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ABSTRACT

Persons with mental illness (PWMI) are often not afforded the same opportunity to 
make decisions on a par with others in society. Article 12 of the International 
Convention on the Rights of Persons with Disabilities (CRPD) states that persons 
with disabilities should have equal recognition before the law and the right to 
exercise their legal capacity. Exercising legal capacity can mean making decisions 
about employment, medical or psychosocial treatment, property, finances, family, 
and participation in community activities. The aim of this paper is to comprehensively 
review the evidence on supported decision making for PWMI, both in legislation 
and research globally, with a focus on low- and middle-income countries (LMICs). 
Results reveal only a few countries have provisions for supported decision-making 
for PWMI, with a particular shortage of such provisions in legislation in LMICs 
There is also a general paucity of research evidence for supported decision-making, 
with the majority of research focusing on shared decision-making for treatment 
decisions. This review highlights the need for additional research in this area to 
better guide models, which can be utilised in domestic legislation, particularly in 
LMICs, to better implement the ideals of Article 12 of the CRPD. 
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INTRODUCTION

Making decisions is central to a person’s autonomy and the essence of what 
is regarded as personhood, and is a crucial component in enabling an 
individual to have control over their life and engage with society.1 Without 
the ability to make decisions for ourselves, we are seen as non-persons 
before the law and our actions and decisions no longer have any legal 
force.1 In such circumstances, third parties often make decisions on behalf 
of persons who are deemed to lack legal capacity and guardianship is often 
appointed, either informally (i.e., a relative) or formally (i.e., court 
appointed representative). People with disabilities are thus at risk of being 
stripped of their decision-making abilities and rights to self-determination 
by having others take on the authority to make decisions for them.2,3 In 
particular, the presence of a mental illness is often equated with a lack of 
decision-making capacity.2,4-6 Society has historically restricted choice to 
persons with mental illness (PWMI) due to an assumption of incapacity.7 
As a result, institutions “took care” of many choices for PWMI, removing 
autonomy, responsibility, and self direction.7,8 For PWMI, having a sub-
stitute decision-making or guardianship system in place can abolish rights 
to self-determination and take away the opportunity to enter into transactions 
or contracts autonomously. 

The Convention on the Rights of Persons with Disabilities (CRPD) 
came into force in 2008 and has created an impetus for change in disability 
laws (including mental health laws). The CRPD demands a paradigm shift 
in the disability sphere, moving from a substitute decision-making model 
to a supported decision-making model.4-6,9-14 Article 12 has been called the 
core of the CRPD and states that all persons with disabilities (PWD) should 
have equal recognition before the law.14-16 It declares that PWD should have 
both the recognition of their rights, legal capacity and the right to exercise 
this legal capacity.6,17,18 In practical terms, exercising legal capacity means 
making decisions for oneself in all areas of life including medical treatment, 
housing, employment, relationships, finances, children, family planning, 
and property. The CRPD recognizes that there are times when PWD may 
require support in making decisions and that depending on the course of the 
disability or illness, varying levels of support may be needed.6,18 Accessing 
support, regardless of its form, is central to the recognition of being equal 
and full citizens before the law.3 Countries are expected to take measures to 
support PWD to exercise their legal capacity, which are tailor-made to the 
person’s circumstances and preferences; apply for the shortest amount of 
time possible; provide safeguards to prevent abuse; and are regularly 
reviewed by a legal authority.19
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In most countries, mental health legislation does not include provisions 
for PWMI to exercise legal capacity. A number of laws still adopt a 
paternalistic approach with the stated purpose of protecting the individual 
and society from harm.5,20 This protection has been linked to the historical 
view that PWMI are dangerous to others21 or violent,22 leading the state to 
adopt a protective role. Early laws concerned with mental health were often 
penalizing and concerned with taking the individual away from society,21 

frequently prescribing institutionalised treatment and guardianship as the 
solution and as a means of protection.5,6 Fortunately, mental health reform 
in a number of countries has led to new mental health legislation that better 
promotes treatment in the community and inclusion of PWMI in society. 
Despite mental health reform, however, guardianship and substituted 
decision-making systems are still the prevailing norm in many countries 
and jurisdictions for PWMI. 

Terminology used to describe decision-making capacity as it relates to 
mental illness differs substantially across jurisdictions, countries and even 
between disciplines of law and health. Decisions can be made in a number 
of ways in both law and health. Decisions can be made autonomously or by 
electing powers of attorney or writing advance directives, or by having 
court-appointed mentors or legal representatives or by having other 
supports (e.g., information aids, decision aids, peer support) or by having a 
substitute decision-maker. For the purposes of this review, we consider 
guardianship as a form of substituted decision-making where a decision 
maker is appointed to make decisions on behalf of a person believed to lack 
mental capacity.6 Guardianship can vary in its levels of decision-making 
power; for example, guardianship can be limited, partial or full (also known 
as plenary). While limited and partial guardianship are not ideal for 
realising legal capacity and autonomy, they allow an individual to retain 
some decision-making abilities in other areas of life, thus these levels of 
guardianship are preferred over full guardianship.6

The concepts of mental and legal capacity differ and hold different 
meanings. Legal capacity can be viewed as a person’s capacity to have 
rights and exercise these rights without discrimination.3,15,23 In contrast, 
mental capacity can be seen as the ability to understand incoming inform-
ation, considering the harms and benefits of making or abstaining from a 
decision, and the ability to communicate the decision to others.23,24 The 
correlation between the two definitions is that the cognitive requirements for 
mental capacity are also needed to exercise legal capacity.23 Frequently, 
health or law professionals decide on both legal and mental capacity and it 
is often established prior to involvement from the legal system.24 However, 
even an individual unable to go through this decision-making process should 
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still have the right to retain full legal capacity, instead accessing support 
where necessary to be able to reach the same decision auto nomously.23

Research on decision-making for PWMI has been largely restricted to 
the medical domain, focusing primarily on treatment decisions. There is 
limited research outside this sphere, which test or evaluate supported 
decision-making models and assess legal outcomes as related to mental 
illness. Research has predominantly focused on shared decision-making. 
Shared decision-making has not been precisely defined in the literature,25,26 

although it has been extensively researched27-34 (for review see26,34-41). In an 
attempt to clarify the concept of shared decision-making, Makoul and 
colleagues42 posited that for a decision to be shared, it must involve at least 
two participants, have shared information and the decision must be made 
and agreed upon by all parties. Montori and colleagues43 subsequently 
added to this conceptual definition of shared decision-making by stating 
(specific to decision making in health care) that a decision is only shared if 
there is an ongoing partnership and collaboration between the health care 
worker and patient. Adams and colleagues44 emphasise the patient par-
ticipation angle of shared decision-making, highlighting that patients 
should have accessible information, enabling them to participate in an 
active and meaningful way. 

Shared decision-making enables an individual to exercise partial auto-
nomy over decisions and has been positioned as an intermediate option 
between paternalistic models and informed choice models35 and has been 
associated with improvements in patient satisfaction, treatment adherence, 
and improved health outcomes (e.g., reduction of severity of symp-
toms).34,45-48 Conversely, supported decision-making is broader, and can 
consist of organisations, networks, provisions or agreements with the aim 
of supporting and assisting an individual with a mental illness to make and 
communicate decisions.6,23 In supported decision-making, the individual is 
always the primary decision maker, but it is acknowledged that autonomy 
can be communicated in a number of ways, thus provision of support in 
different forms and intervals can assist in the expression of autonomous 
decisions. Supported decision-making enables the individual to retain legal 
capacity regardless of the level of support needed.3 Forms of supported 
decision-making can therefore include advance directives, enduring powers 
of attorney, health care proxies, arrangements for financial decisions (e.g., 
payee regimes, banking systems), nominated representatives, and/or 
personal ombudsmen. These forms of support are more formal and offer 
less autonomy to PWMI on the support spectrum than less formal forms of 
support.6 Less formal but equally important forms of support can consist of 
support networks of family and friends and peer support. 
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Research has extensively focused on advance directives which are 
defined as a supportive tool that specify a person’s wishes and preferences 
for treatment decisions for the future when he or she loses decision-making 
capacity.49-51 In advance directives, the wishes of the client are expressed 
and based only on circumstances wherein the client loses decision-making 
capacity.49,51 Advance directives, while a valid support tool and a form of 
supported decision-making, offer less autonomy and can transition into a 
form of substituted decision-making depending on the authority of the 
other person involved in the decision-making process. Furthermore, these 
tools are often not offered to persons with severe mental illness as they are 
seen by professionals to lack capacity.3 

Despite the CRPD’s exhortation for supported decision-making, there 
has been resistance, primarily due to the assumption that PWMI are unable 
to make the right decision and are not aware of their best interests. This is 
based on the “outcomes” approach to legal capacity, which infers one’s 
capacity from the outcomes of decisions they make. This means that there 
are “right” and “wrong” decisions, and someone only has capacity if they 
can demonstrate that they can make “right” or reasonable decisions.2 The 
bias in this approach lies in the fact that it assumes PWMI must make 
“right” and reasonable decisions to be considered to have capacity, and it 
does not afford PWMI the right to make mistakes or wrong decisions (and 
to subsequently learn from experience) like others in society.2 Furthermore, 
persons without disabilities also solicit advice from family and professionals 
prior to making a decision—particularly health care decisions. In this 
sense, the concept of supported decision-making for people with disabilities 
only re-emphasises the norm of seeking advice and input when making an 
important decision. 

As no countries have fully implemented Article 12 of the CRPD,1,52 

there is a need to review what progress has been made to date, particularly 
in low- and middle-income countries (LMICs) where constrained resources 
required to shift legal and social sectors to a model of supported decision-
making may be problematic. Reviewing the evidence and legislation will 
assist in guiding the research findings, delineate crucial areas for future 
research, and draw on the efficacy of support aids for PWMI within 
legislative frameworks to make the “paradigm shift” of the CRPD a reality 
in practice. Therefore, the aim of this paper is to review the literature on 
supported decision-making processes in light of Article 12 of the CRPD, 
examine best practices in supported decision-making internationally and 
point towards how components of supported decision-making can be 
implemented. 
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METHODS

Study selection

As this review focuses on supported decision-making as it relates to mental 
illness and legal capacity, we review shared decision-making only briefly 
and synthesise the evidence in a way that might inform supported decision-
making models. Studies in decision-making are not always conducted as 
randomized controlled trials (RCTs), and restricting inclusion to a particular 
study design could substantially limit relevant data included in the evidence 
base. We therefore included RCTs, quasi-experimental studies, and 
qualitative studies. We also included grey literature (policy documents, 
legislation, unpublished presentations, reports) for the portion of the review 
identifying legislation for supported decision-making. We included all 
studies as long as at least 50 percent of the sample population had a mental 
illness and the intervention or research aim focused on decision-making for 
this population. We excluded studies if they focused on support tools which 
were not fully defined to be “supportive” (i.e., advance directives, nominated 
representatives, powers of attorney, health care proxies); populations with 
mental retardation, intellectual disabilities, Alzheimer’s, dementia or cog-
nitive impairment, or focused on patients with health conditions other than 
mental health problems. There were no language restrictions for this review. 
Outcomes of interest for this review included patient satisfaction, health 
care outcomes (e.g., hospitalization rates post-intervention, severity of 
symptoms, medication adherence), effective supported decision-making 
models, legislation including provisions on supported decision-making (for 
grey literature). Relevant settings for the review of the research literature 
were community, primary, secondary, tertiary health care and social care 
settings (including inpatient psychiatric facilities).

Search Strategy

In order to maximize the number of possible retrieved studies from the 
searches, we conducted searches incorporating a number of terms related to 
decision-making for PWMI. All search terms were combined with AND 
“mental health” OR “mental illness”. We conducted the search using the 
following terms: “assisted decision-making,” “shared decision-making”, 
“facilitated decision-making” and “supported decision-making.” We broad-
ened these search terms as we recognized that searching only for shared 
decision-making would focus primarily on medical treatment decisions, 
and although relevant, we wanted to additionally include articles focusing 
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on other circumstances beyond medical decisions. For the legislative 
component of the review, we reviewed laws from any country regardless of 
its income level, as long as it incorporated provisions for supported 
decision-making for PWMI or included alternatives to guardianship and 
substituted decision-making systems. We searched in the following data-
bases: PubMed, MEDLINE, PsycINFO, and Cochrane Library. References 
were searched from 1950 up until 2012. We also searched through reference 
lists of included studies to identify any additional references for potential 
inclusion that our searches might have missed. These additional references 
were searched in Google Scholar. 

Data collection

From each study, we extracted the study design, setting, participant 
information, interventions (where appropriate), results, and limitations of 
the study. Both authors looked through the reference lists of included 
studies to identify any additional references that may have been missed by 
the searches. If relevant for inclusion, we obtained the abstract from the 
reference, and if relevant, obtained the full-text of the reference for review.

Results

Our initial search yielded 8,041 references in total. Of these, we assessed 
those based on titles and abstracts, which yielded 511 potentially relevant 
studies, of which we obtained the full-text. After applying our inclusion 
criteria, we included 26 studies (13 studies for the research review and 12 
for the legislation review). From the reference lists of the included studies, 
we identified an additional 134 potentially relevant studies, of which 30 
were included in both the legislative and research review. A flow chart of 
the sifting strategy is shown in Figure 1. Common reasons for exclusion of 
studies include: the intervention was beyond the scope of this review (e.g., 
end-of life decision-making interventions, decision-making interventions 
aimed at physical health problems like diabetes or cancer); topic of paper 
focused on legislation outside of decision-making and legal capacity (e.g., 
on treatment orders or discharge from treatment); the population of focus 
in the paper was beyond the scope of this review (e.g., focused on patients 
with Alzheimer’s or dementia or mental retardation). In total, we reviewed 
25 research studies and 30 papers providing information on legislation in 
16 countries.
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Fig. 1. Flow chart of study selection.

LEGISLATION REVIEW

A number of countries, all upper middle- or high-income, include provisions 
for supported decision-making in national legislation (see Table 1). One 
result emerging is that advocacy services and/or community organisations 
(e.g., the Canadian Association for Community Living) are influential in 
assisting PWMI in arranging supported decision-making agreements. In 
the United States, there is strong support for psychiatric advance directives 
(PADs) to PWMI in 25 states, however our search did not identify any state 
legislation referring to supported decision-making beyond provisions for 
PADs. In Canada, five provinces (British Columbia, Yukon Territories, 
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Alberta, Saskatchewan, Quebec and Manitoba) have legislation providing 
for varying forms of supported decision-making.6 Canada and Australia, 
although having signed and ratified the CRPD and having provisions for 
varying forms of support for exercising legal capacity, have both entered a 
reservation on Article 12 of the CPRD, interpreting compulsory treatment 
and fully-supported or substituted decision-making as permissible under 
the CRPD, but only as a last resort.53 Scotland’s progressive Mental Health 
Act and the United Kingdom’s Mental Capacity Act have both developed a 
Code of Practice to assist service users and carers on interpreting these 
Acts, which is particularly useful when it comes to outlining decision-
making capabilities.2,5 In 2012, The Czech Republic enacted a new civil 
code introducing supported decision-making and stating that restrictions of 
legal capacity are a last resort.6,54 Germany has also made use of supported 
decision-making agreements in various forms for PWMI.6 The introduction 
of a “friend” or “mentor” appointed by the court has become common in a 
number of European countries, such as Germany, Finland, Sweden and 
Austria. Friends/mentors are appointed to an individual after a capacity 
assessment finds the individual to lack capacity. The friend/mentor has 
authority to make substitute decisions, is expected to elicit the preferences 
of the client, and can also allow for the individual to make autonomous 
decisions in certain areas of life.52This arrangement has been viewed as a 
middle ground between autonomous and substituted decision-making.3

ON THE WAY TO REFORM

Advocacy measures to implement Article 12 of the CRPD are strong, 
though legal reform has yet to take place.52 Guardianship law reform is 
occurring in the Czech Republic, Hungary, France, Ireland, Portugal, 
Slovakia and Slovenia. Several South American countries like Colombia 
also offer either plenary guardianship or assistance to make decisions, 
where the individuals’ decision is taken into account along with a third 
party. The Hungarian Government, after plans in 2009 to abolish plenary 
guardianship and offer supported decision-making as an alternative, 
declined to enact the new reforms in 2010.55,56 Norway and Germany have 
mixed systems, offering both support and substitution decision-making.57 
Sweden has abolished plenary guardianship and offers a system of support 
services in favour of the support paradigm ranging from mentors to trustees 
allocated to support PWD. Mentors can be family members, members of 
the community or professionals who act only with consent of the person 
receiving support. Trustees, however, are similar to guardians but the 
individual retains the right to vote.52,58
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Supported decision-making in high-income countries (HICs)

Few studies have assessed supported decision-making beyond treatment 
decisions, such as how supported decision-making impacts legal capacity 
and other life decisions. One study looked at having choice about housing 
and receiving support to autonomously decide about housing in the 
community. Srebnik et al. found that perceived autonomy to decide about 
housing had a substantial impact on psychological well-being.8 Other 
authors have discussed financial capacity in persons with schizophrenia, 
recommending the use of advance directives to outline preferences and 
processes with regards to financial matters during periods of both capacity 
and incapacity.59 Another study in Australia60 looked at the impact of 
supported decision-making. Results revealed that out of 22 adults, eight 
(36%) wanted to receive support in several areas of their life (e.g., choosing 
services, housing, medical procedures). Social exclusion was identified as a 
barrier to supported decision-making, as three of 22 participants had nobody 
they could nominate in their life as a supporter, though they were keen to 
have support.60,61 Participants believed that an advocate or multi disciplinary 
team would be best to provide support for mental health care decisions, a 
solicitor for legal decisions, and a friend or relative for day-to-day matters. 
Another study conducted by Amnesty International in Ireland62,63 revealed 
that after interviewing eight clients, all were unanimously in favour of 
writing advance directives and expressed strong ideas in favour of supported-
decision making. Participants acknowledged that emotional distress can 
impact decision-making capacity, and capacity can be further reduced by 
social and environmental factors, such as lack of available treatment 
options, lack of trust in an information provider, and inaccessible inform-
ation. The participants also articulated that incapacity as it relates to mental 
illness is a partial rather than a total phenomenon. They stressed that 
assessments of capacity need to take into account how much the individual 
at that particular time is able to contribute to their own decision-making 
rather than making assumptions that they are incapable due to mental illness 
or relying on past episodes to infer current capacity. The findings from 
Australia and Ireland highlight the need for a strengths-based approach in 
accord with a social model of disability to build up the decision-making 
confidence of the individual. 
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Shared decision making in mental health care 

While a number of reviews have assessed shared decision-making we chose 
to review primary studies and not conduct a review of reviews. Despite the 
extensive research on shared decision-making, we were unable to identify 
any studies focusing on shared decision-making interventions in LMICs; 
therefore our review is limited to studies conducted in HICs (Table 2). 

Shared decision-making interventions have shown mixed results. Some 
authors have found that shared decision-making interventions had some 
impact on reducing the severity of substance-related and/or psychiatric 
problems but did not impact quality of life.64,65 Another study found shared 
decision-making to have a significant impact for clients with a mental 
illness even when deciding on secondary decisions like lifestyle behaviours.66 
Mahone (2008) found that participation in shared decision-making was 
associated with better medication adherence rates,65,67 while a recent study 
found that a computerized shared decision-making tool had no impact on 
medication adherence in community outpatient settings.68 

Preferences in decision-making

Common across the majority of the studies is the finding that PWMI 
have a higher desire for treatment decision-making than other groups 
within general medicine.39,69-71 In addition, participants in a number of 
studies declared that they had a clear desire for greater participation in 
decision regarding their psychiatric care compared to the current care they 
were receiving.39,65,67,70 To illustrate, in one study, 82 percent of participants 
preferred a collaborative relationship with their health care provider, 
however only 70 percent experienced this collaboration.65 Interestingly, 
participants articulated a clear idea of how and when to prioritise autonomy 
in decision-making and when to consult or defer the decision to health care 
professionals. One study72 interviewed participants who endorsed a two-
step process of decision-making; first prioritising autonomy and if auto-
nomy was not possible, case managers were consulted to help make a 
decision.. The desired autonomy for decision-making varied by type of 
decision: for example, with medication choices, 77 percent prefer either 
autonomous or shared roles regarding their choices.44 Preferences for 
decision-making also vary when it comes to who patients prefer to make 
health care decisions for them. Participants in one study70 wished for 
collaborative decision-making with health care professionals for medication 
decisions, autonomous decision-making for psychosocial treatment and a 
passive role in decision-making with their general health care providers. 
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Similarly, Stacey and colleagues found that 52 percent of individuals with 
depression preferred to make treatment decisions alone, 38 percent 
collaboratively with the health practitioner, and eight percent wanted the  
practitioner to make the decision.73 In another study, the majority preferred 
to make their treatment decision alone and have an active role in decision-
making, followed by sharing the decision with their health care provider, 
and lastly, very few wanted someone to make a substituted decision on their 
behalf (even if the substitute decision maker was a family member).71,73

More difficult decisions will elicit a need for validation from health care 
professionals, like hospitalisation. Simon et al. found that participants 
noticed decision-making took longer when difficult topics arose and when 
clients were uncertain about the benefits of a decision exceeding the harms 
(e.g., with medication).74 In this particular study, 75 percent of patients 
reported ambivalence towards decision-making, and judged that when 
symptoms became too great, decision-making should be placed in the hands 
of professionals. More difficult personal circumstances of the client (e.g., 
severity of symptoms at the moment, perceived self-competency, experiences 
with health care professionals) also play a role in determining whether a 
client relinquishes decision-making control to the health care professional.75 

One factor potentially influencing results is treatment setting, that is, 
whether participants interviewed in these studies were formal or informal 
patients, outpatients or inpatients. This could influence the results as formal 
or inpatients may feel they have less options and less autonomy to make 
decisions, as well as perceived reduced decisional capacity compared to 
when they voluntarily seek treatment or when receiving care in the 
community. 

The extent to which decision-making will be utilised by patients 
depends on a number of cognitive and affective factors such as individual 
preferences regarding involvement in the decision-making process.45 It is 
not the case that all individuals want to make autonomous decisions, how-
ever the central idea is that all individuals should have access to supported 
decision-making should they need and want it, and all individuals should 
have the opportunity to exercise their legal capacity.2

Barriers to decision-making

Barriers at the individual level

First, not being informed and the perceived feeling of not being supported 
appeared as one barrier in decision-making in mental health care in the 
literature. Stacey and colleagues found that of 94 participants, 67 were 
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uncertain about their decisions regarding medication and treatment, and the 
uncertain group (compared to those displaying more certainty) felt less 
informed, less supported and less clear about how to value the benefits and 
risk of options.73 These participants required guidance in acquiring inform-
ation, clarifying values, and support to reach a decision. Second, some also 
expressed fear about their own level of competency and were reluctant to 
breach the topic of shared decision-making with their health providers 
often relating back to traumatic experiences from the past with health care 
providers. Another study identified that clients felt particularly uncertain 
about decision-making when they were perceived to not be competent due 
to their mental illness.76 Third, cultural factors in help-seeking behaviour 
and decision-making also impact the willingness to share decision-making 
with health care providers. Patel and Bakken found that Hispanics preferred 
more passive decision-making in mental health care compared to non-
Hispanics who preferred a more active decision-making role.71 Fourth, 
social exclusion has also been cited as a barrier to decision-making.60 If 
clients have someone to discuss decisions with (peers, families, community 
members) this often contributes to mobilising a large proportion of support 
needed to reach a decision. 

Lastly, decisional conflict was cited as a barrier leading to increased 
treatment discontinuation and treatment refusal. Supported decision-making 
would contribute to addressing factors that influence decisional conflict 
such as being uninformed, having unclear values, feeling unsupported, and 
having low motivation. Another barrier to a more active role for PWMI in 
treatment decision-making is the fear and anxiety that they are “difficult” 
patients and challenging their health care provider and this will lead to 
reduced access to much needed care.67,77 Psychoeducation, having peer-staff 
listen and inform clients, or providing information prior to consultations 
with health practitioners could alleviating some of this anxiety, fear and 
insecurity when considering participation in mental health care. 

Barriers at the professional level

For health care workers, a number of barriers to employing a shared 
decision-making approach have been mentioned in the literature. In line 
with the patient perception of being perceived as difficult if engaging in 
shared decision-making behaviours, a trial comparing a shared decision-
making intervention and treatment as usual by Hamann and colleagues 
(2011)67 found that even at six months post-intervention, although patients 
in the shared decision-making group had modified their behaviour compared 
to baseline (more motivated, held different attitudes towards participation 
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and decision-making), the treating psychiatrists perceived the shared 
decision-making group to be more difficult to treat (in terms of stress levels 
for the psychiatrist) compared to control group patients. Other barriers 
mentioned have been difficulty in ascertaining how to respond when it 
comes to mental health crises, lack of system support, and additional time 
required for shared decision-making.56,58 Although other studies, have found 
that shared decision-making does not require additional time.78,79 McMullen 
found that physicians she interviewed often did not make used of shared 
decision-making principles, but rather persuaded clients to decide on 
empirically supported treatments which physicians themselves had some 
control over (e.g., therapy in their office, pharmacotherapy as administered 
via their prescription pad).80 Two other studies found that most physicians 
did not try to involve patients in shared decision-making and that physicians 
failed to fully participate in shared decision-making in consultations.81,82

Peer support and support systems

Two RCTs conducted in Germany revealed that shared decision-making 
interventions had a marginal increase in patient satisfaction and demonstrated 
some evidence that shared decision-making also increased doctor facilitation 
of patient involvement in decision-making, and did not increase doctor 
consultation time. Neither of the trials found any positive effect of shared 
decision-making on clinical outcomes, hospital readmission, or patient 
compliance with treatment.78,79,83 A more recent RCT found that an electronic 
decision support system did not increase patient satisfaction, however 
clients became more involved in treatment plans and case managers became 
more aware of clients concerns and needs, potentially facilitating a more 
collaborative and supportive relationship in the future.84 Another study had 
peer-educator led training for people with mental illness, which emphasised 
informed decision-making, wellbeing, and self-management.85 These long-
term training sessions resulted in a greater inclination to engage in self-
advocacy behaviours and these effects continued after six months 
post-intervention as well as across settings and cultures. Advanced directives 
have also been seen as a way to support the client in reaching a decision and 
facilitate collaborative partnership between doctors and patients, particularly 
due to the fact that it takes into account that mental capacity may fluctuate 
over the course of mental illness. Deegan (2010) found that even within a 
short 15-minute consultation, peer support and technology could be utilised 
to enhance psychiatric medication visits and make them more efficient for 
both patients and clinicians.86 The drawback to this system is the cost of 
developing and implementing such a system. 



26 Public Health Reviews, Vol. 34, No 2

Supported decision-making in LMICs

While the literature in HICs is limited, research in LMICs on supported 
decision-making is even sparser. Poor understanding of patient rights, 
limited education, and limited medical and legal resources have been 
reported as reasons for the lack of research.87 An opinion piece on advanced 
directives points towards several implementation barriers in LMICs.50 The 
authors take the view that the service delivery context in a country like India 
make implementation of supported decision-making tools problematic, as 
such tools are designed to be implemented in a more accessible, equitable, 
and organized system.50 Another barrier is the limited resource availability 
for monitoring and evaluating these legislative frame works leading to 
potential abuse of such progressive tools deisgned to aid in decision-making 
and promote autonomy.50 Lastly, limited resources means that dedicated 
legal aid services are scarce, and make implementation of advanced directives 
in an affordable and accessible manner difficult.50 One study countering 
these opinions was the first study on PADs in India which demonstrated that 
persons with a chronic mental illness (even with active symptoms) can make 
use of supportive tools in a resource-poor setting.87 While advance directives 
are not a supportive tool allowing for full autonomous decision-making 
(although it does fall along the spectrum of support in a supported decision-
making framework), this trial is a step in the right direction for shifting to 
more supportive decision-making models in India. 

DISCUSSION

This review aimed to assess progress made in both research and legal 
domains on supported decision-making models for PWMI. PWMI have a 
right, like those without a mental illness, to exercise their legal capacity and 
make decisions in all areas of their lives. The debate surrounding decision-
making, mental illness, and the right to exercise legal capacity brings up a 
number of ethical and legal considerations. Part of the complex debate 
regarding decision-making for PWMI stems from the attribution that 
PWMI lack mental capacity to make decisions. Indeed, there are periods of 
time when PWMI may lose capacity to make decisions. Under these 
circumstances, support measures must be in place to provide all information 
and guidance necessary to support that person to make an autonomous 
decision. Support can take on various forms and be directed towards a 
number of decisions in life, ranging from the mundane to the profound. 
There is inherently an element of risk for people taking decisions about 
their own lives88; however a supported decision-making paradigm requires 
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that choice and risk of making these choices is transparent in order to 
enable fair appraisal of the decision-making process.88

Our findings indicate a disconnect between international conventions 
(CRPD) and domestic legislation. We found very limited evidence on 
supported decision-making, and even less evidence on interventions 
assessing autonomy and decision-making outside treatment decisions. We 
found that the models of decision-making tested in the research arena are 
often very narrow and controlled and do not reflect the dynamic relations 
between health care professionals, legal professionals, clients, and carers 
that occur in practice. The findings from the research, predominantly on 
shared decision-making, indicated that common to the majority of PWMI, 
there is a desire for autonomy in decision-making and support for decisions 
involving complex life issues, particularly when the person is uncertain 
about the pros and cons of the decision, or uncertain about their competence.76

Some health care providers have expressed concerns about managing 
capacity and treatment decisions in crises, additional time, resources and 
infrastructure required, and difficulty in seeing clients as equals; all perceived 
as barriers to collaborating on decisions.56,58 However, supported decision-
making should not be seen as an impediment to accessing care, but rather a 
facilitator of better quality care. Supported decision-making as well as shared 
decision-making for treatment decisions both point towards a model of 
inclusion, wherein if a person has difficulty in expressing and communicating 
his or her wishes, the solution is not coercive and involuntary treatment or 
assignation of guardianship. Instead these methods allow a relationship to 
develop in ways that make it possible for an individual to communicate what 
he or she wants in certain aspects of their lives.52 It is also important to 
recognise that there is no “ideal” for supported decision-making either at the 
professional, state, or national level; but rather a set of components, which, 
depending on the resources, training and cultural values of the country, can 
be utilised to promote legal capacity and autonomous decision-making.

From a legal point of view, countries that have ratified the CRPD have 
a particular impetus to modify or update their mental health legislation in 
light of the Convention, particularly when it comes to provisions enabling 
people to exercise their legal capacity. The CRPD requires mental health 
legislation to be framed in such a way that presumes all PWMI have legal 
capacity until proven otherwise, and even with a lack of decisional capacity, 
they should be offered supports and accommodations to reach an auto-
nomous decision.

The lack of legislative frameworks and research evidence suggest that 
health care professionals, governments, legal systems, and guardians do 
not always make decisions in accordance with the best interests principle.6 
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This provides further impetus to shift from a paternalistic way of viewing 
PWMI to a more inclusive and supportive system embracing decisions 
made by PWMI. There is an expectation from the CRPD that governments 
have a responsibility to change their existing legislation on substitute 
decision-making and supplant it with a more supportive model encouraging 
supported decision-making.89 Policies and programmes should accordingly 
be designed to implement such legislation. This depends on how countries 
interpret Article 12 and interpret support for PWMI. Their interpretations 
and reaction to these interpretations ultimately shape practices and 
legislation.6 It is therefore important that research be conducted to inform 
examples of how Article 12 of the CRPD can be implemented, and 
additionally, governments must liaise with user organisations, peer support 
networks, carers, and the social sector to ensure that support aids are used 
in practice when appropriate.89 From a practical legislation perspective, 
instituting a law-based system of supported decision-making should focus 
on main decisions of legal relevance impacting PWMI, such as finances, 
who they live with, employment, medical decisions, community 
participation and choice of appropriate support services.11 The key for 
legislation is to make provisions which enable support to individuals in a 
way that encourages them to utilise existing support networks and access 
support when they feel it is necessary to reach a decision.11

ADAPTING SUPPORT MODELS TO LMICs

Several countries discussed in this paper, such as the UK, Canada, Sweden 
and Australia, are leading the way towards inclusion of supported decision-
making in their legislation and other countries could look to these examples 
to identify applicable components to their own context and legal systems. 
LMICs particularly need research and applicable models in supported 
decision-making. To illustrate, a review of shared decision-making training 
programs globally found no evidence of programs in LMICs to train health 
professionals in shared decision-making.90 The question remains as to how 
supported decision-making models can be feasible for clinicians and 
clients, and adapted to suit the legal and medical context in LMICs.

The first issue for LMICs is re-conceptualising decision-making capacity 
for PWMI. For example, in a number of African countries, decision-making 
capacity is viewed as an all or nothing phenomenon. This means that PWMI 
when stripped of decision-making powers, lose the ability to make decisions 
in all areas of their lives and rarely have an opportunity for re-assessment of 
capacity to change this status.91 Another issue is the potential for abusing 
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supported decision-making efforts, as a person providing support may use 
their influence over the PWMI in a way that may not be in accordance with 
the best interests of the PWMI.70 In LMICs, there is limited availability of 
monitoring systems in place to pose a safeguard against such abuse, however, 
non-profit organisations could perhaps enlist a guardian monitoring service. 
An additional consideration is, in resource-constrained settings (especially 
in LMICs) how and from whom can support be provided in the absence of 
family and friends? This is particularly the case, in both HICs and LMICs, 
for PWMI who have been institutionalised for a significant period of time in 
psychiatric hospitals and have limited community support. How can 
supported decision-making tools be extended to this population? The 
Australian supported decision-making study found that a number of people 
wanted support in making decisions but did not have the network to do so. 
Gordon discusses how community advocacy organisations have previously 
experimented with the development of support networks for people without 
family and friends who are willing or able to provide support and how the 
organizations can continue to do so. While this is a very positive initiative, 
Gordon expresses concern as to how sustainable it is to expect that non-
profit organizations can handle large incoming caseloads of PWMI requiring 
support.57

The second issue when adapting models from HICs is the limited 
financial resources in LMICs. A personal ombudsman model like in Sweden 
may not be feasible in a LMIC due to the high implementation costs. Family 
support is crucial in LMICs and can provide a unique opportunity when con-
sidering appropriate supported decision-making models. However, despite 
the limited financial resources, there are ways that LMICs can provide 
support for people to exercise their legal capacity. It is plausible that placing 
emphasis on the role of families and support networks in decision-making, 
similar to the UK, could be beneficial in LMICs, both from a cultural and 
financial standpoint. Involving independent advocates, where financially 
feasible (perhaps from voluntary organizations in LMICs) could potentially 
alleviate the barrier of social exclusion that limits support for PWMI who do 
not have a carer or support network. This is an effective model that works in 
the UK.88 It would also be necessary for the legal system or for an independent 
body to monitor this informal support to ensure that the client is making 
autonomous decisions and that their human rights are respected. 

Brayley proposes a model of supported decision-making based on a 
spectrum of increasing or decreasing state intervention and autonomy.57 The 
model “steps up” options for care and intervention offered by the state, 
depending on need. The highest state intervention involves the appointment 
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of a state official as a guardian of last resort, whereas the step with the lowest 
state intervention is autonomous decision-making. Steps in between involve: 
a support team assisting with decision-making; single one-off decisions 
being made by a tribunal (wherein the client retains decision-making power 
for all other matters with the exception of this one-off decision); enduring 
guardianship, which the client sets out prior to losing capacity; guardianship 
by a family or friend with government support or overview. This is similar 
to a sliding scale of support, which would be beneficial in LMICs but also in 
HICs. Offering a number of support mechanisms on a spectrum based on 
need, and based on existing resources of the state or country and which build 
upon the values of the given society would be most effective to accommodate 
diverse needs of people with disabilities. In addition, particularly in LMICs, 
but not exclusively, people turn to informal support networks when they 
realise they need support.11 As a result, peers and social networks can be 
invaluable in providing accommodations and support to those who would 
like to reach a decision while also utilising existing resources in a country 
and when the addition of legal advocates and representatives might be costly, 
particularly in resource-constrained settings. This could entail training 
people on the path to recovery from mental illness in peer-support training 
who can provide support or resources to those who require it to make 
decisions. This would indeed translate action to implementation of Article 
12 of the CRPD by strengthening and extending informal networks rather 
than substituting them with professional legal and medical services.11

There is no single best practice for supporting people with disabilities 
to reach decisions, as systemic factors impact the provisions of these 
accommodations (resources, legal system, implementation of legislative 
frameworks, availability of support networks) as well as individual factors 
(level of need of the individual, accessibility to support networks and 
services, capacity at the time of need). Furthermore, the decision-making 
process in mental illness is complex (largely due to the chronicity and 
course of illness) and dependent on circumstances and context. However, 
certain components from successful models that embody the support 
paradigm, as well as a social model of disability, could be extracted and 
utilised in systems and settings wishing to shift away from a guardianship 
model. It is therefore important that research pinpoints components of 
supported decision-making which facilitate exercising legal capacity but 
which could be used in different countries, and then tailored to reflect the 
context. Research is therefore urgently needed in light of the fact that 
guidelines, policies and international conventions like the CPRD advocate 
for supported decision-making, with little evidence of effect.26
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LIMITATIONS

There are of course limitations of this paper that need to be addressed. 
Perhaps most importantly, the terminology of decision-making is highly 
heterogeneous and loosely defined, impacting the results of our review with 
regards to the numbers of included studies. It is possible we may have 
missed a number of studies due to our search terms. For example, we did 
not look at patient participation in mental health care as a search term, 
which could have yielded some studies focusing on shared decision-
making. Our hand search identified a number of more relevant studies than 
did our database searches, potentially due to the grey literature, which we 
included in the legislative review. In addition, the reviewed literature was 
primarily observational or pilot studies with a small, narrowly focused 
sample size, which is not generalizable to the wider population. 

There is a substantial gap between supported decision-making models 
and actual practice; actual decision-making process rarely fits any of these 
idealised models.80 Similarly, while there is no problem in understanding 
the ideals of Article 12 of the CPRD, truly shifting from substitute decision-
making to a more supportive mode is an entirely different problem.6 
Selection of a decision-making model depends on the circumstances of the 
decision that is being made, the preferences of the clients, other relevant 
parties, and based on available information. An illustrative example is a 
consumer health survey which found that although a large majority of 
respondents did not endorse health care professionals to solely make 
decisions; general practitioners conversely believed that their task was to 
relieve patient anxiety and comply with patient expectations rather than 
involve them in the decision-making process.80 Third, in many settings, to 
provide supported decision-making options for clients, it is necessary that 
there is a paradigm shift to approach disability from a social model,62,63 
involving the assumption that people with disabilities have the capacity to 
make their own decisions.

CONCLUSION

The paucity of research in supported decision-making models for PWMI 
highlights the need for tested models, not only in HICs, but also in LMICs. 
Furthermore, we note that in order for the ability to exercise legal capacity 
to become a lived reality for PWMI, there is a need for more research 
assessing which components of supported decision-making could be used 
in legislation and in practice. A disconnect still exists between national and/



32 Public Health Reviews, Vol. 34, No 2

or state legislation and the CRPD provisions. While a government may be 
in favour of the idea of supported decision-making, their mental health and/
or guardianship legislation is often not conducive to exercising legal 
capacity. It is important that mental health laws be updated to reflect CRPD 
provisions, as mental health legislation can shape, empower, and regulate 
the entire mental health system, including services, policies, and relation-
ships between professionals and end users.5

Acronyms List:
CRPD = The Convention on the Rights of Persons with Disabilities
HICs = high-income countries
LMICs = low- and middle-income countries
PADs = psychiatric advance directives
PWD = persons with disabilities
PWMI = persons with mental illness
RCT = randomized control trial
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