't do for themselves and see if he is exercising choice and consent in other 

areas... ' (Psychologist 3. ) 

3. Z 1.2 General level offunctioning 

Assessing the client's general level of functioning concerned obtaining information about the 

client's actual functioning in other areas of their life. In general, this was about the skills or 

abilities perceived as needed in making a decision related to the treatment under consideration 

and therefore seen as an indication of the client's ability to consent to that treatment. For 

example, participants requested information regarding the client's level of independence, skills, 

ability to communicate, make choices, decisions and consent. 
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'Can he choose what he is going to do? How is his self help skills? Can he 

budget? Can he travel on his own? Would he know what to do if he got lost? Can he use 

the telephoneT (Psychologist 9. ) 

I was interested in those (decisions he makes around the house)' because they 

are indicators of him being able to make choices and being able to give consent, so the 

next thing I wanted to know is to what extent is he consenting to things now... ' (Care 

Manager 2. ) 

3.21.3 Specific assessment of skills relevant to the situation 

Questions posed by participants reflected the functional abilities perceived as needed by the client 

to have the capacity to consent to the treatment under consideration. This included questions 

about the client's knowledge of and understanding of the procedure, understanding of the 

consequences, reasoning skills and ability to communicate their decision. The aim of such 

questions appeared to be to understand both how able and how informed the client was. The 

degree to which the client was infonned also related to understanding the client's choice and is 

explored further in section 3.2.3. The information gathered regarding the client's specific skills 

was used by participants to look at the client's capacity to consent and/or how to support the 

client, %vith their current situation. 

'Communication skills, his ability to connect his symptoms with his teeth problem 

or tooth problem, his ability to recall his previous experiences and his rationale for not 

wanting to proceed further because it is painful would imply to me that he has the 

capacity to be functioning and therefore I think he has the cognitive skills to be able to 

1 Words in brackets are those of the author 
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process a lot of information, because I mean we are talking about the past, present and 

future. ' (Psychiatrist 16. ) 

However, from the analysis there did not appear to be any consensus on the level of 

understanding needed nor how this should be assessed with a small number of participants 

explicitly acknowledging this difficulty. 

'It's more about understanding how much he is getting in, because you know, you 

can easily misjudge these things, I mean you talk to somebody, and they give the 

answers that you wanted but do they really understand what they are talking about. Or 

do we as professionals understand how we need to communicate to them. ' (Nurse 8. ) 

3.22 Assessiniz the seriousness of the situation 

Assessment of the seriousness of the situation appeared to be a consideration of the client's 

decision not to have the treatment and the risks that that may pose. Where the current situation 

was assessed as serious or the risks to the client seen as unacceptable, then the client's decision 

not to undertake the treatment was seen by most as not in their best interests. The situation was 

then less likely to be considered in terms of the client's capacity to consent and more likely to be 

considered in terms of intervening to support the client in having the treatment. 

'To determine the risks of looking at doing nothing against the benefits of getting 

him to the dentist really. ' (Care Manager 15. ) 

However, there did not appear to be agreement amongst participants on either the factors 

contributing to the assessment of seriousness nor on what level of risk was considered too high. 
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IZZ I Problem severity 

Assessment of the problem severity Nvas reflected in participants' questions about the lire 

threatening nature of the situation and medical opinion as to the urgency or need for treatment. 

'I'd need to speak to the dentist to see how severe the situation is. ' (Nurse 8. ) 

'(Dentist's view of problem) That's about getting an expert opinion, saying yes 

there is a problem' (Care Manager 17. ) 

3. ZZ2 Risks or consequences of not treating 

Thinking about the risks of the current situation and or the risks of not treating was apparent in 

participants' questions about the risks of the current intervention to alleviate the problem and the 

longer term consequences to the patient of leaving the problem untreated. 

I would kind of look for a medical opinion actually and say well, OK, here's a 

chap who says I want to be on whatever the painkiller is, for a year, does that matter or 

doesn't it. ' (Care Manager 14. ) 

'OK what are the consequences of him not going to the dentist from a medical 

point of view, what is the major risk? ' (Psychologist 11. ) 

3. ZZ3 Effect on quality of lifielmental state 

Participants' questions concerning the current impact or effect of the client's pain were reflected 

in questions about how it was affecting relationships with others, restricting activities, affecting 

his mood, mental state and general ability to function. 
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'if it is affecting other facets of his life, in other words, it is preventing him from 

going to the day centre, his behaviour is changing etc really, it is more serious than just 

a sore mouth. ' (Care Manager 15. ) 

3. ZZ4 Possible Complications 

This was assessed through questions considering the possibility of complications arising from the 

cause of the client's learning disability, other physical health problems or as assessed by medical 

professionals. 

'(Is Bill epileptic? ) Just a basic nursing question that we need to know if you are 

going to do anything medical vvith anybody. ' (Nurse 13. ) 

3. Z3 Understandine client's decision 

All participants looked for an understanding of the client's decision not to undertake treatment. In 

most instances, the need to understand was linked to finding a reasonable rationale for the client's 

choice. 

'Again really, are there specific, are there good reasons for this person to be 

anxious about going to the dentist. ' (Psychologist 4. ) 

Participants' understanding of the client's choice were categorised into two groups. 1) those 

reasons which were internal to the client i. e. 'negative past experience', 'impaired capacity/less 

able than assume' and 'lack of decision-making experience', and 2) those reasons external to the 

client i. e. 'not informed, incorrect information given about treatment' and 'decision influenced by 

others'. The client's choice was predominantly understood in terms of a 'negative past expcncnce 
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and/ or 'not informed, incorrect information given about treatment'. The majority of participants 

went on to consider a means of intervening to assist the client in changing their decision and 

under-going treatment. 

3. Z3. ] Negativepast experience 

A large number of participants understood the client's choice in terms of a negative past 

experience which the client did not want to repeat. 

'I think I would want to explore with Bill what it was that was such a painful 

experience, and I would hope, I would ask him to explain to me in his own language as 

easily as possible what it was that was such a bad experience in the past. ' (Nurse 6. ) 

The client's response was either perceived as a normal and thus understandable response or more 

commonly, a response that was pathological suggesting the client, needed treatment. With 

regards to the latter, participants went on to discuss ways in which they might intervene to 

alleviate this problem. 

'A lot of adults without learning disabilities make exactly the same decision. ' 

(Psychologist 3. ) 

I ... get more assessments and work more on a sort of phobia level and get him 

used to the idea, we did it with someone here. ' (Psychiatrist 18. ) 
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3. Z3.2 Impaired capacitylless able than assume 

The possibility of the client's capacity being in some way impaired was explored by participants' 

through questions about for example, the client's physical or mcntal ill health. The possibility 

that the client might be being assumed to be more competent than he was, was explored by 

participants' through questions about the client's age and communication. 

'I wanted to get a picture of what he was like. Was he sort of reasonably well 

functioning person, whether with his obvious difficulties or was he completely psychotic 

or was he autistic or what. ' (Psychiatrist 12. ) 

'(Does the client have physical health problems? ) I just wanted to know if there 

was anything else affecting him... the problem or his ability to consent. ' (Nurse 7. ) 

3. Z3.3 Lack of decision-mak-ilig erperiellce 

The client's decision-making experience or possible lack of it was acknowledged by a small 

number of participants. 

'I was trying to gauge how much choice he had in other areas of his life, which is 

something I would maybe follow up on some more. I mean how used is he to making 

these sorts of decisions and how used is he to having his views listened to. ' 

(Psychologist 10. ) 

3. Z3.4 Not informed, incorrect information given about treatment 

The client's decision was understood in terms of the information they had received about the 

treatment. That is the client was either perceived as uninformed because they had not been given 
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enough information or had been given incorrect information, or the client had not been presented 

with information in a way in which they would be able to understand. 

'The main thing for me was whether he knows, he's been told what the procedure 

involves if he has an operation... and whether he understand all the procedure and how 

the information is put across to him I think is very important' (Psychologist 9. ) 

Where the client was perceived as uninformed he Nvas by some also seen as being likely to have 

agreed to the treatment if he had been correctly informed. 

'Again if he isn't (aware of the consequences) then I don't think he's making, he's 

not in a position to make an informed decision, even though he has, it sounds to me 

although he has got capacity to make these decisions, but he doesn't sound informed. ' 

(Psychiatdst 16. ) 

3. Z3.5- Decision influenced by others 

Some participants questioned the opportunity of the client to make their decision free from the 

influence or views of others. 

'I was wanting to get a sense of how stressed the staff are about it, how adamant 

they are that he must go and he must go now or whether their motivation is not to do 

that at all, because he is refusing to accept that and to just give him the painkillers when 

he asks for them. ' (Psychologist 10. ) 
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3.3 In practice, how do professionals assess capacity to consent to a sexual 

relationship in people with learning disabilities? 

Two main themes emerged from the analysis of the transcripts related to the assessment of 

capacity to consent to a sexual relationship; 'learning disability' and 'understanding of the current 

situation'. 

. 3.3.1 Assessment of the client's level offunctioninje 

Similar to the assessment of capacity to consent to treatment, participants asked questions 

regarding the client's global level of functioning, general skills and abilities and specific skills 

relevant to the situation, as if systematically seeking more depth. However, in contrast to the 

assessment of capacity to consent to treatment, participants appeared to place most emphasis on 

the specific assessment of the information, skills and abilities perceived as needed in making a 

competent informed decision with regard to entering a sexual relationship. The information 

gathered through assessment of the client's learning disability appeared to relate to both assessing 

capacity and to ways of working with or supporting the client. 

3.3.1.1 Global assessment offunctioning 

The majority of participants requested information regarding the client's global level of 

functioning, ascertained by asking about for example, their level of learning disability, where 

they lived or type of day-centre attended. The majority of participants requested information 

about both clients' levels of learning disability. Again, as in the first vignette these questions 

appeared to be assessing the likelihood of the client being able to consent. 
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'Yeah again, you know, that's (level of learning disability) quite important. Some 

of them they are quite able to understand what's going on, and some of them, you know, 

it's quite difficult to assess at what level they are functioning at you know, Whether they 

can consent or not. ' (Nurse 8. ) 

3.3.1.2 General assessment of skills and abilities 

Approximately half of participants explored questions about the client's general skills and 

abilities. However, few assessed this in-depth. Where questions were asked they appeared to be a 

means of broadening information following questions about the client"s global level of 

functioning, or elaborating on information that had been given about the client's skills or abilities 

with regards to the specific situation: 

'And in terms of daily living skills have they had assessments? What their 

particular skills or strengths areT (Psychologist 10. ) 

'Does she make choices on a day to day basis about other thingsT (Nurse 13. ) 

3.3.1.3 Specific assessment of sexual knowledge 

The client's skills and abilities were predominantly explored through questions directly related to 

the specific situation by all participants. The aim of such questions appeared to be tied to 

assessing both how able the client was and how informed the client was. This information then 

appeared to be used to look at both clients' capacities to consent and the current risks in the 

relationship. Assessment of these two factors were often not independent of each other. 
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'They are slightly different, but I think both are valid, because to give consent it 

needs to be informed and it goes back to this capacity, um and I think she certainly has 

to have a basic understanding through psychosexual education of what it entails and I 

think we would have to be confident that she has the basic understanding of what it 

entailed. So that's really about the information that she is given and learnt and retained 

etc. etc. Once she had that then I think she would have capacity because they're all 

interlinked. ' (Psychiatdst 16. ) 

However, with specific regard to the assessment of how informed the client was, participants 

ftequently requested information on the client's previous experience of sexual relationships, sex 

education, sexual awareness and age. This was also often related to thinking about what support 

or education was needed and how it might need to be offered so that the client could make an 

informed choice or the risk of for example, pregnancy be reduced. 

'I think it is important for people to be fully informed about these things, how can 

she make a decision if she doesn't know what it is all about. ' (Nurse 7. ) 

Well, you would have to think about contraception and also very strongly advise 

and that would be part of the sex education package. Urn. Presumably sexual help, 

sexual disease, that would have to be thought about. But he's not a man who's had lots 

of sexual relationships, but clearly you wouldn't want her to get pregnant. And the sort of 

circumstances can be quite difficult in a residential home, but sometimes couples can 

sort of move in on their own can't they. ' (Psychiatrist 12. ) 
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With regard to the assessment of how able the client was, participants asked both broad questions 

related to the client's general understanding, as well as more specific questions. The more 

specific questions related to, for example, the process of sexual intercourse, the possible 

consequences and risks of intercourse, and the ability to remember and retain information. A few 

participants explored the client's understanding of both the emotional and physical side of a 

sexual relationship. 

'So I have been asked to assess Wendy's capacity to consent, again one would 

want to be sitting down with Wendy first of all, for quite a while and gaining some 

knowledge of her level of understanding and I suppose, I'm not as clear as that, her 

level of understanding of sexual intercourse and what it means and what the 

implications are and what the consequences are and everything, so, much more about 

that. ' (Psychiatdst 18. ) 

'I might in my assessment I would (use) pictorial materials about how much, what 

she knows about it and what's she understanding and what's the meaning of that 

relationship with Mark ..... whether she is in love with him, whether she understands what 

love means. What are her feelings towards this relationship, about this man. ' (Psychologist 

9. ) 

There did not appear to be any agreement on the skills or abilities needed by the client to be assessed 

as competent in this area. 
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'The fact that there is somebody talking to her about pregnancy and 

contraception made me go urrh, because I just think that's making such a horrendous 

deal and making it terribly complicated. ' (Nurse 13. ) 

However, Nurses seemed to be clearer about the technique or assessment tools they might use, 

others commented on this being a difficulty. 

'The first thing I'm going to do vvith Wendy is in this instance, is to probably carry 

out a sexual knowledge assessment so to go through her understanding of the 

background, relationships, of bodies, public and private and other things... safe sex. 1 

(Nurse 5. ) 

'I think it is just going to come down to trying to assess her understanding of what 

is involved and what the risks are, to see if she can actually weight up those issues, our 

biggest problem is how to weight up the pros and cons about something so she in 

making her own choice there is always pressure from somewhere else. ' (Psychologist 

4. ) 

Although the emphasis was on the assessment of the referred client's ability, most participants 

also considered the client's partner's understanding. In these cases, the partner's abilities 

appeared to be considered in terms of thinking about the support or education the couple might 

need and reducing the risk of pregnancy etc by making sure the client's partner was also 

informed. A small number were unsure of how relevant assessing the partner's learning disability 

was in the context of the decision under question. 
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'I think yeah, too much emphasis being placed on Wendy and that we needed to 

make sure that although Wendy can practice safe sex if Mark didn't know how to or 

didn't appreciate what safe sex was, then maybe she could be slightly more vulnerable. ' 

(Nurse 5. ) 

3. Z2 Understandinz the current situation 

Questions reflected the need to gain a picture of the current situation and therefore the role of the 

professional, the client's choice and the factors that might be affecting the client's choice. 

3.3. ZI Deterndning client's choice 

Questions regarding the client's choice appeared to have several functions in assessing capacity 

to consent. These were to establish the current context, to begin to develop hypothesis about her 

choice and to consider the role of the professional in this situation. 

'That would create a very difficult situation because certainly I can't see there is 

any justification for us trying to persuade Wendy. I think that would be inappropriate and 

Wendy has got to feel confident that this is what she wants, again perhaps if she is 

ambivalent umm, perhaps they ought to be encouraged to wait for six months to see 

how they feel. ' (Care Manger 19. ) 

Well I think it is very important, because that gives you an indication that she, either 

that she doesn't understand the implications of sex, either she could have mixed feelings 

towards Mark and is she frightened because she doesn't know or she is under pressure, 

MarWs pressure. (Psychologist 9. ). 
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3.3. Z2 Development of the client's relationship 

The client's relationship with her partner was explored in terms of its appropriateness. This 

included an exploration of how it developed, its present functioning and in a small minority of 

cases its future. Such questions again also reflected the need to assess the current risk of 

pregnancy. 

'They are living together, are they or has it simply occurred because she is there 

and available to become a sexual object for him or does he genuinely like herT 

(Psychiatdst 1 -) 

Whether she saw it as very much a kind of, I suppose a very kind of secure 

boyfriend girlfriend relationship, you know, or they might just hold hands or they might 

call each other boyfriend and girlfriend but they actually spent no time together 

whatsoever. Or was it somewhere... a relationship where, there was actually quite a 

high physical interest, maybe with heavy petting going on in the past, you know, those 

sorts of things, um. Yeah how far had they actually gone down that route. ' (Care 

Manager 17. ) 

3.3. Z3. Dynamics of the reladonship1client characteristics 

Questions also focused on the dynamics of the client's current relationship predominantly 

considering the potential for abuse, coercion or pressure. The power differences or potential for 

coercion was also explored though questions relating to both partners' personality characteristics. 

It's difficult because it gets moral then. Subjectively I would be concerned to feel 

that she had some idea that a sexual relationship goes with an emotional feeling which 
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is very subjective and may be my own, my own moral position. I'd be unhappy if she 

was saying that she didn't care about him at all and she had no feelings for him but it 

was alright to do this because he wanted to or something like that. So the idea that she 

can see things that she wants from it and potentially if she wanted it for the sex and that 

was her way of seeing it, that might be another reason as well, but it is about having 

reasons that show there is a benefit for her that she can perceive, rather than just other 

people getting her to do things. And a sense of whether she feel exploited is difficult, but 

whether she feels it was something she wanted to do or whether it was something other 

people wanted her to do. ' (Psychologist 4. ) 

I think one's attitude to a chap who is potentially violent and aggressive would be 

very different than someone who is sort of, of a more sort of thoughtful kindly 

disposition, you know, is he interested in her. ' (Psychiatrist 12. ) 

Thus, in making a decision about the client's capacity to consent participants appeared to want to 

know that the client was making a decision free from coercion, in a relationship which would not 

be considered abusive. 

'That's with my sort of risk assessment hat on. I mean that seems to be the 

obvious opportunity (time alone) where if we have concern for that abusive element 

that's where it is going to take place. But it also tells us, and I think it's very important 

this information that he respected her mfishes. Which is very important and strengthens 

our belief that there is a two-way give and take relationship. ' (Psychiatrist 16. ) 
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3.3. Z4 Influence of others 

The majority of participants considered the influence of others on the client's decision. This 

included the possible influence of parents, staff and other client's. Whilst exploration focused 

predominantly on understanding the client's ambivalent feelings, some participants also explored 

the influence of others on her partner's choice. 

'Also what messages does she pick up from elsewhere and if she's expressing 

doubts, are they the doubts of others. Because she has been told that she should doubt 

this and it's not right or is it something that she genuinely feels, and is happy or unhappy 

with and it just made me think she is getting an awful lot of mixed messages at the 

moment. ' (Care Manager 17. ) 

'Because he may be simply responding to peer pressure or he may be just saying 

he wants the relationship to become sexual because other people have told them that 

they are having sex with their girlfriend. He may not actually want it himself. But he feels 

he has to do it, or he thinks that's what one does with one's girlfriend, and he may not 

realise that it is possible to have a platonic relationship as well. ' (Nurse 6. ) 

The influence of parents and staff in the majority of cases was considered paternalistic and 

protective. Participants were clear that neither staff nor parents had the right to make such 

decisions for or influence the client and therefore talked about interventions to alleviate this 

pressure on the client. 

'If I knew that the parents were anti a relationship which might actually be an 

appropriate relationship, a good relationship to move forward, then someone will need to 
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do some work with the parents, as Wendy is going to continue getting mixed messages 

if we are saying yes, OK off you go and she is getting from the parents different, so it 

would make me think we need to try to get them on board somehow and so talking to 

them would be really important because that could jeopardise everything. Same with the 

staff. ' (Psychologist 10. ) 

3.4 gliatfactors affect the decision-making process, when assessing capacity 

to consent in people with learning disabilities? 

Implicit in the assessment of capacity to consent across both vignettes were two overriding 

factors; 'assessment of capacity versus intervention/treatment' and 'rights of the individual versus 

protection from harm'. From the analysis, the balance between assessing capacity and intervening 

to protect the client or alleviate the situation, appeared to be heavily influenced by participant 

views on the right of the client to make their own decisions and their right to protection from 

harm. 

3.4.1 Assessment of capacitv versus InterventionlYreatment 

The majority of participants in their approach to the vignettes sought both to assess the capacity 

of the client and the possibility of intervening or treating to alleviate the situation or protect the 

client from harm. However, the balance between. the assessment of capacity and intervening to 

alleviate the situation was viewed in different ways by different participants. For example, many 

participants were clear that if in practice they were presented with the first vignette, they would 

Nvant to assess for treatment before considering the situation one in which the client's capacity 

needed to be ascertained. 
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'Could (the client) be helped with in terms of treatment or you know, helping them 

overcome a fear or phobia that's got a particular cause, umm, so I suppose what I want 

to say is that you wouldn't necessarily want to get pushed into this being the thing to do 

determine consent, unless it was a really urgent physical problem that needed treatment 

and people were really worded in the immediate term I wouldn't really want to worry 

about assessing someone's capacity to consent unless it was that. There are other 

things that you could be doing which are more like a treatment approach. ' (Psychologist 

4. ) 

'The capacity to consent is the absolute last resort, it really is, particularly from 

our experience in this team, you know, it is something that wouldn't be invoked, unless 

you know, there was no other way... ' (Care Manager 15. ) 

Whilst in vignette two this was less explicit, participants were, in the majority of cases, clear that 

they would want to support the client in their relationship through for example, providing 

education or support/protection, rather than purely assessing capacity. 

'If an assessment of this nature landed on our desk, again, it would be more 

about Wendy's sexuality and her physical, you know, social, and physical and 

psychological well being and promoting good health for all, as opposed to ascertaining 

her ability to consent. ' (Nurse 6. ) 

All participants were clear that support would be offered to the client in some form. However, in 

the case of vignette one the degree to which the client was expected to comply with the support 
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offered differed greatly amongst professionals. For some, the assessment of capacity was central 

to their decision with regard to the extent in which they should intervene and/or cxpcct the client 

to comply 

'There's quite a lot of things you have to work through there (assessing to 

establish possible ways of working with client). You know, but at the end of the day, 

none of us has got the right to sort of you know, to make Bill do what he doesn't want to 

do. ' (Nurse 8. ) 

'But I Will still argue from the information I have, um, OK, so obviously he is 

limited to a certain extent, it sounds as if he could make an informed decision and we 

would have to respect that. Although it would not stop us continuing to try and persuade 

him that it's in his best interests to go for it. ' (Psychiatrist 16. ) 

For other participants the client's compliance with treatment was the central aim and the 

assessment of capacity secondary. 

'So along the way, each step (whether) looking at pictures and helping him 

gradually think about going to the dentist or whether umm, it was getting everybody in a 

team together and assessing the risk, it would be about finding a way that he would 

have the treatment done... I could in most instances see us trying to persuade the client 

to have the treatment anyway. ' (Care Manager 19. ) 

In the case of vignette two where the client was seen to be making a safe choice, compliance was 

less of an issue. However, intervening in terms of providing information and/or slowing down the 
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course of their relationship in order to protect the client from distress was still viewed as essential 

by most. 

'My initial feelings are, and this is really ball park initial feelings because we 

couldn't make a decision, is that they probably are both able to consent but they both 

need some support and some education and I feel quite happy at the moment because 

she is making the safe decision, at the moment and what I would be wanting to do is 

again get to know them both but preferably her, probably refer to a male community 

nurse to get to know Mark and I would be saying to her, well, not being sure is fine and 

the equivalent to when in doubt do nothing and let's talk about this and let me help you 

understand what it entails a bit and um, what you've got is something really special and 

it's OK to take your time. ' (Nurse 13. ) 

3.4.2 Riaht to choose versus Rikht to protection from harm 

Decisions made by participants in relation to the assessment of capacity and or the decision to 

intervene appeared to be linked to participants' views regarding the right of the client to choose 

and therefore respect for their choice versus the right to protection from harm and therefore 

professional responsibility to intervene. For the majority of participants, the right of the client to 

be protected from harm appeared to outweigh the right of the client to choose. 

'If however, it is affecting other facets of his life, in other words, it is preventing 

him from going to the day centre, his behaviour is changing etc. really, it is more serious 

than just a sore mouth. But in fact is impacting on his quality of life, then the duty of care 

that we have to ensure that he gets treatment becomes equally as important as his 
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choices really. Ultimately he has a leaming difficulty and there is a duty of care that the 

residential service must be seen to be upholding. ' (Care Manager 15. ) 

Reducing the risk to the client in both vignettes was seen as in the client's best interests and 

therefore within the professional's duty of care to that client. The client's capacity to make 

decisions for themselves was in most instances secondary to the client's best interests. 

'Well... this is quite an easy one really because you're looking at someone who is 

suffering and needs treatment um, who's got a moderate learning disability and may or 

may not consent and I think there is a case to be made for it going ahead under 

common-law because its in the best interests of the patient... decayed teeth are very 

bad for people's health they can cause all sorts of things. ' (Psychiatrist 1. ) 

'For me again, I come back to this thing about how do we kind of manage the 

issues of, -contraception and then one might agree yes, or no at that point to the move, 

so for me it's actually, it seems quite symbolic, that feels like, that feels quite symbolic 

saying yes she can stop over night or not or yes you can, so I would start to interfere, 

where did that power come from, where do those assumptions come from, but for me 

that feels like quite a, I would want more evidence that this is what Wendy wants before 

I gave permission to that, not because I don't think essentially why shouldn't they?... but 

I would want an awful lot of convincing at this point that if we as a staff group, knew 

enough about Wendy to say yes. ' (Care Manager 15. ) 

Thus, where the client was assessed as being at serious risk the assessment of capacity was no 

longer seen as important. Whereas if the risk to the client was considered low then the assessment 
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of capipity was givpp more weigýj, (Asseýsmpt of jsý rs also linýpd tQ rt! Oppts, vicýy of 

how safe or acceptqple týe client's cPoice %yas). 

would think it would have to be respecýqd. It's a sepous complaint and it's 

obviously causing him a lot of pain and maybe affect his ability to eat and digest food 

and stuff like that, it's not life threatening. ' (Nurse 6. ) 

We're comfortable that it's not an abusive relationship, or certainly I am from 

what you've told me, then I would say that she has every right, once we'd looked at the 

taking into account the contraceptive profile, and that was all sorted out, we have no 

qualms about that, yes, I would say she would be in a position to give a consent and 

go ahead. ' (Psychiatrist 16. ) 

Some participants recognised the subjective nature of the decision they were making, whilst 

others appeared less aware of the effects of making a decision which went against the client's 

choice. 

'I think the whole issue is riddled with problems, there is no specific guidance or 

agreed method of assessing this kind of issue you have to do it in terms of the specific 

individual ability to understand that problem and I do feel you are left with a kind of, no 

matter how objective you are trying to be you are left with some kind of subjective issues 

coming along about whether you think the person should have it done or not, umm, 

which shouldn't be the issue but it is hard to avoid that getting into it. ' (Psychologist 4. ) 
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'But on the whole, I don't see why she shouldn't be allowed, that's terfible isn't it, - 

allowed - allowing somebody to have a sexual relationship because yeah, she knows 

about the safety side of things and maybe look at her assertiveness anyway. ' (Nurse 5. ) 

The balance between respecting the client's choice and the professional role's to act in the 

client's best interests was most explicit in the way in which participant's viewed the final 

decision as being made. Many participants' viewed this as being made by a multidisciplinary 

team. The emphasis here appearing to be on determining the client's best interests and hence how 

to intervene rather than on purely assessing competence. 

'If he wasn't amenable then what we would do on this team is hold a 

multidisciplinary meeting and we'd ask the dentist to participate and a member of staff 

from the care home and if Bill has an advocate or any relatives and we would probably 

have one of the senior staff from the team and possibly the team leader for the social 

workers. So we would get the full range for the different professions to discuss what 

would be the risks if Bill doesn't have this treatment if we accept his ability to say no 

what are the risks and we would complete a risk assessment. If our risk assessment 

then concluded that the risk of not having the treatment was far to great then we would 

have to ask the dentist to complete the treatment under duty of care and we might need 

to look at strategies for how we actually get Bill to the dentist's surgery, so we again 

need to look at medication for a very brief period just for the treatment and the pain 

killers. ' (Care Manager 19. ) 
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3, ý . 4re jecjsýqp fpqlf reýqffpg to cTqFf copsgnt, mq(le (I(ffergntlýy P 
'y 

4qerentpr? gr rs? 

Virtually all participants were keen to cmphasisc that the views of a n4mber of diiTcrcnt 

professionals should feed into the assessment of capacity to consent, different professions seen as 

having different skills or roles. 

would press people to call a meeting with speech and language therapist in 

particular, the community nurse and invite the GP as well. That would be my core 

people. ' (Psychologist 9. ) 

3.5.2 Professional role 

The differences in the way professional groups approached the task appeared to be minimal. 

Where there were differences they appeared to lie not in what participants' viewed as needed to 

be assessed, but in their view of their own and others' roles. 

The assessment of the client's skills and abilities was viewed as the role of either psychologists or 

speech and language therapists. Other professionals talked about being unable to fulfil this role. 

(The view of the role of speech and language therapy (SLT) appeared to be affected by service 

differences in that SLT was more prominent in one service than the other. Participants working in 

the service where SLT was more prominent were more likely to refer to its role in the assessment 

of specific skills and abilities related to understanding the decision being taken). 
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Well I would obviously want a psychological opinion on that and ah, speech and 

language therapy to be much clearer about her, yeah her abilities to be coerced Into 

something she doesn't want to and I suppose you are getting into all the realms of 

abuse and everything else at that stage so you have got to be, yeah. I mean that is an 

issue so they are not equally consenting adults it is an unequal relationship. ' 

(Psychiatrist 18. ) 

Direct work with the client in both assessing and intervening was seen as being predominantly 

undertaken by community nurses. 

might go along and see him or I might, it probably would be a referral to the 

community team and so we might suggest that one of the community nurses went along 

to see him, to see if they could strike up a relationship. ' (Psychiatrist 12. ) 

Well she might have had a community nurse do sex education with her. ' (Nurse 

13. ) 

Where medical opinion was sought participants talked about seeking the views of the GP, dentist 

or psychiatrist 

'You know, because then you have actually got a medical opinion that says this is 

actually unsafe, whereas the tooth thing at the moment doesn't appear to be unsafe. ' 

(Care Manager 17. ) 
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3.6 Respondent validity 

Two respondents replied and provided comments on the study's design and findings. Comments 

regarding the methodology used were positive. Comments with rcgards to findings were also 

predominantly positive. 

'I think that your study accurately reflects how various professionals determine 

capacity to consent, without necessarily dealing With the practicality of how this ia 

actually done. Having said that I am not clear whether you set out to cover the latter 

point. ' (Psychiatrist) 

Both respondents commented that the study correctly found this decision to be multifaceted and 

complex. One respondent felt therefore that this made it essential that decisions related to 

capacity needed to be taken by a multidisciplinary team. 

3.7 Inter-rater reliability 

Cohen's Kappa co-efficient of agreemcntwas calculated separately for vignettes one and two. 

Vignette 1. = 0.82 Vignette 2. = 0.78 
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4. DISCUSSION 

4.1 Outline of the discussion 

The research findings and their theoretical implications are initially discussed. Following this a 

tentative model is suggested concerning how capacity to consent is assessed by professionals. 

The study's design is then critically reviewed and the clinical and service implications cxplored. 

Finally, the possibilities for further research are considered. 

4.2 Discussion of the results: generalfindings 

4. Z I Research questions - main themes to emergefrom the analysis ofthe transcripts 

The initial two research questions looked at the criteria upon which the assessment of capacity to 

consent is based and the difference and/or similarities in the approach taken to the two vignettes. 

From the analysis three main themes emerged related to the assessment of capacity to consent to 

treatment, these were 'learning disability', 'seriousness of the situation' and 'understanding of the 

client's choice'. With regards to the assessment of capacity to consent to a sexual relationship 

two main themes emerged, these were 'learning disability' and 'understanding the current 

situation'. The third research question looked at the factors affecting the process of decision- 

making. Two themes affecting the assessment of capacity were apparent across both vignettes, 

these were 'assessment of capacity versus intervention/treatment' and 'rights of the individual 

versus protection from harm'. Finally, 'professional role' emerged as an important theme with 

regard to the final research question looking at differences between professional groups. 

The similarities in the way in which participants approached the vignettes, %vere considerable. The 

differences predominantly appearing to lie in, as one would expect, the specific nature of the two 
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vignettes. For example, differences in the specific information rcquestcd, i. e. with regard to risk 

in both situations or consideration of how to treat or support the client. These findings are 

explored further below. 

4. ZZ Assessment ofcapacity to consent to treatment 

The themes to emerge from the data concerning the assessment of capacity to consent to 

treatment reflect some aspects of the current accepted test of capacity in case law (English 

Department of Health and Welsh Office, 1993). For example, the need for the individual to 

understand the nature, purpose and effects of a proposed treatment, to assess the information and 

arrive at a choice, is apparent in the category, 'specific assessment of skills relevant to the 

situation'. However, considerable weight was given to understanding the reason behind the 

client's choice in terms of assessing capacity, something the law does not consider relevant 

(BMA/LS, 1995). The findings suggest some awareness of the dilliculties in assessing capacity 

in people with learning disabilities that might lead the client to be seen as incompetent when they 

are in fact competent. For example, lack of experience in expressing views (Arscott, 1997), the 

way information is presented to clients (Appelbaum & Roth, 1982; Murphy & Clare, 1995) and 

increased likelihood of compliance (Clare & Gudjonsson, 1993). This was apparent in the 

categories, 'lack of decision-mak-ing experience', 'not informed or incorrect information given' 

and 'decision influenced by others'. 

4. Z3 Assessment of capacity to consent to a serual relationship 

Participants found the assessment of capacity to consent to a sexual relationship more difficult to 

approach than the assessment of capacity to consent to treatment. This reflects the literature 

which is more limited in the guidance offered with regards to assessment of capacity to consent 

to sexual relationships (BMA/LS, 1995). The approach which the findings suggests was taken by 
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participants, was in line with common law, where the test of capacity to consent implies that the 

person understands what is proposed, its implications and is able to make a free choice 

(BMA/LS, 1995). This was apparent in the following themes and categories; 'specific assessment 

of sexual knowledge', 'dynamics of the relationship/ client characteristics' and 'influence of 

others'. 

4. Z4 Learning disability 

There were a number of similarities in the criteria upon which capacity was assessed and in the 

processes affecting assessment across both vignettes. For example, 'assessment of learning 

disability' was equally apparent in the approach participants took to both vignettes. In the 

approach to both vignettes there was a sense that 'assessment of learning disability' entailed 

moving from obtaining global to more specific information, although in vignette two the focus 

for the assessment of learning disability was predominantly on specific skills and abilities related 

to the situation being considered. Where the client was thought to have the capacity to consent 

(based on 'global assessment of abilities) a deeper understanding of their level of skills and 

nt. 
abilities was then requested. Assessment of skills and abilities in both vignettes concerned 

thinking about how informed the client was and how competent they were. However, in both 

vignettes whilst some participants were clearer than others, there did not appear to be any 

consensus on the level of understanding needed nor on how this should be assessed. 

The findings of the study suggest that assessment of the client's diagnoses (e. g. 'global level of 

learning disability') was not used alone by participants to assess capacity to consent, its 

inadequacy recognised by many. This is in line with the literature where the status or diagnostic 

approach to assessing capacity (e. g. Murphy & Clare, 1995), has been re'ected in case law in 
13 

England and Wales and by the Mental Health Act Code of Practice (Department of Health and 
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Welsh Office, 1993) as inadequate. However, assessment of 'global level of abilities' was made 

by most participants in both vignettes and was used as a means of excluding clients, who 

definitcly would not be able to consent, from further assessment. Therefore, its role in assessment 

in this study needs to be considered carefully as it may be negatively affecting the thinking of 

professionals as suggested by Sinclair (1997). Using this approach thus may limit the 

opportunities available to people with learning disabilities to make decisions for themselves. 

The role of diagnosis or status in the assessment of capacity did also however, appear to play a 

part in participants assessment of capacity in a more integrative Nvay. For example, assessment of 

a global level of abilities' leading participants to further question the client's capacity (Appelbaum 

et al. 1987; Hoggett, 1994; Law Commission, 1995). Following consideration of the client's 

status participants appeared to adopt a more functional approach, that is considering the skills and 

-%L abilities needed by the client to make the decision in question. This approach, that is a 

combination of the diagnostic and functional approaches, reflects the current approach proposed 

in law (Law Commission, 1995; Scottish Law Commission, 1995). However, the analysis 

suggests that professionals also consider other factors when assessing capacity to consent and 

thus the approach taken is more complex than this. 

Looking at how the functional approach was applied to the assessment of capacity in this study 

helps further identify how participants approached the assessment of capacity to consent. For 

example, participants were aware of the need to consider how informed the client was before 

capacity could be ascertained, %vhich reflects the importance of the idea of informed consent 

(Sprung & Winick, 1989). In linewith this, themes emerged from the transcripts of both vignettes 

relating to the 'influence of others', again this reflects the need for informed consent i. e. making a 

choice free from the influence of others (Appelbaum & Grisso, 1988; Murphy & Clare, 1997). 
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Analysis of the results suggested that participants do not always make decisions regarding the 

client's functional abilities upon the specific situation in question, but may base their decision on 

broader information or the ability of the client in other areas of their life past or present. This is 

particularly significant in that it differs to the view of capacity in the literature, where it is argued 

that capacity is not permanent but fluctuates according to the decision being made and should 

therefore be assessed for each individual decision (Hoggett, 1994; Wong, 1997). Finally, of 

particular interest the results suggested that there did not appear to be any consensus on the level 

of understanding needed for the client to be considered competent nor on bow this should be 

assessed. This confusion is also apparent in the academic literature and law, where although it is 

becoming clearer and is currently being heavily researched (e. g. Wong et al. 2000), there is an 

apparent lack of consensus and guidance for professionals is limited (Morris ct al. 1993). 

4-Z5 Client choice 

The risk to the client of the current situation and understanding of the client's choice were also 

irnportant factors considered by professionals in both vignettes. In the first vignette, both these 

factors were however more dominant or apparent than in the second vignette. This appeared to be 

related to participants' initial perceptions of the client's choice. In the first vignette the client's 

choice was not seen as the choice most people would make and could potentially put the client at 

risk- In the second vignette, the client's choice was seen as a safe choice and thus the immediate 

risk to the client 'was likely to be minimal. Client choice therefore appears to be central in 

assessment of capacity to consent. 

Relating this to the current literature thus again expands on our understanding of the aPProach 

Participants took to the assessment of capacity to consent. The findings of the study S'Jggelt that 

the approach taken to the assessment of capacity also involves consideration of tlýe clicnt's 
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choice, its understanding in tenns of its nonnality or rationality and its consequences. This is in 

line, with the outcome approach proposed in the literature, which bases assessment of capacity on 

a client's decision and the consequences of that decision (Law Commission, 199 1; Stanley, 1987; 

Venesy, 1994). Assessment of outcome by participants was not used in isolation but in 

combination with the functional approach. This is an approach to the assessment of capacity 

suggested by Jackson (1994) and Roth et at (1977). 

The importance of risk was considerable in the way that the study's findings suggest participants' 

approached the assessment of competency. However, the results suggest that where risk was 

considered great, consideration of the client's functional abilities was either given greater 

importance or dismissed in favour of best interests. Thus, assessment of functional abilities was 

either more thorough or no longer seen as applicable, the risk to the client being the deciding 

factor in assessment of the client's competency. The literature in this area criticises the outcome 

approach and the combination of the outcome and functional approaches (e. g. Hoggett, 1994; 

Gunn, 1994). The outcome approach being firmly rejected in case law (Kennedy & Grub, 1994). 

The difficulties with which this approach has been said to present were also apparent in the 

study's findings. For example, the appropriateness of the client's choice was considered 

differently by different participants, thus being a consideration of a professional's view as to 

when the individual's decision should be accepted rather than an assessment of competence 

(Culver & Gert, 1990; Venesy, 1994). 

4. Z6 Factors affecting theprocess of assessment of capachy to consent 

Not only Nvere there important similarities in the criteria upon which participants Nvere basing 

their assessment but also in the factors affecting the process of assessment of capacity to consent. 

For example, throughout both vignettes there appeared to be a struggle between the need to 
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assess competency and the need to intervene or treat. Linked to this was also a struggle between 

the need to consider the rights of the client to make their own choice and the right of the client to 

be protected from harm, that is for the professional to act in the client's best interests. Through 

analysis of the transcripts some participants appeared aware of these dilemmas, whilst others 

appeared more clear or settled in their role or approach when faced with the situations presented. 

The two aspects outlined above appeared in the findings to represent a continuum of responses 

from participants. For example, some participants predominantly focused on the assessment of 

competency, others on intervening and treatment, most assessing both aspects with some 

emphasising one more than the other. Similarly, some participants emphasised the right of the 

client to choose and thus assessment of capacity, others the right of the client to protection from 

harm, most however falling somewhere along this continuum. These difficulties reflect the 

central issue in the assessment of capacity i. e. the balance between the right to self-determination 

and the right to protection from harm (Kaplan et al. 1988). The assessment of the presence or 

absence of capacity having major effects on people with learning disabilities (Wong et al. 1999). 

The two overriding factors identified through analysis as affecting the decision-making process 

reflect concerns raised in the literature regarding the consideration given to the rights of people 

with learning disabilities by professionals and carers (Murphy & Clare, 1995). In many instances 

the approach taken by participants was in favour of treatment or protection, decisions being made 

for clients, a concern raised by Arscott (1997) in her critique of approaches to assessment of 

capacity to consent. The processes identified may reflect the uncomfortableness and difficulty as 

a professional accepting the decision of an individual deemed competent, if the decision they are 

making is not seen as in their best interests, again a concern raised by Arscott (1997). These 

decisions thus clearly raise ethical and moral dilemmas for professionals (Arscott, 1997). The 
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difficulty these decisions present may also reflect the lack of guidance for professionals 

inevitably leading to subjective decisions (Glass, 1997) and/ or the need to act professionally 

given the increasing focus on litigation, therefore leading the professional to take the safer 

decision. However, this means that those clients deemed as competent, may not be allowed to 

make mistakes or take risks something most individuals value. The difficulties with which the 

findings suggest professionals struggle with when faced with these decisions thus have major 

implications for the welfare of people with learning disabilities. 

4. Z7 Professional role 

Differences also apparent in the way participants viewed their role in the assessment of capacity 

to consent inevitably affected the way in which they approached the vignettes. However, the 

main themes identified in the findings were shared across all participants. Hence, professional 

role did not appear to affect ideas of what participants would want to be assessed, but more in- 

depth information in how this might be done. 

The findings in relation to professional role suggest that no one professional group present a 

coherent strategy for obtaining informed consent. Viewing the assessment of capacity to consent 

as multidisciplinary may be one way of sharing the responsibility of the uncomfortableness of the 

decision concerning the dilemmas presented above. Again this may also reflect the lack of 

guidance available to professionals in making decisions related to capacity (Glass, 1997). 

4.3 Discussion of the results: theoretical implications 

The findings of the study suggest that the way in which the assessment of capacity to consent is 

approached is complex, drawing on aspects of several of the different approaches outlined in the 
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literature. For example, the status, outcome, functional and integrated approaches (Arscott, 1997; 

Murphy & Clare, 1995; Wong, 1997). The findings further suggest that the assessment of 

competency in people with learning disabilities is mediated by a number of factors which affect 

the process of decision-making. Figure 1. on the following page is a tentative model of how 

capacity to consent is assessed in practice based on the study's findings. 

The model in figure 1. suggests that where there is an issue regarding the competency of a client 

to make a decision, a professional would ask a number of questions before deciding to undertake 

an assessment of capacity to consent. The initial question asked would be related to the client's 

choice, which if seen as unsafe or not the decision of most people, would lead to further 

assessment. However, the direction the assessment then takes is likely to depend on the views of 

the professional with regard to 'the right of the client to make their own choice versus the right of 

the client to protection from harm' and 'assessment of capacity versus intervention/ treatment". 

These were the factors found in this study to affect the decision-making process. The 

* symbol indicates the points at which these factors appear to affect decision-making. For 

example, having determined the client's choice as unsafe, the professional may decide to either 

assess the client's competency, establish the level of risk to the client or look at how to support 

or treat the client, depending on their view of the factors outlined above. 

The literature with regard to capacity to consent does not reflect the complexity with which the 

findings of this study suggest capacity in assessed in practice. The current focus of research in 

this area on the functional approach and the measurement of functional abilities (e. g. Wong et al. 

2000) considers the assessment of capacity as though it were in a vacuum. The results of this 

research suggest that in practice this is not the case, the factors affecting the process of decision- 

making having a major impact on the assessment of competency. This finding reflects the views 
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Figure 1. A tentative model to represent how capacity to consent is assessed in practice 
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of Wong (1997) who argues that the assessment of competency is not a matter of science but one 

of common sense and understanding. This also reflects the views of Morris et al. (1993) that the 

criteria on which the assessment of capacity is based only provide a foundation for what is a 

subjective decision which requires professionals to balance the right to self-determination with 

the right to protection from harm. Hence, the criteria and the processes upon which the 

assessment of competency is based need equal consideration. 
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4.4 Discussion of the method 

4.4.1 Sampling issues 

The aim of qualitative research is not to make generalisations, but to deepen our understanding of 

the process being explored, in this case how capacity to consent is assessed in practice. The 

professional groups selected to take part in the study were seen to reflect those professionals who 

were most likely to take part in decision-making related *to assessing capacity to consent in 

practice. This was verified by participants, all of whom had experience of assessing capacity to 

consent, expressed an interest in taking part predominantly because of these experiences and 

most of whom, when asked, viewed decisions related to competency as multidisciplinary in 

nature. Therefore seeking the subjective experience of a range of professionals was seen as 

important to the representativeness of the views about the process being uncovered. 

However, through the research it became clear that other professional groups (not interviewed) 

are also involved in the assessment of capacity, to which SLT was most commonly referred. 

Thus, the study does not include the view of any member of this profession and therefore may not 

have picked up on important themes related to assessing competency or may not be giving 

adequate weight to a particular process or method of assessment, limiting to some extent the 

study's representativeness. In thinking about this further, it is also important to acknowledge the 

influence of the service context and policies on the way in which a professional might approach 

the task under consideration. In this research professionals were recruited from a limited number 

of services. That being said, the study found a high level of continuity in themes identified across 

these services, suggesting that the experiences of participants did not differ substantially. 

However, in the study's attempt through sampling to realistically reflect how capacity is assessed 

in practice it is important to note that it is also limited. 

78 



4.4.2 Interview design 

The study's design appeared to be a useful method for exploring the way in which professionals 

approach the task of assessing capacity to consent without unduly influencing bow they might do 

this. By asking participants to generate questions about the case vignette the interviewer was not 

predetermining the direction the participant might take. The interviewer tried to provide 

consistent information to similar questions across participants. However, whilst for most 

participants the interview process worked well, a few found it more difficult. This either appeared 

to be because they were particularly experienced in this area and wanted to reflect on the 

difficulties of assessing capacity to consent or because they found it difficult to know where to 

begin and therefore wanted further prompts as to the issues. In these cases the interviewer was in 

the position of wanting to explore these difficulties, seeing them as of value to the range of 

subjective experiences to be uncovered, but at the same time not wanting to unduly influence 

these participants and thus affect the results. The interviewer therefore, whilst providing further 

information or in trying to keep the participant on task, tried to avoid guiding or leading 

questions. Inevitably therefore the structure provided by the interview was both helpful and on a 

few occasions limiting. 

Given that the interview presented participants with a somewhat unusual task, it may have been 

helpful to have incorporated a practice vignette. However, this was decided against given the 

time it would have added to the interview length. It may also have been valuable to have varied 

the order in which the vignettes were presented to participants in order to counter balance the 

effects of learning on how participants approached the second vignette. It is thus important to 

view the study's findings in light of this. 
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4.4.3 Use of case vignettes 

The case vignettes were designed to present participants with a dilemma in which there was no 

easy answer and where any decision concerning capacity was unlikely to be made on any one 

determining factor. In 
I 
practice, they gave rise to a wealth of information about how professionals 

assess capacity to consent thus effectively meeting their need. However, the findings are specific 

to the vignettes used and whilst an attempt was made in their design to encompass a range of 

factors thought to affect capacity to consent, one cannot know what other case vignettes may 

have given rise to. It is therefore important to consider the study's findings within these 

limitations. 

4.4.4 Issues of reliability and validity 

A number of measures were used to establish the reliability and validity of the study's findings. 

All participants were asked to comment on the results of this research, but only two replied. The 

comments received were essentially positive. However, from this limited sample of views it is 

difficult to assess how representative the study's findings were of participant's views on the 

assessment of capacity to consent. Looking at the other measures of reliability and validity 

undertaken provides a clearer view of the study's findings concerning this. 

4.5 Clinical and service implications 

The assessment of capacity to consent has major effects on the welfare of people with learning 

disabilities. The study's findings suggest that professionals struggle with the complexity that 

these issues raise and lack a coherent understanding of the current literature. This has 

considerable clinical and service implications. 
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Adequate teaching and training for professionals needs to be provided to offer guidance on how 

capacity to consent can be assessed drawing on both the legal and academic literature in this area. 

The findings of this study suggest that the participants in this study had received limited training 

on this topic (see Table 1. ). An open forum for professionals to discuss and think about the 

balance between the right to make decisions for one self and the right to protection from harm 

needs to be available. This requires support through service policies that reflect the current 

literature in this area and place a high value on the right of people with learning disabilities to 

make decisions about their own life including for example, the right to take risks or make 

mistakes. Equally, where a client is deemed not to have the capacity to consent, professionals 

need adequate guidance on the application of duty of care and best interests. 

There is some evidence from this study's findings that situations related to client choice are not 

always perceived as related to capacity. Professionals therefore also need to take responsibility 

for updating themselves on the literature in this area, as well as reflect on the process of assessing 

capacity to consent, their understanding, beliefs and views. Further to this professionals need to 

consider how the way in which they approach the assessment of capacity either limits or 

enhances the welfare of the clients, given that people with learning disabilities are dependent on 

professionals for this. 

4.6 Further research 

The findings of the study raise a number of questions that could be explored in future research 

and thus further our understanding of the area. For example, a substantial amount of attention has 

now been paid to the assessment of capacity, with current emphasis on capacity to consent to 

treatment. However, the findings of this study suggest that there is a considerable gap between 
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theoretical knowledge and current practice. Research into the design and evaluation of a teaching 

or information package maybe helpful in lessening this gap, expanding the knowledge of 

professionals and raising awareness of the importance of considering competence with regards to 

the welfare of people with learning disabilities. Current research has predominantly focused on 

the criteria upon which assessment of capacity to consent should be made, paying little attention 

to the factors affecting the assessment of competency, which as this research suggests can 

substantially affect the assessment of capacity by professionals. Research looking at attitudes 

towards the rights of people with learning disabilities and/or how professional attitudes affect 

practice in this area may enhance our understanding of the way in which different processes 

contribute to professional judgement concerning assessment of capacity. Finally, the study also 

raised questions about decisions regarding best interests, further research may be helpful in 

drawing up more specific guidelines for professionals with regards understanding and applying 

the concept of best interests. 

4.7 Conclusions 

The study found that the approach taken to the assessment of capacity to consent to treatment and 

capacity to consent to a sexual relationship by participants were similar both taking into account: 

client choice, level of learning disability, the client's functional abilities and the risk to the client. 

Differences in the approaches taken to the two vignettes lay in the specific details sought with 

regard to, for example, what factors were considered important in the assessment of risk. Two 

overriding factors were found to affect the decision-making process, these were related to the 

right to self-determination versus the right to protection from harm and assess of capacity versus 

the need to treat. Lastly, participants' views on differences in professional role emerged as an 

important theme. In summary, the study's findings suggest that the process of decision-making in 
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practice is complex. This complexity appearing to reflect the difficulties with which the 

assessment of capacity presented participants and the lack of guidance currently available to 

professionals in this area. 

In conclusion, the study's findings provided a vast amount of information related to the 

assessment of capacity to consent to treatment and capacity to consent to a sexual relationship. 

This builds on our understanding of how current ideas which have arisen out of the literature in 

this area, relate to the assessment of competency in practice. Thus in essence the findings of this 

study provided an in-depth exploration of the assessment of capacity from the perspective of the 

professional, expanding on our knowledge in this area, as well as identifying areas in need of 

further exploration. 
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RE RESEARCH PROPOSAL-- DETERMINING CAPACITY TO CONSENT IN PEOPLE 
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PARTICIPANT DETAILS 

1. Professional status: (please tick) Care Manager 

Community Nurse 

Psychiatrist 

Psychologist 

Age: 

3. Sex: (please tick) Male 

Female 

interview number 

4. How many years have you worked in services for people with learning disability? 

5. How often do decisions related to capacity to consent occur in your clinical practice? (plmse 

tick) Weekly ...... 
Monthly ...... 
Six Monthly ...... 
Yearly ...... 

6. Which professionals make decisions related to capacity to consent in the team in which you 

work? 

7. What training have you received related to 'consent'? ............................................................ 
............................................................................................................................................. 
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............................................................................................................................................. 
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......................... .......... ................ ... ............. 
................................................................................................................................................................................. 
............................................................................................................................................. 
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INTRODUCTION 

Firstly, this report was written with the aim of providing a summary of the research completed. 

The reader is referred to the copy of the full dissertation for further information on the study's 

design and findings. Secondly, it was written with the aim of highlighting the literature in this 

area likely to be of interest to professionals, when making decisions related to the assessment of 

capacity to consent to treatment and to a sexual relationship. A reference list is also attached. 

1. BACKGROUND INFORMATION 

1.1 Capacity to consent in people with learning disabilities 

Current law states that all adults have the capacity to make decisions affecting their lives, unless 

there is evidence to the contrary, and should be encouraged and enabled to do so (The Law 

Commission, 1995). The determination of the presence or absence of capacity has major 

implications for choice and self-determination. This is particularly evident in the field of learning 

disabilities, where historically adults have not been seen to have the capacity to make decisions 

affecting their own lives (Fennell, 1996). As this view has changed, (Murphy & Clare, 1997) 

assessment of capacity to consent in people with learning disabilities has become the focus of 

considerable attention. Whilst assessing capacity may be related to any number of situations. Of 

most relevance with regards to clinical decision-making, is the academic literature and law 

related to the assessment of capacity to consent to medical interventions and capacity to consent 

to sexual relationships. 

1.2 What do we mean by capacity to consent? 

Assessing capacity requires a means of distinguishing those persons who can make decisions and 

whose choices should therefore be respected, from those who require protection from harm and 

who therefore need choices to be made for them (Wong, Clare, Gunn & Holland, 1999). The law 

states that once a person has reached adulthood they are assumed to have legal capacity unless 

there is evidence to the contrary (BMA/LS, 1995). The concept of capacity has evolved to 

include the concept of informed consent. Informed consent is argued to have three main 

components (Appelbaum & Grisso, 1988). These components are: possessing sufficient 

information relevant to the decision being made, having the capacity to make that decision and to 

understand the consequences, and making the decision voluntarily free from coercion. Capacity 

must therefore be assessed before informed consent can be sought (White, 1994). 
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1.2.1 Capacity to consent to treatment 

Current legal definitions of capacity to consent to treatment can be found in case law and in The 

Mental Health Act Code of Practice (English Department of Health and Welsh Officc, 1993, 

para. 15.10). In case law the current accepted test of capacity requires an individual to; 1) 

suffliciently understand the nature, purpose and effects of a proposed treatment and retain the 

treatment information; 2) believe it; and 3) assess the information in arriving at a choice. The 

right to self-determination exists regardless of the outcome of the decision or the diagnostic 

group to which the patient may belong (Wong, 1997). The MHA code of practice suggests that to 

be able to consent an individual must possess an 'adequate knowledge of the purpose, naturc, 
likely effects and risks of (the) treatment including the likelihood of its success and any 

alternatives to it' (p. 55). However, this only applies to people with a mental disorder as defincd 

by the Act and it is unclear what criteria should be used to assess 'adequate' knowledge. 

Health care professionals cannot legally examine or treat any person with out his/her valid 

consent (BMA, 1995) and this consent must be provided by the person being treated (Murphy & 

Clare, 1995). This right to autonomy exists whether the reasons for making the choice are 

rational, irrational, unknown or even non-existent (BMA/LS, 1995). The right to self- 
determination is only seen as meaningful if the person is appropriately infortned, is free to make 
decisions ftom coercion and has the ability or capacity to do so (Wong et a]. 1999). The 

exception here is if the person is being treated under the provisions of Part IV of the Mental 

Health Act (1983). 

where a person is seen as unable to consent, treatment may only be given in exceptional 

circumstances involving either necessity (the meaning of which is unclear, Mackay, 1990) or an 

emergency. This may mean that people with learning disabilities do not receive the treatment 

they require because of uncertainties about its lawfulness (MENCAP, 1989). However, The 

House of Lords (1990), in a more recent ruling stated that those providing treatment for someone 

unable to give consent would not be subject to accusations of unlawful actions provided that they 

acted in the person's best interests and in accordance 'with responsible and competent body of 

relevant professional opinion (Murphy & Clare, 1995). Thus, when acting in terms of the client's 
best interests professionals should consider the least restrictive means of supporting that client. 
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11.2 Capacity to consent to a sexual relationship 

In England and Wales, a sexual relationship between two people is lawful if both partncrs arc 

able to consent and have given their consent (Gunn, 1996). In law women agcd 16 ycars and 

above: arc seen as able to consent to a heterosexual or homosexual relationship. For mcn cntcring 

a heterosexual relationship there is no lower age of consent. Whilst for mcn cntcring a 
hornoscxual relationship only those aged 16 years and above are dccmcd able to gi%, c conscnt. 
With few exceptions, people can consent to sexual activity and therefore rights must not bc 

infringed upon (BMA/LS, 1995). The law only becomes involved where there is conccm that the 

person did not consent, hence questions are not raised about capacity but incapacity. 

The ftwus of current law is on protection from abusive relationships (13MA/LS, 1995). Where 

there is sexual activity and consent is disputed a sexual offence may have taken place. Wbilst a 

professional may be asked whether a person could have given their consent, that is did they have 

the capacity to make the decision, whether or not they did give their consent in the situation in 

question is a matter for the court to decide (Murphy & Clare, 1997). This focus on protection 
from abuse and exploitation is also often reflected in local service guidelines (Booth & Booth, 

1992). In such guidelines although it is frequently asserted that people %Nith leaming disabilities 

have an equal right to sexual expression, guidance is mainly offered on what should be done ir 

abuse becomes known, whilst little help with regards to what constitutes consent is given 
(murphy & Clare, 1995). 

Entering a sexual relationship does not require any formal test of capacity (BMAILS, 1995). 

Decisions regarding sexual relationships must be taken by service users personally. They arc not 

%ithin the decision-making powers of carers (LaNv Commission, 1993b) and nobody can bc told 

to have a sexual relationship. The reason why consent is given is also not considcrcd relevant in 

law, thus enabling people to consent for all sorts of reasons. People may therefore consent for 

rcasons that include sexual gratification, affection, duty, money, physical closcncss, physical 

comfort or fear (Murphy & Clare, 1995). Exactly what constitutes "consent' to sexual activity is 

thus unclear. There is no requirement that people engaged in sexual activity should cxcrcisc 
informed consent of the kind required for medical treatment. There is thus no requircmcnt undcr 
law that people demonstrate that they understand the nature of sexual activity, the risks, bencrits 

or the alternatives to sexual activity. 

3 



llo%vcvcr, in common law the test of capacity to consent to sexual rclations implics that the 

person understands what is proposed, its implications and is able to make a free choice 

(BMA/LS, 1995). Strictly applied this means that a person needs to have good sexual knowledge 

and good social and communication skills. In practice where a sexual relationship involving a 

pcrson with a learning disability has begun or appears likcly, Murphy and Clarc (1995) suggest 

carcrs and professionals should consider the following issues; 1) is there a major imbalance or 

power between the two individuals and if so is there a greater risk of an abusive relationship, 2) is 

the sexual relationship rewarding in itself or is one person offering the other inducements, 3) if 

the relationship is heterosexual do both partners realise that pregnancy can result, 4) if the 

relationship is heterosexual do both partners know what contraception is and how to use it, 5) do 

both partners understand the risk of sexually transmitted diseases and know how to engage in 

safer sex and 6) if pregnancy is possible have both partners been given adequate access to genetic 

counselling and been informed and understood issues related to parenting. 

1.3 Approaches to the assessment of capacity to consent 

In the literature, three broad approaches to assessing capacity have been distinguished. These are 

based on; 1) the outcome of the decision or choice made by the patien% 2) the patient's status or 

diagnosis and, 3) the patient's functional abilifics (Presidents Commission, 1983; Weisstub, 

1990; Hogget 1994). Some have suggested that an integration of approaches would be more 

applicable (Wcisstub, 1990; Hoggett, 1994). However, whilst all are argued to be problematic 

(Wong, Clare, Gunn & Holland, 1999; Gunn, 1994; Carson, 1993), the functional approach has 

received most support (Law Commission, 1995). Consequently the academic literature in this 

area has focused on exploring; 1) the functional abilities considered relevant to decision making 

and, 2) the assessment of these abilities in practice (Law Commission, 1995). 

1.3.1 psychological tests of capacity to consent from a functional perspective 

There have been few psychological tests developed for assessing capacity in practice and rarely 

for use with people with leaming disabilities, those that are available have been developed from a 

functional perspective and with regard to consent to medical treatment. There is no universal 

agreement on which functional abilities contribute to the assessment of capacity, although, thcrc 

is a consensus that the following abilities are important. These are: 1) the ability to communicate 

a choice; 2) understanding the relevant information; 3) retaining the information; 4) appreciating 

its relevance to oneself and; 5) being able to weigh up the risks and benefits and rationally 
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manipulate the information to arrive at a choice (Appelbaum & Grisso, 1988; Wcisstub, 1990; 

Law Commission, 1995; Berg, Appelbaum & Grisso, 1996; Wong et al. 2000). These tests arc in 

csscncc standards of competence, allowing autonomy to be maintained or forfcitcd (Kaplan ct al. 

1988). 

A number of psychological tests have been developed for use in clinical practice with people with 

mental health problems and people with dementia. This for example, includes The Kno%vlcdge 

and Understanding Test (Annas & Densberger, 1984), The Competence Interview (Scaright, 

1992) and The MacArthur Treatment Competence Study Assessment instruments (Appelbaum & 

Grisso, 1995). Tests to be used with people with learning disabilities are in general lacking. 

Having said that, of most significance is the assessment of capacity to consent spccifically for use 

with people with leaming disabilities developed by Morris, Niedcrbuhl & Mahr (1993). The test 

i-s based on three vignettes related to treatment, which require informed consent. In each vignette 

the underlying problem and a description and review of the proposed treatment is presented to the 

client, followed by a series of questions to test the individual's ability to consent to that 

treatment. However, the measure is argued to be unnecessarily stringent, does not take into 

account the diffliculties experienced by clients when faced with treatment decisions and thus 

people who may be able to make decisions for themselves would not be considered able to do so 

if this test were applied (Arscott, 1997). Arscott, Dagnan, Stenfert (1999) have attempted to 

simplify this measure with the aim of making it easier for people to understand the information 

presented. However, as yet this test has not been adapted for use in clinical practice. Thus, whilst 

it is unlikely that tests will be used as the sole predictor of competence in people with Icaming 

disabilities, they are seen as providing useful guidance for professionals (Arscott et a]. 1999). 

Given the difficulties there are in assessing capacity to consent to treatment, Wong et al. (1999) 

propose a framework in the format of a decision-mak-ing tree to assist professionals in the process 

of making such assessments. 

A number of sex education training packages are available for working N thpeoplc, vi with learning 

disabilities (Croft & Brown, 1994). When thinking about the assessment Of Capacity these 

packages could be used before and after training to assess a person's understanding. There arc 

also a number of tests of sexual knowledge, some of which include social interaction questions as 

well as questions about sexual facts (e. g. Fisher, Kmjicek & Borthick, 1973; Wish, McCombs & 
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Edinonson, 1979; Bender, Aitman, Biggs & Haug, 1993). However, thcrc arc no spccific 

assessments of capacity to consent for use in these circumstances. 

1.4 Professional decision-making and the assessment of capacity to consent 

TJhc law related to assessing capacity to consent is at present complex and guidance for health 

c= professionals is lacking (White, 1994). It is argued that in practice, professionals employ an 

cycball method to determine capacity, with decisions being made subjectively based on intuition 

and instinct (Law Commission, 1991). It is further argued that whilst criteria for assessment of 

capacity are important, they provide no more than a foundation for what is argued ultimately to 

bc a subjective, moral decision, which requires professionals to balance the right to scir. 
determination, with the right to protection from harm (Morris, Niederbuhl & Mahr, 1993). if 

criteria used to assess capacity are too strict or too lenient, rights are inffingcd upon. It is argued, 

that where the line is drawn will vary across situations and depends largely on the risks, bencrits, 

complexity and sensitivity of the situation (Morris, Niederbuhl & Mahr, 1993). Competence is a 

social construct influenced by the values of society and the professional completing the 

assessment (Glass, 1997). Glass (1997), argues that whilst it may not be possible to eliminate the 

influence of values held, their impact should be made explicit so that we may judge openly 

whether they arc legitimate. 

1.5 Aim of the study 

Assessing capacity is a complex task and at present little is known about how current idcas which 

have: arisen out of the literature with regards to competency relate to practice. Little is known 

about how decisions about capacity are approached by professionals although some (e. g. Sinclair, 

1997, Arscott, 1997; Glass, 1997) have speculated about the difficulties that this might present. 

The research that has been done in this area appears to have developed out of the legal literature 

on the assessment of competency and thus our current understanding of competency is heavily 

dependent on legal findings. 

Therefore the aim of this study was to explore how capacity to consent in people with Icarning 

disabilities is assessed by professionals in practice. To look at both the criteria upon which 

capacity is based and the factors affecting the decision-making process with regards to capacity 

to consent to treatment and capacity to consent to a sexual relationship. Secondary to this, the 
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study aimed to explore whether decisions made relating to capacity are made diffcrcntly by 

different professional groups. 

2., NIETIIOD 

19 professionals; 5 psychologists, 5 care managers, 5 community nurses and 4 psychiatrists wcrc 

rccruited from staff working with people with learning disabilities in two local NI IS Trusts and 

onc Social Services Department. 

The interview method employed involved the use of two case vignettes one related to the 

a. ssessment of capacity to consent to treatment and the second related to the assessment or 

capacity to consent to a sexual relationship. Participants were initially presented with a small 

amount of information related to the first vignette and then requested to ask questions to elicit 

more dctail about the case vignette they had been given, in order to assess the client's capacity to 

cons, crit. Once the participant had asked as many questions as they wanted, the intcrviciNvr Nvcnt 
back over the participant's questions, exploring with them their thinking and reasoning behind 

the questions asked. The same process was then completed again for the second case vignette. 

-rbus, the study was designed to explore both the criteria upon which participants based their 

assessment and the factors affecting the decision-making process. 

The transcripts were then analysed using interpretative phenomenological analysis (IPA). IPA is 

a qualitative method of analysis, which aims to explore in detail the participant"S view of the 

topic under investigation (Smith, Jarman & Osbom, 1999). 

3. FTNIDINGS AND IMPLICATIONS 

3.1 Research findings 

In summary, the study found that the approach taken to the assessment of Capacity to consent to 

treatment and capacity to consent to a sexual relationship by participants, were similar. The 

assessment of capacity in both the assessments took into account: client choice. level of learning 

disability, the client's functional abilities and the risk to the client. Differences in the approaches 

taken to the two vignettes lay in the specific details sought with regard to, for example, what 

actors ,, vcre considered important in the assessment of risk Th f, -e study also concluded that thcrc 

were tNvo overriding factors, 'the right of the client to make their own choice versus the right of 

the client to protection from harin' and 'assessment of capacity versus intervention/ trcatmcnt' 
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havc a major impact on the decision-making process across both vigncttcs. Lastly. whilst the 

approach taken by participants from different professional groups was similar, participant's vicws 

on the differences in professional role emerged as an important theme. In summary, the study's 
findings suggest that the process of dccision-making in practice is complex. This complexity 

appearing to reflect the difficulties. with which the assessment of capacity presented participants 

and the lack of guidance currently available to professionals in this area. 

3.2 Clinical and service implications 

Tbc assessment of capacity to conscrit has major efTects on the w0farc of people with leaming 

disabilities. The study's findings suggest that professionals struggle %,, ith the complexity that 

these issues raise and lack a coherent understanding of the currcnt literature. 1-his has 

considerable clinical and service implications. 

Adequate teaching and training for professionals needs to be provided to offer guidancc on how 

capacity to consent can be assessed drawing on both the legal and academic literature in this arca. 

The findings of this study suggest that the participants in this study had received limited training 

on this topic. An open forum for professionals to discuss and think about the balancc bctwccn the 

right to make decisions for one self and the right to protection from harm needs to be available. 
This requires support through service policies that rcflcct the current literature in this arca and 

place a high value on the right of people with learning disabilities to make decisions about their 

0%%-n life including for example, the right to take risks or make mistakes. Equally, whcre a client 
is deemed not to have the capacity to consentý professionals need adequate guidance on the 

application of duty of care and best interests. 

There is some evidence from this study's findings that situations relatcd to client choice arc not 

al%%-ays perceived as related to capacity. Professionals therefore also necd to take responsibility 

for updating themselves on the literature in this area, as Nvell as rcflcct on the process of assessing 

capacity to consenL their understanding, beliefs and vicN%, s. Further to this prorcssionals nccd to 

consider how the Nmay in which they approach the assessment of c3pacity cithcr limits or 

cnhancCS the welfare of the clients, given that people %vith learning disabilities are dependcnt on 

professionals for this. 
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3.3 Conclusion 

The study's findings provided a vast amount of information related to the assessment of capacity 

to consent to treatment and capacity to consent to a sexual relationship. This builds on our 

understanding of how current ideas which have arisen out of the literature in this area, relate to 

the assessment of competency in practice. Thus in essence the findings of this study provided an 

in depth exploration of the assessment of capacity from the perspective of the professional, 

expanding on our knowledge in this area, identifying areas in need of further exploration. 
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DETERMINING CAPACITY TO CONSENT; AN EXPLORATION OF DECISION 
MAKING BY PROFESSIONALS IN LEARNING DISABILITY SERVICES 

INFORMATION SHEET AND CONSENT FORM 
Researcher: KatieBoume Supervisor: Anthea Sperlinger 

(Psychologist in Clinical Training) (Clinical Psychologist) 

Telephone contact number: 01892507666 

outline Explanation of the study 
Professionals are often faced with difficult dilemmas related to determining capacity to consent. 
At present, the literature available to aid professionals with such decisions is limited. There are 
no agreed assessment criteria and the law is both complex and vague. Yet, such decisions have a 
major impact on the rights and the lives of people with learning disabilities. 

In this study, to obtain a better understanding of how professionals determine capacity to consent 
and to make more explicit the factors affecting such decisions, professionals with experience of 
making decisions related to capacity will be interviewed. The interviews will revolve around two 
case vignettes. One related to the capacity of a client with a learning disability to consent to a 
medical intervention and the second related to the capacity of a client with a leaming disability to 
consent to a sexual relationship. Before beginning the interview participants will be given a short 
questionnaire regarding demographic details and their experience in this area. 

Interviews are anticipated to last approximately one hour and will be divided into two parts. In 
part one, participants will initially be given limited details of a case vignette and instructions to 
ask the interviewer questions about the case, in order to elicit further details about the client in 
the vignette and determine the client's capacity to consent. In part two, the interviewer will go 
back over the questions the participant asked to explore with the participant their thinking and 
reasoning behind these questions. This will be repeated for each of the two case vignettes. 

Interviews will not involve participants talking about or referring to clients they work or have 
worked with. Each interview will be taped. Individual interviews will remain confidential and 
anonymous throughout the course of the research. Participation in the study is voluntary. Upon 
full completion of the research all transcripts and tapes of interviews will be destroyed. 

When the research is finished, a copy of the dissertation will be made available to the service and 
a shorter report provided discussing issues raised by the study, likely to be of interest to the 
service. 

Name 

Work address 

I hereby consent to take part in the above study, the nature and purpose of which have been 
explained to me. Any questions I wished to ask have been answered to my satisfaction. I 
understand that I may withdraw from the study at any stage without giving a reason for doing so. 

SIGNED (Participant) Date 

--2- 
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INSTRUCTIONS FOR PARTICIPANTS 

At the beginning of the interview you will be given a small amount of detail about two case 
vignettes. The first will be about a client with a learning disability who needs to undergo a 
medical intervention, the second will be about a client with a learning disability who is likely to 
become involved in a sexual relationship. In both cases, you will be asked to determine the 
client's capacity to consent. 

The interview will be divided into two parts. 30 minutes will be given for each case vigctte - 
roughly 15 minutes for each part of the interview. 

PART I- 
kfter you have received details about the first vignette, you will be requested to ask the 
interviewer questions in order to obtain more detail about the case so that you can determine the 
client's capacity to consent. The interviewer will provide further details about the case as you ask 
questions. You may ask as many questions as you want. 

You will need to keep a brief note of the questions you ask and their answer, for use in part 2 of 
the interview. 

PART 2. 
The interviewer will go back over the questions you asked, exploring with you, your thinking and 
reasoning behind the questions asked. At the end of part two you will be asked if you thought the 
client had capacity to consent and briefly summarise what you based this decision on. 
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CASE VIGNETTE 1. 
CAPACITY TO CONSENT TO A MEDICAL INTERVENTION 

(initial inrormation for participants) 

Bill has been complaining of a sore mouth, it is suspected that he Nvill need some of his tceth 
removed due to infection. 

You have been asked to assess Bill's capacity to consent to dental treatment. 

1? -- 
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CASE VIGNETTE 1. CAPACITY TO CONSENT TO A MEDICAL INTERVENTION 
(Intcrviewer's dctails) 

Bill 

Age 
58 

Brief historv 
Bill has been having problems with his teeth for some time. Bill likes sweet food but dislikes 
, %vashing his teeth and will often refuse. This has resulted in continuous problems with his teeth 
and gums (decay). Bill received dental treatment approximately 2 years ago, which he detested 
and required a lot of support and encouragement to undergo, but did agree to undergo. This was 
from a specialist in learning disability dentistry. He did not need sedation, dental treatment was 
received under local anaestbetic. He is othcnvise fit and healthy and has had no other previous 
hospital treatment. 

Current problem/ Cause of concern 
Bill's teeth appear to be causing him increasing problems again. He cannot cat on one side of his 
mouth and now regularly asks for painkillers. Over the last few weeks he has become quictcr, 
less interested in activities and has become a bit more frustrated occasionally throwing things. 
The dentist now thinks he may need tooth/teeth removed. Not sure what the dentist is proposing 
to do this time. The staff are concerned to see Bill in pain. 

No weight loss at the moment. Staff report sleeping to be OK. He is not on any other painkillers. 

Current circumstances 
Bill lives in a residential house Ooint health and social services) with nine other clients. He 
enjoys helping staff and generally pottering about the house. He carries a bag'%Vith him, which he 
collects things in and then likes to show others. Bill attends a local day centre for people %vith 
learning disabilities three days a week, where he is described as 'ffiendly but nervous'. Bill 
enjoys taking part in woodwork and dancing. 

Bill's parents died several years ago. He does not have an advocate. 

What does Bill want? 
When staff attempt to talk to Bill about his teeth, he Nvill change the subject. When staff suggest 
he needs to go to the dentist he responds 'no' saying tablets (painkillers) make it better. 

Learning disabili! Y 
gill has a moderate learning disability and Downs Syndrome. He has some speech difficulties 
finding it difficult to express himself. Conversation with Bill is general repetitive and limited. His 
receptive understanding however, is thought to be better. With prompting, Bill is able to do most 
everyday routine tasks himself. He requires supervision with less familiar or more complex tasks. 
Bill does not go out alone, becoming easily anxious in diffitcult situations. 

sent Lunctional assessment of abilily to consent 
(Ability to communicate a choice, understanding information relevant to the decision, rctaining 
relevant information, manipulating information rationally, appreciating the situation and its 
consequences. ) 



Bill makes his choice not to undergo further dental treatment clear and is consistent in his view. 
Bill is reluctant to take part in any conversation related to his teeth, although clearly knows what 
dental treatment involves from his previous experience. Bill's last trip to the dentist resulted in 
complications and a lot of pain for Bill. This appears to have put him off attending the dentist 
again. Bill appears to see painkillers as helpful at the present time, not seeming aware of the long- 
term consequences of not having dental treatment. When shown pictures of teeth that have 
decayed and then fallen out Bill has appeared to take in the information. fie will say that his teeth 
-, vili fall out if he does not go to the dentist, but seems to see this as a good consequence as there 
, %, vill then be no further pain. Bill's view has not change with further information and discussion 
about his problem. 
Bill continued to refuse dental treatment. 
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CASE VIGNETTE 2. 
CAPACITY TO CONSENT TO A SEXUAL RELATIONSHIP 

(Initial information for participants) 

Wendy has been in a relationship with Mark for about a year. Mark is saying that he would like 
their relationship to become sexual and has been asking to stay in Wendy's room. 

You have been asked to assess Wendy's capacity to consent to a sexual relationship. 
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CASE VIGNETTE 2. CAPACITY TO CONSENT TO A SEXUAL RELATIONSHIP 
(Intcrviewer's details) 

Wendy 

Age 
35 

Brief history 
Both Wendy and Mark have moderate learning disabilities. They have had a close relationship for 

a couple of years, perceiving themselves as boyfriend and girlfriend. Wendy has not been in a 
previous relationship. She is not on the Pill 

Current circumstances 
Both Wendy and Mark live in the same residential house Nvith four other clients (which has 
-waking night staff). They also attend the same day ccntre, although do different activitics 
throughout the day generally meeting up during breaks. Their relationship is clearly held in high 
esteem by their friends and an important part of their respective identities and status. 

Wendy lived with her parents until she was in her mid twenties before moving into her current 
home. Wendy continues to see her parents regularly. 

Curr mt problem/ Cause of concern 
Mark is now saying that he wants, to have sex with Wendy and says he may leave their 
relationship if this does not happen. Until now, staff have discouraged Mark from staying in 
Wendy's room, as they are unsure of what Wendy wants or her capacity to consent. 

Wendy's relationship with Mark 
Wendy and Mark appear to be close and in general spend a lot of time togethcr. They arc 
affectionate with one another kissing and cuddling appropriately. Both can be very caring and 
supportive of the other. Mark however is more dominant than Wendy and at times will use 
threats in order to get what hewants. Wendy will often do as he says and follow his lead, but 
sometimes can appear unhappy about this. 

When Mark asks Wendy to have sex with him she will say 'yes' to him. When asked by her 
parents, who disapprove of her relationship with Mark, Wendy Nvill say 'no' she does not Nvant 
sex with Mark. 

Learning disabilijy 
Wendy has a moderate leaming disability (exact IQ not known). In many ways, she can be very 
independent. She does not require help with personal care and for example is able to make a cup 
of tea, pour cereal for breakfast etc. However, Wendy is dependent on routine and does not cope 
%veil with change or new situations. Her communications skills are poor, she finds it particularly 
difficult to express what she wants or how she feels and is likely to say what she thinks others 
, want to hear in order to please. Wendy's independence is enhanced by Mark who will take her to 
the comer shop and to see his/her parents etc. They know the bus routes to his/her parents 

f abilily to consent 
(Ability to communicate a choice, understanding information relevant to the decision, retaining 
relevant information, manipulating information rationally, appreciating the situation and its 

consequences. ) 



Staff have talked to Wendy about her understanding of sex through the use of pictures and 
drawings. Wendy will say that people do it when they love each other. When asked what can 
happen when people have sex, she says a baby will grow. When asked what she wants (when 
Mark is not present) she says she sometimes wants to have sex with him, she loves him, she 
doesn't want him to leave her but doesn't want a baby. When asked what Mark would do if she 
did not want sex, she said he would probably go. Wendy's responses to these questions were 
consistent over time. Both Wendy and Mark were given more educational information about sex 
and contraception. Wendy then said, that 'yes' she wanted to have sex with Mark. When asked if 
she wanted him to stay over night in her room she said 'no'. 

Not phobic about the idea of penetration as far as know 

Mark 

Age 
38 

n-nation 
Mark has a moderate learning disability (exact IQ not known). In general he is quite independent 
being able to take the bus to his parents, walk to the comer shop to buy snacks etc. He is able to 
make his feelings clearly known, but finds it difficult to cope when he cannot do what he wants 
finding it bard to take the view or needs of others into consideration. At these times, Mark can 
become frustrated and angry. Mark's parents are unconcerned about his relationship. 
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Intmview 3. Psychologist 

Vignette 1. Medical Intervention 

PART 1. 

pI What level of leaming disability has he got? 
1 2- He has a moderate learning disability 
P How old is he? 
1 58 
P 6 OK... What sorts of supports does he need at the moment? 
I Umm, he lives in a residential house and there are staff there 

7 24hours, umm, he can do most kind of basic everyday things, but 
'9 outside of the house he is not particularly independent. 

P Has he been... has he had any sort of psychometric testing done? 
1 10 No... 
P il So we are just guessing that he is moderate based on? 
I It Based on his general abilities. 
P 13 OK has he had medical treatment in the past? 
I It He has had dental treatment in the past 
P 16 Did he consent to that? 
I 1b He went along with staff., um, quite happilv and went through with 

(7 the treatment 
P 11 OK do I need to make a note of the questions I am asking 
I I) If Vou want to' 
P lo Does he understand the consequences of what will hapmn if he 

0 24 doesn't get his teeth done? 
1 ? -7 He understands that his teeth will keep decaying and they may fall 

2-3 out but he sees that as an OK consequence, its better than going to 
2Lt the dentist 

P ZT So he reallv quite phobic about the dentist is he, has he had a bad 
L6 experience with medics and doctors and stuff before? 

1 2-1 It was very painful last he had a tooth out, last time it was very 
23 painful. 

P 21 OK and what he had a lot of aftercare problems, will he need a 
30 general or a local anaesthetic 

VL I S1 Umm, I think the denost is probably thinking that he will need a 
32 general anaesthetic this time 

P 33 So Bill he thinks it is a reasonable consequence because he 
A,, doesn't like the dentist? 

1 35 Yes... it's a better consequence than 
P Well I mean that's a decision that a lot of peonle without a 

' disabilitv take. I m forever tryina to 2et mv t)artner to the learnina 
, , ýs dentist it ,sa nightmare ......... I suspect that if its not life 

5-, threatening... so if he doesn't aet the treatment then his teeth will 
qO just decay and decay and decav and he, %vill be in lots of pain and 
41 -, tllff , 

hiA he iq -, o Phobic shont the dent isd=-doesn't want to go 
I Lfl- He is quite clear... I mean hewill avoW talking about it hut when 

ý3 pushed he is quite clear that he doesn't want to P-o. 

AAA Ktc_kc. &j 
Vb IA. 

4,, q 4 

ý1ý 

e. v-c 

&0< 

L), \b-(Yy --a. ý 
CL_i- 

rý ýLý k 



"Yft VD 
P 
I 

bAA Jý 

3tttri 

n V1. ýVý 
L 

, 4, ; nt> 
Lb H-ti, kt, ý 

I So the only way to treat it is through removal? 
2. That's what it sounds like because he hasn't been to the dcntist to 

really check it out 
So I'm asked to assess his capacity? 
UMM... 
Quite frankly I would say that if he doesn't want it don't force it 
on him. its not life threatenina. he is makine it ouitc clear because 
a lot of adults make that decision. I mean obviously we would try 

Ct and talk to him about it, explore the fears he has got... I would 
10 take him... it's not ouite what vou are askinu is it... I would take 

him to the dentist to show him around. introduce him and that sort 
of stuff.. I'd see if that would change his mind. But if he is 

IS clearly able to see the conseauences... how would I. how would 
1ý I... the only practical way to assess it is by verbal interview isn't 

it there is no real sort of ... we know his level of learnina 
T . -JA #-. ^-A --I- ,& -I--- &L-a- 1L. - .. -A---#^-A -U^+ 

p 

p 

AIt, ULZaULLLLV. I VVVUIU tLY dIIU IIId&V It UjrZdj ULM ILFZ UJLUUIbtUVU WLIaL 

rr the consequences would be to see if he could understand the ý-Icb 
r. nn-, P. niu-. nr. e., q of not Pettino hi-, te. e. th dnne. I Imm it, q 

jj nrohlematic though becanqe we tend to do thi% all the time to 
7o neonle without stonnina to think. 
11 At the moment his i4q takirify nain killem nnite fremientIv 

p 21 T mean how frenuentlv? 
T 11 Fverv nther dqv 
p Z4 I. q he Ale to carrv on with thk doe-, indefinitelv? 

1 15 1 Imm. there is some concern about the lona term conseauences of 
16 kep. n tnkinu thi-m 

P, -a I don't think we noidd force him tn do it I think we iust have to 
I-Ib wait until he teeth aot so had that the nain ant more than the fear 
-1ý nf the. dentirt P11 qqlc vnii nfterwnrd-z what other 
o -onle have. qaid hut it's, not like he ha-, Pot cancer or he needq 1----3 ne 

31 cerepnina nr Qnmethina thpVc n Wt different OW thi- nnIv wnv T 
rAM , ý2 wnidd atte. mnt to ncqe. qq him wmild he to verhaliv interview him 

AA9r C16aý3 and a.,; I- him to him see if he could understand what would hannen 

t)vz, - 6. J- 3qif hp. didn't cyet it done if hiq mmith wntild apt nhqreQcpd or 

, 
V4 ýý, Ysomethinq like it- bta if it was 't life ing then I wo0d PC - th. . ihreaten 

-C, 
ý 

- CP Sý leave it 
I 37AIright, OK, that's fine. ýý dý, ý 
PART 2. 

1 51 Umm, if we go back over the questions you asked, so you started 
3ci off with his leaming disRbilitv... what made you start there 

"ce 
Pives vou a haRe line level of what you are working 6C ýOThatsort of * L 'D P UO 

4( with... I wo ld assume the more learninc, disabled he was the less 
Pcu ýz able he. was to make this dectision. for himself That he might not 

43 be thinking cognitively that it might just be a stimulus response 
thing the more disabled he was. 

.11 ist a s-ked abont his age. I 4SAnd then you 

LD 

ý- A 

-LL- 



P Well if he was a child the rules are a bit diffcrcnt aren't they, the to 0ý. iz-, ( WA ý1 
rules are a bit different. vou can iust sort of force a child to have 
treatment without their consent if thev are under 16 6 

. 1 4 And then we talked a bit more about his leaming disability and his 
C actual abilities. 

P 
I 

L, What did I ask I can't remember? 
-r Umm. his abilities in the house what he actuallv... 

P 46 Yeah. to me that would iust eive me a aeneral idea of the level be 
6y 

LN (" was functioning at because I would assume, you know it is "%fficult to. umm. it's s bit like this conversation that we are 
Cto +- having at the moment. you can assign a label and that but it is 

0 often more useful to find out what they can and can't do for 
IAthemselves and see if he is exercisina choice and consent in anv 
(3'other areas of his life, if he is doing that responsibly. 

I 1ý Umm... and then we talked about the consecuences and what he 
i-r understood by the consequences. 

P 11bumm, urnm... I mean I, if he had like a big boil on his testicles 
ict and it could be testicular cancer then that is ouite different. but the 

' ao V -4 -19 consequences, well what are the consequences of bad teeth it s not 
C61 -LI life threatening, he is. just going to be in a lot of pain and a lot of 

IT adults without learning disabilities make exactly the same 
n decision, they don't do to the dentist. So I think the level of 
14conseauences. the level of the imDact of the consequences will 
% determine how insidiously you will seek the consent to get the 
1, s, treatment done. If it is not life threatening like this then you 
11 know... 

LA %And it sounds important not to be applying something to someone 
ou wouldn't be a with a learnin disabilit that l in to g y y pp y g uq 

ýp someone else? 
P Well, yes absolutely it is his-decision. 
1 51 OK... umm. 
P Vý That might be a bit rational, but the pain will probably force him 

-1>tt to the dentist. 
I And then we talked briefly about pain killers 
P Well I just wondered if he was on high levels of paracetamol and 

Prwhether this was interfering with other medication he might be on. 
' t know if he is on anti-psvcbotics or antidepressants or IS I don 

something, but if the painkillers were actually doing more damage : IV yt-cv) qo than the need for dental care then that's another matter. but if he is , , 
ki on a safe level... you know patients are so dosed up on these toxic O-V, 
iti drugs... you know what is a few paracetamol, if he wants to carry 
15 on like that for a couple of months. I-( Y1, I OK and your decision would be that you would kind of leave him 

to... 
P ýLI'd leave him. 

D 
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Vignette 2. Sexual Relationship 

PART 1. 
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Umm. we'll ao onto the second one. 
Same questions really... the first thing is again is how disabled is 
Wendv? 
Umm. she has a moderate leaming disability and her 10 doesn't 
dictate that she can't have a sexual relationship 
I'm a lot less liberal about sexual thinas because... OK who is 
Mark? Has he got a leaming disability, is he a client, what's his 
level? 
Mark is a client. again he has a moderate level of leaming 
disability and they are two clients who live in the same house 
tosiether. 
Who is the more able one? 
Umm Mark is slightly more able slightly more independent. 
That is often... I would be verv. verv susDicious of this whole set 
up... often men, you often get the case of the man who is slightly 
more able and there is, is there any sort of coercion, has Wendy 
said she wants a sexual relationshiD? 
Wendy is quite ambivalent. To her parents it's a no. to staff it is 
sometimes a ves and to Mark it is ouite often a ves. 
So, so. veah so maybe he is vressurisina her into it, how old is 
Wendy? 
Wendy is 35 
Umm... I'd get Wendy on her own for a start and try and get her 
away from Mark to talk to a female worker and see what, I 
suDr*se the obvious route is does she understand about the 
physical consequences of a sexual relationship, pregnancy, would 
she be able to care for a child if she became t)rep-nant. I'd want to 
know that, does she understand how her body works about periods 
and menstruation. There is often a woeful lack of uh, level of 
ignorance. does she know about fertile veriods and infertile 
periods, and mean how, I mean I'd try and understand how much 
she understood about her own physical processes, umm and then I 
would Drobablv start asking her something about contraception 
and what she understood about that. I'd want to know whether she 
would be able to take contracemion reaulariv and reliablv. if she 
was safe enough for her to take the pill, I'd want to determine that. 
umm,... I mean I'm very old fashioned about this.... I'd try and 
discouraize it quite franklv.... I mean r)eot)le have their urges the 
same as everyone else but the consequences are so horrific half 
the time you get these women having kids and getting them taken 
awav from them. What does Mark understand? 
If I, %vere to say that at this stage the staff have taken each of then 
throuah the various basics of sex and thev have understandina of 
that and that Wendy is saving that she will take the pill and the 
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staff feel that she has some understandinv, of that and we working 
on those lines what would vou kind of be looking at? 
So staff said that she got some understanding, well I don't know if 
it is any of our business really then because if she is not legally 
below the level then I am not sure that she needs to get consent 
from staff. I don't actually think legally that it is any of staffs 
business what the two of them do. It is staff rest)onsibilitv to make 
sure she is safe and practising safe sex with condoms and stuff but 
I actually think the question itself is a bit spurious if she is not 
below the legal limit. them vou can't prevent her. 
What about the coercion factor? 
Well this would be my concern, but even then, even if she was, I 
mean Rod how many women are coerced into having sex with 
their boyfriend you know, you don't have to have a leaming 
disabilitv for that to haDven. umm... she is likelv to be. I mean 
how likely are you to get an honest answer and I mean what else is 
she getting from Mark, I mean if she is getting attention, I mean it 
is a huge thing between leamina disabled women to be able to 
have boyfriend and I know from research that people did in my 
year that having a baby is the ultimate status thing, that they are 
normal women. So she is likely to... I think it would be very hard 
to elicit whether or not she was being coerced, that is really going 
into some sort of deet)er analvtical tvve area and I don't think vou 
can actually... I mean the fact that she is saving no to her parents 
and yes to Mark is probably evidence that she is, but then even if 
she was unless he was actualiv raping her then there is actuallv not 
a great deal that staff can do... do you see my point? So I actually 
don't think the question is relevant and I think this happens 
anyway. She has got a moderate learning disabilitv. I think she has 
got the ability to consent to a sexual relationship what I think it 
reallv concerns me is the fact that Mark is more able and is 
probably using his male... his higher ability and his male sort of 
dominance type thing... 
He is saying that if their relationship doesn't progress further then 
he would probably want it to end... 
Well of course he is a typical bloke isn't he, he is thinking with 
his dick, I don't know whether you agree with me. Again what can 
you do there are loads of these sorts of packages, understanding 
my body and the sort of formal type stuff. but how useful they 
are... I think in real life terms they are not very useful, I think if 
she had a mild learning disability that would be different, but I 
think a moderate level of learning disability makes it harder, I was 
just reading s paper the other day about this bloqk who umm, he 
was a keyworker, a member of staff and she was a client, did you 
read about it? 
No I didn't 
I might be really useful for you, the iudge actually said that she 
consented by her base animal instincts, that, %vas how... they went 
right back to this victorian ruling and said that he didn't actually, 
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he got her pregnant and they were saving that it wasn't rape 
because she was submitting to her animal instincts. this was iust 
about a couple of weeks ago. Ummm. I'm drifting off now, 
umm... 
So it sounds like vou'c kind of savinp, that vou'd be lookina at her 
understanding of the whole process and if you felt there was a 
reasonable understandina there. then the rest of the decision is 
actually hers. 

ý UD 
P I think so, I'd have to, I think the only way, the only assessment 

vou could do is understand the iDhvsicalitv of it and the 

2V consequences you can't really assess what is going on in her head 
01 in terms of male, female power relationships, higher, lower IQ 

mwer relationshim. every relationship I have spcn the man is 
always more able, it almost never happens the other way around, 

h ld d i h k h k h i h i f now. t d most we cou o sc ec t vou at s e s av ng sa e 
sex and she knew about using condoms and she would demand 
that he used a condom and that she was on the pill, that is about as 
much consem about as much understanding that you could elicit 
from her, as much as you could quantify 

I Would there reach a point in those power dynamics where it 
would get to voint where vouwould think. felt it was imnortant 
not to let her umm have sex with him? 

P How could VOU Drevent it? I mean if she was cleariv distressed bv 
it, if she was crying and telling her keyworker that she didn't like 
what was happening, he was being rough with her or that he was PO forcing her to have sex with her more often then I think vou could 
say that you could intervene. I think that there would have to be 
quite clear evidence that hewas being abusive towards her. But 
you can't deny her the status of having a bovffiend or whatever... r4pAr 1-0 

or even the human company, the sexual gratification. 

PART 2. 

I OK going back over the questions again. umm you started off by 
asking what her learning disability was 

P Yes, again I mean that's because of the law isn't it, because 
Wk! $L, veovle of I don't know what the 10 is that thev deem vou not too 

be able to give consnct. So I think the law is answering the 
auestion for us within the normal vou know like a child under 16 
can't give consent. vou know if she is within the range of consnet 
then you have to assume that she can give consnet. LV. "'"'i 

I And then vou saicL who is Mark 
P Yeah, I mean, you know you need to check, it's like having a 

power imbalance adult, child; pupil teacher you need to work out 
whether the imbalance is so gross that it is obvious that she is not 

Paid -%'-consenting that she is being coerced if Mark- didn't have a leaming 
disabilitv if he was someone off the street that she had met Cd COP-ic-t OX, somewhere, at the bus ston or something, that would be very 
different 
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TRANSCRIPT CODING 

The initial codes in the first column correspond to the notes written in the left-hand margin of the 
transcript upon first reading. The emerging themes and ideas in the middle column correspond to 
the notes written in the right-hand column upon rereading the transcript. The final themes 
provided in the last column refer to the final theme classification given to the codes in the first 
column. 

The analysis of the first two interview transcripts is included below. The analysis of vigncttc onc 
and of vignette two is provided separately. 

'Vignette 1. Capacity to consent to treatment 

b. - initial codes , Emerging themes/ideas --o- Final themes 

IQ Lcarning disability Leaming disability 

Age Background info Understanding client's 
decision 

Level of support needed Learning disability Learning disability 

past treatment Trying to understand the Understanding client's 
situation decision 

past consent Trying to understand the Lcaming disability 
situation 

Client's understanding of Skills and abilities Learning disability 
consequences 

past experience of treatment Reason not want treatment Understanding client's 
decision 

What treatment needed Treatment needed Seriousness of situation 
and intervention/ 
treatment 

Normalise client's decision Understanding the client Understanding client's 
decision and rights of 
the Indi%idual 

Not life threatening Level of rislk Seriousness of situation 

Respect client's choice Decision re capacity Rights of Ilic individual 

Ways to help client Support for client Intervention/ treatment 

Try to change client's mind Client's choice Intervention/ treatment 
& Protection from harm 



b. - Initial codes Emerging themes/ideas --10- Final themes 

Client's understand of Client's skilW abilities Learning disability 
consequences 

Problems assessing capacity Assessing capacity Learning disability 

Can't force him, wait till Seriousness of situation Protection from han-n 
More Serious 

if cancer it would be different Level of risk Protection from hann 

More leaming disabled less likely to Learning disability Learning disability 
have capacity 

Decision = stimulus response Trying to understand the situation Understanding client's 

Force a child to have 
treatment not an adult 

Finding reason client not have 
capacity 

What can client do/ not do Client's skilW abilities 

Can client exercise choice in Client's sk-ilW abilities 
other areas of life 

Consequences determine when Level of risk 
intervene 

Treat people with learning disabilities Respect for client 
= to people without learning disability 

Present and previous experience Understanding the situation 
the dentist 

Clarifying actual problem Understanding the situation 

Current symptoms 

Communication skills 

Teams knowledge of client 

Assessment already done? 

Participant's role 

Client's mobility 

Client's self care skills 

Seriousness 

Abilities 

Understanding situation 

Understanding situation 

Professional role 

Background info 

General level of ability 

Decision 

Protection from harm 
and understanding 
client's decision 

Learning disability 

Learning disability 

Rights of the individual 
vs protection from hann 

Rights of the individual 

Understanding client's 
decision 

Seriousness of situation 
& Intervention/ 

treatment 

Seriousness of situation 

Learning disability 

Intervenfion/ treatment 

Intervention/ trcatment 

Professional rolc 

Intervention/ treatment 

Learning disability 
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Initial codes Emerging themes/ideas --o- Final themes 

Level of leaming disability Level of leaming disability Lcaming disability 

Client's accommodation 

Staff level of training 

Levelofindepcndence 

Not giving client correct info 
re treatment 

Lcaming disability 

Understanding client's 
decision 

Age 

History of dental care 

Level of independence 

Mcntal/physical. health problems 

F. xpericnce of other treatment 

Medication client taking? 

Communication skills 

Not a consent issue 

Client not saying yes due to lack of 
staff training 

persuade client to agree by 
intervening 

Misdiagnoses of problem 

Intervene to help client face his 
fears 

Seek medical opinion on need 
for treatment 

what I do is based on my view 
of client's needs 

Background infonnation 

Understanding situation 

General ability 

Undcrstanding situation 

Client's knowledge 

Possible complications 

General abilities 

Intervenfion needed 

Client not informed 

Understanding client's 
Decision 

Understanding clicnt's 
Decision & Intcrvcntion 

/treatment 

Lcaming disability 

Understanding client's 
decision 

Understanding client's 
decision & Learning 
disability & Intervention 

/treatment 

Scriousncss of situation 

Leaming disability 

Asscssmcnt of capacity 
Vs Intcrvention/ 

treatmcnt 

Understanding client's 
decision 

Intervene Assessment of capacity 
Vs intervention/ 

treatment 

Not issue of capacity Understanding clicnt's 
decision 

Treatment approach 

Seriousness/risk- 

Patemalism 

Undcrstanding clicnt's 
dccision 

Scriousncss of flic 
situation 

Protection from hann 
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bhý Initial codes Emerging themes/ideas Final themes 

Treatment not essential Not view as serious Seriousness of the 
situation 

I decide what best for him Best interests Protection from harm 

If client does not agree to treatment Protection from harm Protection from harm 
then it becomes an issue of consent 

Why isn't he accepting treatment Understanding client's Understanding client's 
decision decision 

Assessment by SLT, Psychologist 

Client's understanding 

Respect for client's wish but he 

needs treatment 

Not able to give informed consent 
no knowledge of benefits 

Concern/ criticism of previous care 

Professional role Professional role 

Client's abilities Learning disability 

Balance between rights Rights of the individual 
and protection vs protcction from harm 

Not informed Understanding client's 
decision 

Reason client not consent Understanding client's 
decision 

immediate or long term problem Problem severity Seriousness of the 
situation 

What is stopping client agree to Reason for client's decision Understanding client's 
treatment decision 

Subjective view of client's needs Misdiagnoses Understanding client's 
decision 

More detail of learning disability Specific skills and abilities Learning disability 

Client's ability to understand and General abilities Learning disability 
Inake choices 

Level of independence Level of learning disability Learning disability 

Staff level of training indicates Level of learning disability Learning disability 

client's level of ability 

Client's health Need for treatment Seriousness of the 
situation 

N4entaj and physical health problems Reasons not got capacity Understanding clicnt's 
reduce capacity decision 

jjncertainty about role Professional responsibility Professional role 
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Vignette 2. Capacity to consent to a sexual relationship 

Initial codes Emerging themes/ideas Final themes 

Accommodation Independence Learning disability 

House rules re: sexual relafionships Protection Protcction ftom I lann 

other professionals involved Gaining information Profcssional roic 

Staff support available 

Wliat is the client's view 

Views of others 

To support client 

Understanding client choice 

Influence on client 

Understanding of sexual relationships Knowledgetability 

How client feels about partner Relationship/choice 

Time alone together Relationship/risk 

Client's level of independence Level of leaming disability 

What do client and partner do together Rclationship 

Partner"s level of sexual knowledge Level of ability 

Possible already had sex? 

Views of others 

Age of clients 

How making choice known 

Being pushed into relationship by 
partner 

Can she stand up to him 

Risk of pregnwicy ctc. 

Influence of others 

Legislation 

Skills and abilities 

Coercion/dynamics of relationship 

Personality characteristics 

Intelleda abilitY Level of leaming disability 

Intcrvcntion/treatmcnt 

Undcrstanding the 
cuffcnt situation 

Undcrstanding the 
cuffcnt situation 

Lcaming disability 

Undcrstanding the 
cuffcnt situation 

Undcrstanding the 
cuffcnt situation 

Lcaming disability 

Understanding the 
current situation 

Lcaming disability 

Understanding the 
currcnt situation & 
protection from harm 

Understanding the 
current situation 

Rights of the individual 

Lcaming disability 

Understanding the 
current situation 

Understanding the 
current situation 

Leaming disability 
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Initial codes -- P Emerging themes/ideas --o- Final themes 

How is she coping with his request Personality characteristics Understanding the 
currcnt situation 

Level of learning disability both 
clients 

Differences in level of abilities 

Past relationships 

Past sex education 

Client's vulnerability 

Partner abusive 

Partner's history of relationships 

Level of abilities 

Power/risk 

Experience 

Knowledge 

Personality charactcristics 

Partner's personality 

Risk- factors/sexual knowledge 

Lcaming disability 

Understanding the 
current situation 

Leaming disability 

Lcaming disability 

Understanding the 
current situation 

Understanding the 
current situation 

Mental & physical health problems Other problems affecting capacity 

Ability to understand process of sex 

Not under any pressure 

Level of ability 

Dynamics of the relationship 

Needs education before able to 
consent 

Client's level of assertiveness 

Professional aim to keep her safe 

14ow client deal with conflict 

Not informed 

Skills/personality 

Protection 

Skills/necd for protection 

if limited knowledge i. e. of pregnancy Level of knowledgelprotection 
then at risk 

Sex education done by nurse Professional role 

Understanding tile 
current situafion & 
Learning disability 

Understanding tlie 
current situation 

Leaming disability 

Understanding the 
currcnt situation 

Leaming disability 

Undcrstanding the 
currcnt situation 

Protecfion from harm 

Understanding the 
current situation & 
Protection from hann 

Learning disability & 
Protection from harm 

Profcssional TOIC 

Level of undcrstanding of sex needed Functional abilitiestlcvel of knowledge Learning disability 
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Initial codes Emerging themes/ideas --o- Final themes 

Permanency of relationship Relationship Understanding the 
current situation 

Level of violence/coercion Relationship dynamics Understanding the 
current situation 

Duty to support client no matter 
what parents think 

Client has right to live life the way 
they want 

Rules in house make things safe 

Care manager knowledge of rights 
of client 

opportunities for time alone - risk 

Vulnerability - level of support 
needed 

Partna's support of client's choice 

Client's rights/professional role 

Client's rights 

Need to protect 

Professional role 

Risk 

Support/intervenelprotect 

Dynamics of relationship 

Legislation re age Client's rights 

What support client need and how best Supportlintervention 
to offer it 

Understanding client's arnbivalence Client choice 

Mental health difficulties might limit 

capacity 

factors affecting capacity/clicnt 
characteristics 

Never want to work in isolation - 
miss something important 

Difficulties with these kinds of 
judgements 

Not just can they or can't they but 

what support need 

Not an issue of consent -just needs 
support 

Multidisciplinary input 

Uncomfortableness 

Aims of intervcnfion 

Intervention/support 

Rights of the individual 

Rights of the clicnt 

Protcction from harm 

Professional role 

Protcction from hann 

Intcrvenfion/ trcatmcnt 
& Protcction from harm 

Understanding the 
current situation 

Rigbts of the individual 

Intervcntion/ trcatincnt 

Understanding the 
current situation 

Understanding the 
current situation 

Professional role 

Assessment of capacity 
vs Intervention/ 
treatment & Rights of 
the client vs Protection 
from harm 

Assessmcnt of capacity 
vs Intcrvcnfion/ 
trcatment 

Intcrvention/ trcatmcnt 
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Initial codes Emerging themes/ideas -10- Final themes 

Both clients level of learning Level of ability Learning disability 
disability 

Conccm about sexual relationship Risk/protection Protection ftom hann 

Equality of relationship Dynamics of relationship Understanding the 
current situation 

Differences in ability levels Relationship/power imbalance Understanding the 
current situation 

Ages Background infonnafion/expericnce Understanding the 
current situation 

Sexual knowledge Knowledge and ability Lcaming disability 

Knowledge of risks and need for Knowledge and ability Learning disability 
precautions 

Consequences of children for people Risks involved/distress Protection from harin 
with learning disabilities 

Learning disabilities and legislation Client's rights Rights of the individual 

What sort of relationship Relationship dynamfics Understanding the 
current situation 

Coercion/dominance of partner Partner's characteristics Understanding the 
current situation 

Partner's sexual knowledge Level of ability Learning disability 

Looking for a reasonable Level of ability Learning disability 
understanding of the whole process 

power in the relationship Relationship dynamics Understanding the 
current situation 

Signs of distress/abuse Relationship problems Understanding the 
current situation 

Law and sexual relationships Client's rights Rights of the individual 

Development of their relationship Relationship development Understanding the 
- length of time current situation 

Meaningfulness of relationship Relationship development Understanding the 
current situation 

Age and legislation Client's rights Rights of the individual 
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Initial codes -----------ooo-Emerizing--themeslideas =-10o- Final themes 

Trauma of not being able to keep baby Need to protect/look out for client 
if gets pregnant 

Feel women with learning disabilities Inequality of relationship 
are used by men 

Get the community nurse to support Roles of different professions 
client provide education 

Protcction from hann 

Protcction froin hann 

Professional role 
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IRESEARCH DIARY 

Late March 1999 
Looking for a dissertation idea... 

I-lad kept in mind a teaching session by Katy Arscott (Tizard Centre) where she talked about people 
with learning disabilities and issues of capacity to consent. I had become interested in the rights of 
people with learning disabilities through my work, before training, with a self-advocacy group. The 

right to make decisions about one's life was often on my mind during this time. Thinking about this 
again now, questions about the massive decisions carers/professionals are often faced with when 
thinking about a person's competence and the importance and effect such decisions can have, are raised 
for rne. I'm also thinking about how often such decisions about a person's capacity to consent are made 
all too quickly or not thought about because it is assumed the person does not have capacity to consent. 
I, jn left thinking about how difficult these decisions are to make, both practically and emotionally. 

Thinking about taking this further, what is it I want to ask questions about? I'm initially interested in 
decision-making in teams and the many decisions which are not clear cut -a person does or doesn't 
11ave capacity, how they grapple with moral decisions that can permanently affect people's lives. How 
do professional's own beliefs about right and wrong afrect the process? Thinking about the 
Uncomfortableness in professionals that these decisions often evoke, the confusion in the law - what 
decision should be made? Katy in her teaching made some sense of this, as if it were clear (Katy 

predominantly talked about the functional approach to determining capacity to consent and how to 

assess this). I remember at the time feeling relieved by this, but then as I think about it now feeling 

more uncomfortable because it doesn't feel quite this straightforward. 

, &pril 1999 
Looking at the literature... 

14istorically a lack of recognition of people with learning disabilities, they don't make decisions 

affecting their lives. Struck by the parental nature of professional care- in practice is this still the case? 
As I read I feel annoyed at the way people with learning disabilities are viewed. The dissertation 
becomes more personal as I think about this and the lives of people I have worked with and the 
decisions that have been made for them about their lives. 

I, ni reading about the law in this area. My reading and thinking becomes wider, looking at capacity 
issues in relation to older adults and people with severe mental illness. I'm struck by the lack of 
definition within the law; the openness for interpretation. Again, I come to thinking about the 
responsibility of the professional in making these decisions and the lack of support provided by either 
the literature or the law. 

I think about decision-making in practice. The use of the available literature; how approaches to 
determining capacity are applied in practice. I think about the interplay between theory, clinical 
practice and the role of professional judgement. Decisions about capacity thus become more complex 
than the literature suggests - the research question becomes clearer 'how do professionals make 
decisions related to capacity to consent in practice? ' Looking again at the capacity literature there arc 
numerous acknowledgements of the difficulties in applying theory to practice but nothing which 
explores this in any depth. 



May 1999 
How can I best answer the question 'how do professionals make decisions related to capacity to 
consent in practiceT I arrange meetings with people to help me think about this. 

6'h May 1999 
Meeting with Tony - began to explore the possibilities of interviewing teams, asking them about a case 
in their own clinical practice where there have been issues around capacity to consent or presenting 
them with vignettes and asking them to decide. Is team decision making the best approach? To give a 
team a decision-making task, would this answer my question would it be possible in practice? It would 
tell me how they made the decision but maybe not enough about their reasoning, would it capture the 
complexity of the process? Also thinking about group effects on this process. I come away thinking 
that team processes and dynamics may affect the decision that I'm interested in too much - I'm not 
necessarily interested in how teams work together in making this decision. Need to rethink a bit. 

13 th may 1999 
Meeting with Katy Arscott - Katy suggested thinking quantitatively about the questions that I'm 
asking, to do it by questionnaire but this doesn't seen to capture the essence of the decision making task 
and would in some way mean I make assumptions about how it is done. I think I'm more interested in 
thinking about it as it is happening - need a methodology which is more alive. What would a 
qualitative methodology capture that a quantitative methodology wouldn't and vice versa? Which best 
fits the questions I am asking. Begin to think about my question about decision-making in practice, 
need to expand on the limited amount known rather than ask questions or test out things already 
known. So far, much of the research in this area has been academic where models have been proposed; 
I'Prn. interested in whether these reflect what is happening in practice. Thinking about what makes me 
interested in the perspective of the professional. I think it is because this is where my experience lies 
and in line with this its importance, given its direct daily impact on the welfare of client's with learning 
disabilities. 

Decide to interview individuals from different professional groups because this reflects practice. 
Decisions related to capacity to consent rarely made by one professional group - needing to reflect 
practice as much as possible. So how do I uncover the complexity of the decision-making task, but 
keep it possible and realistic? Search for ways of achieving this. Keep reading. Explore decision- 
making in occupational psychology. Find an article in the Psychologist looking at the applicability of 
methods used to explore expert systems to clinical psychology. Think I have found a methodology that 
meets the needs of the research - question asking and verbal protocol analysis. 

proposal has begun to flow. 

May 25ýh1999 
Finding a supervisor was straightforward. Someone who would help me keep focused, who wouldn't 
let me down and would keep me thinking and also had an interest in this field. 

First meeting with supervisor - leaves me feeling positive. 

May 28h 1999 
proposal submitted. 
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June 1999 
Feedback from external examiner - critical have I thought about the diffcrcnccs between prorcssionals 
and the way they might approach this task. Is content analysis the best method of analysis? Leaves me 
feeling defensive. 

July -August 1999 
The three services I approached were all very interested. First need to get ethics approval 

Late August - Early September 1999 
Local Research Ethics Committees. No major ethical concerns so breezed through ethics committccs. 
All going well - everything going faster than can keep up,, vith. Need to slow down as other dcadlincs. 
This gap has allowed me to reflect and think more clearly about the issues. 

September 1999 
N4eeting with Len Rowland - all seems to be well with the research design, but what about the different 
decision-making styles of different professionals. This needs to be acknowledged within the research 
design. For example, the biases that this may present, different ways in which managers and clinicians, 
medical and non-medical staff may approach the problem. (There is literature that I haven't thought 
about -A no! - back to searching and reading). 

Small problem, feels like a huge crisis, why does it matter? I don't think there will be diiTcrenccs I 
think for all it will be a complex moral decision with no easy answers. What is qualitative rcscarch 
trying to do? I'm not looking at differences but exploring the %vay in which proressionals approach this 
task, in a way that most reflects practice. Interviewing only one professional group would be limiting. 

Read the literature - not sure of its relevance to my research. However it makes me think morc about 
all the factors and biases that will be affecting the way inwhich each professional makes decisions. 

The breadth of my reading has increased through this process. Topics likejudgcmcnt, decision-making, 
ethical decision-making in general are coming up and being explored. 

October 22nd 1999 
Meet with Jan (back-up supervisor) to think about how to acknowledge the differences between 
professionals within the methodology. Jan suggests possibly adding a number of questions to the end of 
the interview with regards to where professionals see themselves in terms of medical - non-mcdical, 
clinician - manager. Think about this further and decide that this is moving away ftom what I am 
looking at and the studies qualitative design. 

Arrange to talk further with my supervisor - need help clarifying my thoughts 

18" November 1999 
Meet with supervisor to discuss new ideas. Chance to think out loud about what I am doing. 

Decide to address the issue of differences between professionals in three ways. To add a research 
question 'Are decisions made relating to capacity to consent, made differently by different professional 
groupsT And to increase the number of professionals I will interview so that differences, if there are 
any, are likely to be more explicit and only interview professionals working clinically in this field. 

Again I feel more positive about the study. 

3 



December 1999 
Feedback from Salomons Ethics committee more thorough. Need to clarify the way in which the 
vignettes were written. Again the feedback is making me think about the most appropriate mcthod of 
analysis to use. 

Vignette details - what is it that I want to gain from giving participants vignettes? There needs to be 
opportunity for participants to use any modal or approach to determining capacity to consent, thcrcrorc 
the information they are initially given needs to be very brief so as not to influence where they may 
start. Not want to influence the approach they may take. Should the clients in the vignettes be malc or 
female, should the choices the clients' are making be what most people would choose or not? What 
degree of risk should be reflected in the vignettes i. e. should the client's choice in the treatment 
vignette be life threatening or not, or in vignette two should the client be at serious risk of abuse? 
Decide to take a 'middle of the road approach'. No extremes which makes decision-making more 
difficult, therefore hopefully pulling out the full range of factors considered when making this kind or 
decision. Try to take opposites in each of the two vignettes so that if there arc any diflctcnccs in the 
way that this affects decision-making this will be apparent. 

January 2000 
Pilot methodology. Disappointment it didn't work as well as hoped. The idea of obtaining a verbal 
protocol from the participant through asking them to think aloud %Nus problematic and intcrruptcd the 
flow of the interview. 

Back to the drawing board. 

VVhilst initially this felt disappointing the new methodology feels more positive and an improvcmcnt on 
the first design. Send it to supervisors for comments. Comments positive. 

January 25h 2000 

piloting of the new methodology has resulted in a few changes to the initial vignette information given 
to participants and to the questionnaire. Think about including more questions at the end of the 
interview about how the participant felt making these decisions. Ho%vevcr, the interview took a long 
tirne, so decide it would become unmanageable to make it longer. Any more questions will have to be 
left for another research project. 

Wondering whether the vignettes present a case which is challenging cnougli At the same time 
wondering how much professionals will know or won't know about capacity to consent. Ilavc I got it 
all wrong or right? 

Feeling anxious about starting interviews. 

]February 1"' 2000 
Interview with first psychiatrist- relief 
Went well, participant had a lot to say interviewwas very long. Ended because the participant necded 
to go to another appointment. Participant talked about capacity and best interests. What Nk-as in the 
client's best interests and the need to intervene seemed to override capacity. Lcft %%rith a strong scnsc of 
paternalism in the way the assessment was approached. 
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February 14 th 2000 
Meeting with supervisor, to talk about first interview. Felt positive about the interview, how it went, the 
kind of information that came out of it. No changes to interview design needed. 

]February 1 5th 2000 
Interview with first care manager. Participant unsure of what they had to offer. They said that in 
practice they were unlikely to get involved until something had gone wrong or happened alrcady. 
However, took a coherent approach to the assessment and very thoughtful about difficulties tile 
assessment presented. 

February 17ý'2000 
Interview with first psychologist - much mord functional in their approach. Excellent interview. 
However got home to find it had not been recorded - nothing to transcribe. The interview was unusable 
very, very frustrating, incredibly annoyed with myself. 

February 24 th 2000 

interview with second psychologist. Least experienced of participants so far, succinct and clear. Much 
shorted interview although similar themes emerging. 

March 2 nd 20(W 
Interview with third psychologist. Very experienced and very thoughtful about professional role and 
the subjectivity with which decisions are often made. However, the interview format fclt restrictive, 
tried to keep it broad enough to allow the participant's thoughts to be encompassed within the 
interview. I think this worked OK. Participant wanted to talk about all the difficultics of establishing 
capacity rather they how they might approach it given the case vignette presented to them. Left me 
thinking about the role of clinical experience on how capacity is determined. 

14ave had difficulty arranging to meet nurses, unsure of their interest in participating. However, 
presented my study to them today at their team meeting. They grilled me on my interest in capacity to 
consent and my experience in learning disabilities, but were really keen to participant, not able to 
interview all those who were interested. Expect some interesting interviews. 

March 8ýý - 16'h 2000 
Involved in the selection interviews at Salomons for the next intake of trainees. Dissertation on hold, 
keep trying to make phone calls to arrange further interviews. Begin to feel like I'm hassling people to 
call me back. 

March 20'h 2000 
Have a week of interviews planned. Week starts with briefcase being stolen from my house. Diary, tape 
recorder and dissertation materials gone! Very stressful next tNvo days, can't do anything without my 
diary. Have to cancel interviews. Frustrated, stressful feeling low and fed up. Receive call from very 
nice man saying he has found my case - everything regarding my dissertation still inside, yeah! Happy 
again. 

March 22" 2000 
Three interviews with nurses. Long day but interesting doing them all together. All very diffcrcnt but 
similar themes emerging, although nurses seem to be clear in their role in this area i. e. they do direct 
work assessing or intervening, the assessment of cognitive abilities would be do%Nn to other 
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professionals. Some nurses clearer than others about the actual skills or abilities that should be 

assessed. 

March 23 rd 2000 
Third nurse interviewed. Good interesting, full interview, again similar ideas emerging. 

March 24 th 2000 
Fourth psychologist interview. Participant placed lot of stress on what other professionals have to offer 
and that psychologists don't have all the answers. Whilst all professionals so far have considered the 
client's skills and abilities in the vignettes it seems that there is no coherent way or doing this. skills 
assessed directly with regard to the task being considered or indirectly by looking at the client's skills 
in other areas of their life. 

Having difficulty contacting psychiatrists. Concerned will not be able to interview enough without 
going to another service and hence another ethics committee. Discuss with research group. Decide that 
interviewing four rather than five psychiatrists will be a limitation but not a disaster, therefore decide 

not to approach another service. 

March 27ti` 2000 
interview fifth psychologist. There appear to be two questions that participants ask %vhen presented 
with this problem. The first is can this situation be addressed in another my i. e. through treatment or 
intervention. The second is, what is the client's capacity to consent. Some Participants are more explicit 
about this than others. 

Have begun to write the introduction. Try to tell the story of the research, why I came to ask the 
research questions I did. Finding it much more difficult than I anticipant. Spending a lot of time trying 
to write a coherent account of where we are at in terms of our understanding of capacity to consent 
Thinking more about the process of judgement and decision-mak ing in general, what will my research 
draw out? 

Need to think about beginning to analyse the results. 

Alarch 28h 2000 
Last interview with psychologist. Makes me think about theoretical orientation and the %vay the 
participant views the problems being presented, particularly in the way that they try to understand the 
problem and client's choice. However, so far this does not appear to be particularly explicit in the 
interviews. 

Have not yet booked all my interviews - finding this very stressful not feeling within my control. 

April 6 th 2000 
Two more interviews. Last nurse and second psychiatrist. Both interviews were difficult in that the 
professionals found it quite difficult to know how to approach the problem. Leaving me feeling that the 
interviews had not accessed what I wanted to get at. However, both understood the intcrvic%v method I 
was using and were able to ask questions about the vignettes. So what %,. -as the problem? The nurse 
didn't consider either case to be issues of capacity to consent. This appeared to be because they weren't 
serious or risky enough and that other ways of approaching the problem had yet to be tried. Assessing 

capacity to consent being the last resort. Thus the right of the client to choose NN-as essentially ignored. 
Interviews left me feeling cynical about the understanding of professionals in this area. nc rights of 
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the individual were ignored, the professional appearing to miss the point. On the other hand everything 
that participants have talked about doing has been in the client's best interests - participants do what 
they think is best. Not able to put aside need to care or do something other than just respect wishes. 

April 10h 2000 
Away on a course at the Tavistock for a week. 

April 13'h 2000 
Interviews with two care managers. Both very keen although unsure of how much help they might be 
able to offer 'you can write what I know about consent on the back of a postage stamp'. Although both 
had experience of capacity issues with clients. Interviews turned out to be very interesting. 

Left thinking about 'duty of care' and capacity to consent First, try to help the client make a positive 
decision. When not able to do this and problem is complex then it becomes an issue of capacity. Duty 
of care however outweighs the clients right, even if they have the capacity, to choose. Whilst I 
understand where these participants are coming from in terms of needing to do what is in the client's 
best interests, this goes against the rights of the client. 

Feel like I need to know more about the duty of care and best interests. Go back to the I itcrature. 

Thinking about the interviews in general. Almost as if professionals in tackling the first vignette take 
the approach of trying to disprove capacity whilst in the second try to prove capacity. What is this 
about? Is it related to the client's choice or the risk the situation poses? 

April 20'h2OOO 
Interview with psychiatrist. Good interview 

April 26 th 2000 
interview with fourth care manager and last psychiatrist. Interviews continue to rcflcct similar themes 
but to different degrees. Feel happy with the number of interviews I have done in that I fccl like I have 
an extensive range of the possible ways in which professionals may approach assessing capacity to 
consent in these case vignettes. Few new ideas are emerging. 

May 4th 2000 
Last interview with care manger. Interviews complete. Now have to think about analysis. Looking at 
the transcripts the amount of information feels vast. 

Alay 16'h2OOO 
Meeting with supervisor to talk about first stages of analysis. Sometimes feel very positive about the 
study and at other times think about its usefulness. However, from one of the services I learn that 
following my interviews, a series of meetings have been set up to think about their capacity to consent 
policy. This leaves me feeling good. 

Think about how to make the analysis manageable. Keep reading Smith et al. (1999) article, try to keep 
things logical. Break the analysis down by separating into the two vignettes - analysc separately. Break 
it down by initially looking at one interview from each profession firsL Begin to see familiar themes 
coming up across vignettes. 
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End of May 2000 
Analysis is beginning to find a structure. Ideas and themes coming into my head quicker than I can 
work though all of the nineteen vignettes. Slow myself down, draw diagrams. Must keep myscir 
grounded in the data and not get lost in my own interpretation of what I think is happening. 

Writing up the results. They seen interesting, try different ways of presenting to find what makes most 
sense. At some points feel very anxious, panicky, feeling like I'm just never going to get it done. Other 
times feel more in control 

June 9th 2000 
Meeting with supervisor. Helps with anxiety levels to know that someone else thinks they arc good 
results, interesting findings. Sometimes it feels like I've read through the transcripts so much that I can 
no longer view them objectively anymore. 

I am going to do the changes to the results, send them to my supervisor and then leave then for a %%-cck. 
Next I think I'll go back and fill in the gaps which I lcft in the introduction and method. 

June 23 ird 2000 
A birth and a death in the family. Brakes my flow. Hard to think about dissertation at the moment. 

June 26 th 2000 
Changes to results made - feeling happy with them. Send copy of the results to all participants for their 
feedback. Everything takes longer than I expect at the moment. Have to think about intcr-ratcr 
reliability, however this doesn't feel like the most helpful way of looking at the reliability of the 
findings, although it is only one way I will use to look at the study's reliability. What I want to do is go 
through with someone exactly what I have done, the process of analysis, how the themes emerged, why 
I interpreted things the way I did etc. Do I need to do this? 

Almost everything done except the discussion. Feels like the last big pull on my cncrgy. Must start it. 
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APPENDIX 15. 



26'ý'June 2000 

Dear 

RE: RESEARCH PROJECT: DETERMINING CAPACITY TO CONSENT IN PEOPLE 
WITH LEARNING DISABILITIES 

I am writing with regards to the findings of my study looking at how professionals detcrininc 
capacity to consent in people with learning disabilities. You may remember that I said I would 
like to send back to participants the studies findings for comments. 

I have now finished analysing the interviews and would very much appreciate your views on the 
results, which I have attached. I would be particularly interested in your vicws with regards to the 
following: 

1) The findings of the study and the degree to which you feel they reflect how capacity to 
consent is determined in practice. I would be interested in both your comments in general and 
concerning any specific aspects of the findings. 

2) The overall approach I used to assess how professionals determine capacity to conscnt in 
people with learning disabilities. (To jog your memory, I first gave you a small amount of 
information about a case vignette. I then asked you to ask questions about the case aftcr 
which we went back over the questions you askedý thinking about your reasoning behind 
asking them). 

I would really appreciate any comments you my have. Asking participants to look at the study's 
findings is one way or assessing their reliability and validity in qualitative research and hcnce 
adds to the study's credibility. If you do have the time to read through the findings. and make any 
comments it would be helpful if they could be returned within two weeks, that is by I Ph July 
2000.1 have enclosed an SAE for your reply. 

With many thanks for your time and help, 

Yours sincerely, 

Katie Bourne 
Psychologist in Clinical Training 


