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Abstract

Title. Informed consent to healthcare interventions in people with learning
disabilities — an integrative review.

Aim. This paper is a report of an integrative review of informed consent to
healthcare interventions in people with learning disabilities.

Background. Consent to treatment lies at the heart of the relationship between
patient and healthcare professional. In order for people with learning disabilities to
have equity of access to health care, they need to be able to give informed consent to
health interventions — or be assessed as incompetent to give consent.

Data sources.The British Nursing Index (BNI), CINAHL, MEDLINE, Social Care
Online, ERIC and ASSIA and PsycINFO databases were searched using the search
terms: Consent or informed choice or capacity or consent to treat® or consent to
examin® AND Learning disab* or intellectual* disab* or mental* retard* or
learning difficult* or mental* handicap*. The search was limited to papers pub-
lished in English from January 1990 to March 2007.

Review methods. An integrative review was conducted and the data analysed
thematically.

Results. Twenty-two studies were reviewed. The main themes identified were: life
experience, interaction between healthcare professionals and participants, ability to
consent, and psychometric variables. A consensus seemed to emerge that capacity to
consent is greater in people with higher cognitive ability and verbal skills, but that
the attitudes and behaviour of healthcare professionals was also a crucial factor.
Conclusion. The findings support use of the functional approach to assessing
mental capacity for the purpose of obtaining informed consent. Future research into
informed consent in people with learning disabilities is needed using real life
situations rather than hypothetical vignettes.

Keywords: cognitive disabilities, informed consent, integrative review, learning
disabilities, nursing
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Introduction

Consent to treatment lies at the heart of the relationship
between patient and healthcare professional and ‘the focus on
patient centred care and shared decision-making highlights
the importance of informed consent’ (UK Clinical Ethics
Network 2006). In order for people with learning disabilities
(LD) to have equity of access to health care, they need to be
able to give informed consent to health interventions — or be
assessed as incompetent to give consent. Although laws
concerning consent vary, it is now widely accepted that there
should be presumption that an individual has capacity to give
consent unless proved otherwise (Keywood et al. 1999); this
presumption can be overturned if it can be shown that the
patient is not able to comprehend and retain information that
is material to the decision, including the likely consequences
of having or not having the proposed treatment, or is unable
to use the information and weigh it in the balance as part of
the process of arriving at the decision. As the law varies
slightly in the different countries making up the United
Kingdom (UK), we refer only to England and Wales in this
paper. The Mental Capacity Act (Department of Health
2005), which attempts to clarify issues of consent and
capacity, includes the following key principles:
e Presumption of capacity.
e The right for individuals to be supported to make their own
decisions.
e The right for individuals to make what might be seen as
eccentric or unwise decisions.

The law in the United States of America (USA) also
presumes patients’ competence — or decision-making capacity
(Appelbaum & Grisso 1988), but there is distinction between
the terms capacity and competence. According to Gunn et al.
(1999) the former is a general concept and the latter a specific
one.

When investigating informed consent, it is important to
consider the perspectives of users’ and healthcare profession-
als’, as well as those of carers or others involved in the process
of gaining informed consent for healthcare interventions. In
this integrative review, we assess empirical evidence relating to
informed consent (to include assessment of mental capacity) to

healthcare interventions for people with LD.

The review
Aim

The aim of this integrative review was to examine the
literature on obtaining informed consent to healthcare
interventions from people with LD.

Design

An integrative review of both quantitative and qualitative
research was undertaken (Whittemore & Knafl 2005).

Search methods

The British Nursing Index (BNI), CINAHL, MEDLINE,
Social Care Online, ERIC and ASSIA and PsycINFO

databases were searched using the following search terms:

Consent or informed choice or capacity or consent to treat* or
consent to examin® AND Learning disab* or intellectual* disab* or

mental* retard* or learning difficult* or mental* handicap*

The limits set were:

Publication date: between January 1990 and March 2007

Population: Human

Age: Adult

Language: English

The definition of adult used was 16 years because in
the UK those over 16 can take medical decisions indepen-
dently of their parents (Ministry of Justice, 1969). When
possible, searching was limited to research or review
papers. Where this option was not available papers were
filtered manually to identify those based on primary or
secondary research.

Search outcome

Twenty-two studies were found: 10 quantitative, eight
qualitative, one mixed methods, one with unclear method-
ology and two literature reviews. All relevant papers were
included, regardless of quality. Four papers were mentioned
in both the literature reviews and the empirical studies.
However, as no meta-analysis was conducted the problem of
double counting did not arise.

Quality appraisal

A grading system was adopted to facilitate quality appraisal.
For quantitative and qualitative papers the tool described by
Kmet et al. (2004) was used. For reviews, the CASP tool ‘10
questions to help you make sense of reviews’ (Public Health
Resource Unit 2007) was used.

A chart was produced by the first author (LG) showing the
range of scores obtained, and then the two papers with the
lowest score, the two with the highest score and the one with
the median score were selected and a blind appraisal was
made by the second author. The papers were ranked in the
same order by both appraisers.

550 © 2008 The Authors. Journal compilation © 2008 Blackwell Publishing Ltd



JAN: REVIEW PAPER

Data synthesis

The data were synthesized using the approach of Miles and
Huberman (1994), involving data reduction (primary data
are refined, summarized, grouped or organized), data display
(using matrices, graphs, tables etc), and conclusion drawing
and verification (based on emerging patterns, explanations or
propositions). The papers identified are shown in Table 1,
which outlines the methodology, sample size, data collection
methods and main findings.

Results

The over-arching aim of the studies identified for this review
was to gain more knowledge about the concept of informed
consent in people with LD. The majority of research involved
people with LD as participants, but some also involved
healthcare professionals or carers. For the purposes of this
review, ‘ability to consent’ includes the terms ‘competence’,
‘functional ability’ and ‘mental capacity’. No distinction is
made between mental capacity and competence although
these terms have slightly different definitions: in the USA,
capacity is regarded as a general concept, with competence
being a specific one, whereas in England the terms are often
used interchangeably (Gunn et al. 1999).

Life experience

One of the themes which emerged from the literature was
that of life experience; within this are four sub-themes —
residential status of the participant, experience of decision-

making, acquiescence and health experience.

Residential status

The place of residence of the person with LD is considered in
several studies in discussions (Arscott et al. 1999, Fisher et al.
2006, Dye et al. 2007) without any further investigation into
its possible effect. Authors who do consider residential status
conclude that people with LD living in residential care set-
tings will have few opportunities to exercise choice (Dean
et al. 1998) or that those living independently will not have
access to assistance, such as from learning disability nurses,
to help them make choices.

Decision-making opportunity

There appears to be consensus that people with LD lack
experience in decision-making, and that this will affect their
functional capacities with regard to informed consent (Morris
et al. 1993, Cea & Fisher 2003, Dye et al. 2007). For
example, Arscott et al. (1999) attributed the fact that par-

Informed consent to healthcare interventions in people with learning disabilities

ticipants found questions about their legal rights and options
regarding treatment difficult to the fact that they may not be
allowed to, or be familiar with making lifestyle decisions.

In relation to consent to taking part in a randomized
controlled trial, Dye et al. (2007), also suggest that limited
decision-making opportunities in the lives of people with
intellectual disabilities will limit their capacity to consent.
Similarly, in a study of healthcare decision-making by
Keywood et al. (1999), the majority of parents and carers
identified themselves as the main decision-makers for the
adults with LD, while Heslop ef al. (2005), investigating how
much people knew about their medications, found that little
information was given to the people themselves or their carers —
implying that the decisions were actually taken by the
prescribers.

Acquiescence

Acquiescence (defined as acceptance without protest) is a
concept that may be associated with residential status and
decision-making opportunity. Keywood et al. (1999) found
much evidence of acquiescence among the participants with
LD they interviewed, especially with regard to female contra-
ception, pregnancy testing and sterilization; it was often the
carer, doctor or parents who were making the healthcare
decision, and the individual simply went along with it.
Similarly, in the study by Morris et al. (1993) many partici-
pants were said to consider that they had no choice in treatment
and felt that whatever they said would make no difference. The
two studies by Arscott et al. (1998, 1999) looked at informed
consent to take partin research, and to have medical treatment.
The authors concluded that many participants did not under-
stand that they could withdraw from a study, and may have
been keen to please the researcher. With regard to health
interventions, people with LD may not perceive that they are
able to make a decision that does not match that of their
healthcare professional. Dunn e al. (2006) reinforce these
findings, with only two out of 19 of their participants under-
standing that they could decide whether they continued seeing
a psychologist. These authors warn that clinicians need to be
aware of this tendency to a high level of acquiescence in people
with LD, and Dye ef al. (2007) found that although the
majority of their participants were assessed as being unable to

consent, they were all very willing to take part in the research.

Previous health experience
Several workers have considered the influence of previous
experience on ability to give consent by people with LD, but
findings have varied.

Arscott et al. (1999), contrary to their expectations, found

that having experience of taking medication did not render
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participants more able to consent in their study using a
vignette of a proposed medical intervention. Cea and Fisher
(2003), however, found that factual understanding was based
on the degree to which the participant had experienced the
treatment for which consent was being sought. In a later
study, Fisher ef al. (2006), found no association between
medical or consent history and level of capacity to consent to

a clinical trial.

Interaction between healthcare professional and
participant

Attitude to consent
When exploring the concept of informed consent in people
with LD, it is important to consider the attitude of healthcare
professionals as reflected in their behaviour towards people
with LD. Several examples were found where assumptions
were made that they would not be able to consent, despite the
publication of government and professional guidelines to the
contrary.

Carlson (2004) in the UK identified 171 referrals to a
Community Team for Learning Disability, then sent out
questionnaires designed to establish referrers’ awareness of
and attitude to informed consent. Approximately two-thirds
of referrers were aware of existing government and profes-
sional guidelines but only 44% of general practitioners (GPs)
were aware of these guidelines. The majority (79%) consid-
ered that simply telling the patient that they were going to
make the referral constituted informed consent.

Hart (1999), in a study of people’s experiences in hospital,
found little consistency in the practice of obtaining consent.
One participant, despite being able to attend follow-up
hospital appointments on her own after hysterectomy,
described how she was not allowed to sign her own consent
form and that the doctors insisted on her mother signing it.
Another less able participant reported a full explanation of
the procedure was given, and she was able to sign to give
informed consent.

In relation to medication, Haw and Stubbs (2005) found
that only 6% of patients with LD being prescribed off-label
psychotropic medication had been informed of this fact;
however, they found similar results with mental health
patients without a learning disability. Arscott et al. (2000)
investigating the knowledge of people with intellectual
disabilities about their prescribed medication concluded that
participants had insufficient understanding to give informed
consent. Tablets may be hidden in food to gain compliance
(Tuffrey-Wijne 2002) or

programme may be inconsistent (Igbal 2002). Consent may

application of a treatment

also not always be obtained for tests and treatment, and more

Informed consent to healthcare interventions in people with learning disabilities

invasive treatments may be avoided due to issues around
informed consent (Tuffrey-Wijne 2003).

On a more positive note, Hunt ez al. (2004) describes the
use of communication methods designed to maximize
understanding and awareness of the right to withdraw
consent. Similarly, Green and Nicoll (2001) stress the need
to obtain informed consent at various stages of the treatment
and illustrate how informed consent can be obtained in a
variety of ways when a healthcare professional has built up a
sensitive relationship with the patient.

Method of presentation

When considering the information necessary to obtain
informed consent the content of the information and the way
it is presented should be considered.

Various approaches have been used in an attempt to
increase capacity. For example, vignettes may be read aloud
to participants (Morris et al. 1993) or adapted to improve
readability as verbal and memory ability influence ability to
consent (Arscott et al. 1998, 1999). Breaking down infor-
mation into ‘chunks’ has been shown to improve under-
standing (Dean ef al. 1998, Wong et al. 2000, Cea & Fisher
2003, Dunn et al. 2006, Fisher et al. 2006).

Dean et al. (1998) developed a functional approach to
assessing capacity in which comprehension levels were
assessed by speech therapists with patients with a high level
of comprehension but poor communication skills, and those
who had no verbal communication received intensive input
and several interviews to enable them to express their wishes.

Wong et al. (2000) used the ‘real life’ situation of needing a
blood test to assess capacity to make a health decision.
A large font, simple language information sheet was pro-
duced and different ways of testing understanding were used,
including ‘uninterrupted disclosure where questions were
asked after reading the whole information sheet or after each
‘element’. Capacity increased as the task was simplified,
suggesting the importance of the way informed consent is
sought from people with a ‘mental disability’. However,
whilst Dye et al. (2007) confirmed previous findings that
ability to consent to research correlates positively with verbal
and memory ability, they failed to show the impact of
different forms of information provision.

Broughton (2002), in a literature review looking at
capacity to consent to cervical screening in women with
LD, also found that the way information was presented to
women was crucial, and influenced their ability to understand
the procedure and therefore give informed consent. Language
appropriate to the level of disability, short clear text, and use
of alternate media such as video or audio-tapes or prepara-

tory visits to the department were also suggested.

© 2008 The Authors. Journal compilation © 2008 Blackwell Publishing Ltd 557
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There seems to be consensus, therefore, that capacity to
consent is increased when information is broken down into
separate elements and presented in a way that is appropriate
to the people concerned.

Ability to consent

In an attempt to clarify the situation concerning capability

to consent, Morris et al. (1993) in the USA used three legal

criteria previously described by Grisso (1986): ‘knowledge’

(understanding the facts), ‘intelligence’ (ability to weigh the

risks and benefits of the treatment or any alternatives) and

‘voluntariness’ (free from coercion or any other influence).

Arscott et al. (1999) adapted the assessment tool used by

Morris et al. using the same criteria. Both tools used

questions on understanding the nature of a problem or

treatment, understanding of risks, benefits and alternative
options, understanding of rights, options and choices and
their impact. Cea and Fisher (2003), also in the USA, based
their research on the four psycholegal standards defined by

Appelbaum and Roth (1982) as suitable to evaluate ability

to consent:

e Ability to communicate a choice concerning treatment.

o Ability to understand factual information about the nature
of the disorder and risks and benefits of the proposed
treatment.

e Ability to understand the cognitive and emotional impli-
cations of the treatment for the individual’s own circum-
stances.

e Ability to weigh the risks and benefits of the proposed
treatment when making a choice and to arrive at a
‘reasonable’ outcome of choice.

Wong et al. (2000) in the UK used the criteria for
evaluating capacity from the draft Mental Capacity Act
2005, defining incapacity as being unable by reason of mental
disability to make a decision on the matter in question due to
inability to:

e Understand relevant information and/or.

e Retain this information and/or.

e Make a decision based on the information given.

e Unable to communicate that decision.

Communicating a choice
In several reports it is stated that people with LD are able to
communicate a choice but do not necessarily understand
what the choice involves (Morris et al. 1993, Arscott et al.
1998, 1999, Cea & Fisher 2003, Fisher et al. 2006).

The work of Dye et al. (2007) illustrates these issues.
Recruiting a sample of 102 people with intellectual disabil-

ities, they investigated the influence of different forms of

information provision on capacity to take part in research.
There were no differences between the forms, and they also
found that all participants could make a choice, despite over
30% not understanding the impact of that choice and (55%)
not understanding the risks and benefits. These findings
reinforce those of Cea and Fisher (2003) and Fisher et al.
(2006) that, as the complexity of the ‘standard’ being
assessed increases, the ability to consent (as a whole) is
reduced.

Wong et al. (2000), in a UK study, assessed the capacity of
people with a ‘mental disability’ to make a healthcare
decision and used the criteria for ‘incapacity’ adopted in the
draft Mental Capacity Bill (now the Mental Capacity Act
2005), as above. For this reason, it is difficult to compare
their results with those based on Grisso and Appelbaum’s

‘psycholegal standards’, which are more detailed.

Understanding and retaining information

Synthesizing the evidence relating to understanding relevant
information is difficult, as the complexity of the information
varies between studies, and can involve information about
research, treatment or medication. Different categories of
information have been presented to participants: factual
information about the topic, the risks and benefits, or the
individual’s rights (for example, the right to withdraw from
research). The general finding is that understanding de-
creases with greater complexity of the information being
given (Arscott et al. 1998, 1999, Cea & Fisher 2003).
However, Cea and Fisher (2003) suggest that these findings
may not be dependent simply on intellectual capacity, but
on previous experience, type of information and how it was
presented.

In terms of consent to research participation, Fisher et al.
(2006) found that understanding of research procedures was
greater than understanding of the purpose of research,
indicating that understanding ‘concrete’ facts is easier than
understanding abstract concepts. In another study of consent
to take part in research, Dye et al. (2007) investigated each
aspect of ability to consent (using the same criteria as in
Arscott et al. 1998, 1999 studies) and showed that, although
all participants could make a choice, only 69% understood
the impact of that choice. Half of the participants understood
the facts about the study procedures, but only 13% the nature
of the study. This further illustrates the hierarchical nature of
the information presented to participants and how it relates

to their levels of understanding.

Rational manipulation of information
Morris et al. (1993) described ‘rational manipulation of

information’, defined as the ability to consider or weigh the

558 © 2008 The Authors. Journal compilation © 2008 Blackwell Publishing Ltd
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risks and benefits of a proposed procedure and any alter-
natives. They consider that cognitive limitations such as
memory impairment and limited comprehension seemed to
underlie the ability to express a rational decision, most
frequently for those with moderate ‘mental retardation’
(‘MR?).

Cea and Fisher (2003) found that over half the participants
with mild ‘MR’ scored partial or full points on the standard
of ‘rational manipulation of information’, but that this
dropped to less than 20% in the moderate group. In the no
‘MR’ comparison group, those scoring partial or full points
rose to 81%. Thus, ability to consent decreased with the
complexity of the ‘standard’ being measured, even in the
comparison group. Fisher ez al. (2006), investigating consent
to participate in research, found that questions on reasoning
were more difficult than other ability categories for all three
groups. Arscott ef al. (1998), although not specifically testing
‘rational manipulation’ as in the Cea and Fisher (2003) study,
also found that understanding the advantages and disadvan-
tages of taking part in research was particularly difficult; this
is one of the main features of manipulating information to

come to a decision.

Psychometric properties

Intelligence

Consideration of the relationship between intelligence and
capacity to give consent is impeded by the fact that
researchers have used difference measures of 1Q or have not
used any formal measure (e.g. Morris et al. 1993).

The findings of Cea and Fisher (2003) are confusing
because they used different measures for their two study
groups. ‘Level of functioning’ in people with LD was assessed
using two instruments: the Wechsler Adult Intelligence Scale-
Revised (WAIS-R) and adaptive behaviour scales (Vineland).
However, the Kaufman Brief Intelligence Test was used for
the group without ‘MR’. The results showed that the ability
of adults with and without ‘MR’ decreased with the
complexity of the information presented and the concepts
involved.

In contrast to the Cea and Fisher (2003) study, Fisher ez al.
(2006) assessed intelligence using the Kaufman Brief Intelli-
gence Test for all participants at the time of the study.
Vineland Adaptive Behaviour scales were also used, with
86% of the mild and 96% of the moderate MR groups
scoring in the low range. The findings showed that overall
intelligence score predicted total score on the capacity
assessment.

In general, therefore, there seems to be positive relationship

between 1Q and capacity to give consent.

Informed consent to healthcare interventions in people with learning disabilities

Verbal ability

Several researchers have investigated the link between verbal
ability and ability to consent, but not all measured verbal
ability as a distinct variable.

In the two studies by Arscott et al. (1998, 1999), consent to
research and treatment respectively were investigated. In the
first study, people with higher receptive language scores were
more likely to score better on the Ability to Consent
Questionnaire (ACQ) (P < 0-01). In the second study with
the same 40 participants and using the same instruments, all
responses were statistically significantly correlated with
verbal ability. Independent #-tests to assess whether the
influence of verbal ability varied according to the vignette
showed a statistically significant difference (P < 0:05) in
verbal ability across all vignettes between those able and
unable to consent.

Wong et al. (2000), although investigating the capacity of
people with a range of ‘mental disability’ to make a
healthcare decision, did not measure verbal ability in isola-
tion. Learning disability was assessed using verbal IQ from
the Vocabulary, Comprehension and Similarities subtests of
the WAIS-R, and Digit Span subtests were used to measure
short-term memory retention. Their results, using a staged
assessment of decision-making capacity, with each successive
stage being less verbally demanding, showed that capacity
improved as the decision-making task (and the way the
information was presented) was simplified.

Dye et al. (2007) adapted the ACQ from Arscott et al.
(1998, 1999) for their study of consent to take part in a
research study and the British Picture Vocabulary Scale was
used to assess receptive vocabulary. The aim was not only to
assess the capacity of people to give informed consent, but
also to assess the impact of different ways of presenting the
consent information. Eighty-five participants were recruited
and ACQ scores were found to be significantly correlated
with verbal ability (Pearson’s correlation coefficient = 0-510,
P < 0:01).

In summary, therefore, studies show that capacity is
reduced with lower verbal ability.

Memory

As well as verbal ability, memory (particularly short-term)
has been found to influence ability to consent. Arscott et al.
(1999) used the route recall and story recall memory items
from the Rivermead Behavioural Memory Test for Children
(RBMT-C) to assess memory and verbal ability when study-
ing ability to consent to treatment. Memory ability was found
to be correlated with understanding the treatment, the
alternatives and the impact of choices; understanding

the risks and benefits, rights and options available; and with

© 2008 The Authors. Journal compilation © 2008 Blackwell Publishing Ltd 559



L. Goldsmith et al.

the ability to indicate a choice. Memory ability was not
correlated with understanding the nature of the problem,
however.

The RBMT-C was also used by Dye er al. (2007) when
assessing capacity to take part in a research study, following
the method used by Arscott et al. (1999). The findings were
comparable but, unexpectedly, did not show that capacity to
consent increased with reduced demand on memory (pre-
senting information in ‘chunks’ or with photographs).

Thus, in general, verbal ability has a positive influence on
ability to consent.

Discussion

Strengths and limitations of the review

Although it has been possible to identify useful findings from
this review, there are important limitations, especially when
applying these findings to clinical practice. Although the
studies involved people with LD (in some cases together
with comparison groups or other ‘mental disability’ groups),
the focus of the research varied, together with the detailed
methods used. Some researchers investigated consent to
research; others consent to treatment or (indirectly) consent
to taking medication, while some used hypothetical vignettes
and some ‘real life’ situations. Regardless of the method
used, participants’ life experiences might influence their
responses and confound the results. Even reports containing
details of participants’ residential status, for example, did
not link this factor to the findings. Samples in each study
differ in characteristics such as residential status, employ-
ment status and health experience; thus, unless these are
taken into account, it is difficult to ensure that they have not
influenced the findings. Samples were recruited differently,
using different criteria. Studies using comparison groups
have provided useful evidence, although the fact that
‘comparison’ participants may have greater experience of
decision-making and also of health treatments may have
skewed the results.

One of the possible limitations of this review is the
bibliographical databases used. Having taken the advice of a
specialist librarian, seven databases were used to retrieve
suitable papers. Ancestry searches from these papers were
carried out, yielding further material. The duplication
between databases suggests that coverage was comprehen-
sive. Due to the relatively small number of papers found,
none were excluded on the grounds of quality and this may
have introduced bias. However, conducting the quality
appraisal was a useful way of gaining in-depth understanding

of the papers.

Another limitation is the fact that some of the papers
contained little or no information on the ethical issues
concerned in obtaining consent for the study. As mentioned,
recruitment sometimes involved access via ‘gatekeepers’ or
assent was obtained rather than informed consent. These
factors may have led to less valid findings.

It is also important to note that research carried out on
informed consent from people with LD in different contexts,
such as financial decision-making (Suto et al. 2005), may
inform practice in the health sector. Furthermore, some of the
issues identified, such as ability to understand explanations,
are not specific to people with LD.

Despite this broad range of studies identified, it was

possible to identify some key common themes.

Functional approach to assessing capacity

The current emphasis, both in England and Wales and the
USA, on a functional approach to assessing capacity in people
with LD is illustrated by several studies (Arscott et al. 1998,
Arscott et al. 1999, Cea & Fisher 2003, Fisher et al. 2006,
Morris et al. 1993, Wong et al. 2000). This approach was
shown to be appropriate in the study involving patients with
mental illness or dementia alongside those with LD (Wong
et al. 2000) because some participants in each group were
assessed as able to consent. Wong et al. considered that this
should lead to a rejection of the ‘status’ approach, in which a
judgement about capacity is based on diagnosis. Including
comparison groups (Morris et al. 1993, Wong et al. 2000,
Cea & Fisher 2003, Fisher et al. 2006) when considering
ability to consent also produced evidence to support the
functional approach to capacity, showing that as the cogni-
tive demands of the decision increased, capacity decreased;
this was also the case for people without LD. This establishes
a ‘hierarchy’ of complexity which can be used in future
assessments. The conclusion by Wong et al. (2000) reflects
the findings of most of the research in this review, and
summarizes the functional approach to assessment of

capacity:

Consistent with current views, capacity reflected an interaction
between the decision-maker and the demands of the decision-making
task. (p. 295)

Scoring systems for ‘understanding’ appear to have evolved.
The greater flexibility of later methods is useful as the level of
understanding required to indicate capacity may depend on
the balance of risk and benefit of the treatment to be
undertaken.

In the research described, the ability to express a choice
appears to be the easiest functional ability. In practice, this

could be misleading, because ability to express a choice does
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What is already known about this topic

e Consent to treatment lies at the heart of the relationship
between patient and healthcare professional.

e For people with learning disabilities to have equity of
access to health care, they need to be able to give
informed consent to health interventions — or be as-
sessed as incompetent to give consent.

e There should be presumption that an individual has
capacity to give consent unless proved otherwise.

What this paper adds

e The functional approach to assessing mental capacity
should be used for the purpose of obtaining informed
consent.

e Whether or not capacity to consent is achieved may
depend on the effort made to ‘tailor’ the relevant
information to the abilities and needs of the individual
concerned.

e Future research into informed consent in people with
learning disabilities is needed using real life situations

rather than hypothetical vignettes.

not necessarily imply understanding of the factual material
presented or its consequences for the individual.

Professional attitudes to informed consent

Several reports illustrate professional attitudes to consent,
even if not specifically investigating them. There appears in
some cases to be an assumption of incapacity in people with
LD rather than the now universally-accepted assumption of
capacity. These findings suggest that awareness of the legal
requirements for informed consent, and the way healthcare
professionals practise, is not consistent.

The assessment of competence in children in England and
Wales was clarified by the ‘Gillick judgement’ in relation to
parental consent to prescribing contraception for teenagers.
This suggests that children aged under 16 can give consent if
they:

have the legal capacity to consent to medical examination and
treatment, providing they can demonstrate sufficient maturity and
intelligence to understand and appraise the nature and implications
of the proposed treatment, including the risks and alternative courses
of actions. (Wheeler 2006, p. 807)

This should mean, after the passage of the Mental Capacity
Act 2005, that there is no contradiction between giving
consent below and above the age of 16 years in all cases.

Informed consent to healthcare interventions in people with learning disabilities

The new Mental Capacity Act (2005) in England and
Wales seeks to bring together previous case law rulings and
guidelines in an effort to ensure both that people without
capacity are protected and that assessments of capacity are
carried out before making assumptions of incapacity. This
obviously has major training implications for healthcare
professionals, but should lead to better practice and more
people-centred health care for those with LD.

Facilitating informed consent in people with LD

It seems that ‘chunking’ of information, making it less cog-
nitively demanding and tailoring it to the individual con-
cerned and to the decision to be made will improve capacity
to give informed consent. However, findings have been
inconsistent, perhaps because some studies involved consent
to research, while others involved consent to treatment;
previous health experience may have been a confounding

factor in the latter.

Factors influencing ability to consent

All the quantitative research identified has shown evidence
that verbal and memory capacity and general IQ have an
impact on capacity in people with LD, and thus on their
ability to give informed consent However, other factors may
influence these findings: there may have been confounding
factors in their research, and there are potential differences
between vignettes and real life situations, with their accom-
panying features of stress, nervousness and powerlessness.
Previous experience with a proposed treatment and with
decision-making may also have affected findings.

Conclusion

The review findings support the functional approach to
assessing mental capacity for the purpose of obtaining
informed consent. However, as identified above, the com-
plexity and nature of the decision need to be taken into
account. Therefore, whether or not capacity to consent is
achieved may depend on the effort made to ‘tailor’ the
relevant information to the abilities and needs of the
individual concerned. This has implications for clinical
practice, particularly in general practice, where considerable
time constraints exist. Healthcare professionals are obliged to
comply with their country’s legal requirements; in practice,
however, this may cause problems due to the time needed to
maximize the potential for capacity in many people with LD.

Future research into informed consent in people with
learning disability is needed using real life situations which
are more likely to be familiar to the participants than

hypothetical vignettes. Larger samples are needed, preferably
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recruited through multi-centre studies. A mixed method
approach may be useful when assessing the influence of such
factors as residential status, opportunity for decision-making
and health experience. Until these potentially-confounding
factors are included in any analysis, it may not be possible to
move forward in the effort to facilitate a greater level of
informed consent for people with LD.
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