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CHAPTER 5: A RIGHTS BASED REVIEW OF MENTAL HEALTH 

LEGISLATION IN COMMONWEALTH COUNTRIES 
 

Abstract: 

United Nations Convention on the Rights of Persons with Disabilities (CRPD) promotes a 
rights based approach for persons with disabilities including mental illnesses. This paper 
presents a review of current status of Commonwealth member states’ dedicated mental 
health legislations (N=45) in the light of the CRPD. Results reveal that in spite of their 
economic status, legislation in substantial number of Commonwealth countries need 
robust reform to enable persons with mental illness (PWMI) to receive equal recognition 
before the law, equitable rights to mental health care, admission and treatment in least 
restrictive environment, treatment with dignity, and respect for privacy. Most mental 
health laws reviewed treat PWMI as needing protection, rather than as subjects with 
rights. Many Commonwealth countries have ratified the CRPD and are thus bound to 
reform their legislation to implement the provisions of the CRPD in their domestic 
legislation.   

Key words: CRPD, mental health legislation, human rights 

Introduction 

The presence of a progressive mental health law can serve as a blueprint for action in 
mental health and solidify commitment to implementing objectives set out in policy. The 
presence of a well-formulated mental health law also facilitates the protection of the 
human rights of persons with mental illness (PWMI) (Drew et al., 2011). At the global 
level, the United Nations Convention on the Rights of Persons with Disabilities (CRPD), 
which came into force in 2008, serves as a comprehensive and legally binding framework 
for promoting and protecting the rights of PWMI. We reviewed mental health legislation 
in Commonwealth member states to obtain insight as to how mental health legislation in 
these countries comply with the CPRD and adopt a rights based approach. We conclude by 
putting forward several recommendations targeted at key stakeholders, to catalyse the 
mental health legislation reform process. 
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Method 

We used CPRD provisions (Table 1) to enable systematic comparison of country legislation. 
Analysis was restricted to dedicated mental health legislation. Most countries do not have 
‘consolidated’ legislation covering all areas relevant to PWMI, but use a ‘dispersed’ style of 
legislation. Thus, provisions related to issues such as employment, housing, social security 
and so forth are usually not covered in mental health legislation but may be covered in 
other relevant legislation. These ‘dispersed’ provisions are not analysed in this report. We 
also referred to questions from the WHO Checklist on Mental Health Legislation (World 
Health Organization, 2005c) to elaborate on the rights included in the CRPD. Recognising 
that the WHO Checklist antedates the CRPD and may not be compliant with some CRPD 
provisions, we selected and modified questions accordingly. To facilitate analysis and 
comparison, countries were clustered according to the World Bank country classification: 
low-income, lower-middle income, upper-middle income and high-income (World Bank, 
2013).   

Results 

We searched for mental health legislation in 53 of the 54 Commonwealth countries, 
excluding Fiji (currently suspended from the Commonwealth). We were unable to obtain 
mental health legislation from 3 countries (St Lucia, St Kitts & Nevis and St Vincents & the 
Grenadines) and an official English translation for the mental health law of Cyprus. 
Therefore these four countries are not included in the analysis. An extensive online search 
suggests there is no dedicated mental health legislation in four countries, namely: 
Cameroon, Maldives, Mozambique and Rwanda. Mental health legislation from Ontario, 
South Australia and Scotland was taken as representative of legislation from Canada, 
Australia and United Kingdom respectively; these laws are progressive in their respective 
countries and recently enacted, and including multiple laws from these member states 
would skew the analysis. Thus the final sample consisted of legislation from 45 countries.  

Year of enactment of mental health legislation in Commonwealth countries 

Mental health legislation in 20% of countries was enacted before 1960 (before the era of 
psychotropic medicines), and enacted prior to the MI Principles (1991) in 60% of 
countries. Legislation in close to 90% of countries was enacted prior to the CRPD coming 
into force (2008). The oldest legislation enacted in any country (still in force) is from 1902, 
and the most recent, 2012 (Table 2). 
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Table 1. CRPD Articles referred to in analysis 

Article 25: Health  

Article 25 (2) requires States to provide persons with disabilities (PWD) with the same range, quality and 
standard of free and affordable health care and programmes as provided to other persons. 
Article 25 (3) of CRPD requires health professionals to provide care of the same quality to PWD as to others, 
including on the basis of free and informed consent.  
Article 25 should be read together with Article 19 & 26 to fully understand the health related obligations under 
the CRPD.  

Article 19: Living independently and being included in the community  
Article 26 Habilitation and Rehabilitation 
Article 19 (1) requires that PWD should have access to a range of in-home, residential and other community 
support services. Article 26 requires countries to organise, strengthen and extend habilitation and rehabilitation 
services and programmes, particularly in the areas of health.  

Article 12: Equal recognition before the law 
Article 5: Equality and non-discrimination 
Article 13: Access to justice 

Article 12 (1) requires countries to “reaffirm that PWD have the right to recognition everywhere as persons 
before the law”.  

Article 5 (1) also requires countries to recognise that all persons are equal before the law and are entitled 
without any discrimination to the equal protection and equal benefit of the law. This right is also reinforced by 
Article 13 (1) on access to justice which requires countries to “ensure effective access to justice for PWD on an 
equal basis with others, including through the provision of procedural and age- appropriate accommodations, in 
order to facilitate their effective role as direct and indirect participants, including as witnesses, in all legal 
proceedings, including at investigative and other preliminary stages.”  

Article 14: Liberty and security of person 

Article 14 (a) says that PWD should not be deprived of their liberty unlawfully or arbitrarily, and that any 
deprivation of liberty is in conformity with the law, and that the existence of a disability shall in no case justify a 
deprivation of liberty. 

Article 15: Freedom from torture or cruel, inhuman or degrading treatment or punishment 

Article 15 (1) says that no one shall be subjected to torture or to cruel, inhuman or degrading treatment or 
punishment. In particular, no one shall be subjected without his or her free consent to medical or scientific 
experimentation.  

Article 22: Respect for privacy 

Article 22 (b) requires States to protect the privacy of personal, health, and rehabilitation information of PWD on 
an equal basis with others 

Article 27: Work and employment 

Article 27 requires states to ensure that “PWD are..... not held in slavery or in servitude, and are protected, on an 
equal basis with others, ...from forced or compulsory labour.” 

Article 8: Awareness raising 

Article 8 (2) requires State parties to promote positive perceptions and greater social awareness towards PWD 
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Table  2. Year of enactment of mental health legislation 

Year of Enactment Low 
(n=7) 

Low-middle (n=18) Upper-middle (n=10) High  
(n=10) 

Total  
(N=45) 

Pre- 1960 3 (42) 3 (17) 2 (20) 1 (10) 9 (20) 

1961- 1991 2 (28) 10 (56) 3 (30) 3 (30) 18 (40) 

1991-2008 2 (28) 4 (22) 4 (40) 3 (30) 13 (29) 

Post 2008  1 (5) 1 (10) 3 (30) 5 (11) 

Notes: 1. Values are presented as number (n) and percentage (%) 

Ensuring access to care (CPRD Articles 19, 25, 26) 

Only 11% of countries specifically included provisions equating mental health and physical 
health care, with no differences between different country-level groups (Table 3). Only 
one country had specific provisions promoting access to psychotropic medicines. 
However, other countries may have provisions for this in general health laws, beyond the 
scope of this review.  

Table 3. Mental health care on equal basis with physical health care and access to psychotropic medicines 

Criteria Low 
(n=7) 

Low-middle 
(n=18) 

Upper-middle 
(n=10) 

High  
(n=10) 

Total  
(N=45) 

Legislation promotes access to psychotropic 
medicines 0 1(2) 0 0 1 (2) 

Notes: 1. Values are presented as number (n) and percentage (%) 

While 32 countries had provisions for voluntary admission, only 4 (9%) stated that 
voluntary admission/treatment is the preferred alternative (Table 4). Slightly more 
countries (29%) specified that persons voluntarily admitted to a mental health facility can 
only be treated after obtaining informed consent. About half (n=24, 53%) of laws allow 
persons who voluntarily admit themselves to a mental health facility to discharge 
themselves from the facility when they wish (Table 4). Legislation in 12 (27%) of countries 
permit PWMI access to information. In some instances, this does not entail full, but 
limited access to information about their admission.  

Many persons who receive treatment from mental health services either are unaware of 
their rights or are not in a position to ask health care professionals about their rights. A 
provision in legislation that mandates health authorities to inform persons of their rights, 
will help service users exercise their rights. Laws in 13 (29%) countries give PWMI the right 
to be informed of their rights while receiving mental health care.  
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Table 4. Voluntary admission as preferred alternative and informed consent before treatment for voluntary 
admission 

Criteria Low 
(n=7) 

Low-middle 
(n=18) 

Upper-middle 
(n=10) 

High  
(n=10) 

Total  
(N=45) 

(i) Promotion of voluntary admission and 
treatment as preferred alternative 

0 3 (17) 0 1 (10) 4 (9) 

(ii) Obtaining informed consent before treatment 
for voluntary admission 

2 
(29) 

5 (28) 3 (30) 3 (30) 13(29) 

(iii) Right of voluntary admissions to voluntary 
discharge/refusal of treatment 

2 
(29) 

10 (56) 7 (70) 5 (50) 24 
(53) 

(iv) Free and full access to information including 
clinical records 

0 3 (16) 3 (30) 6 (60) 12(27) 

(v) Provision of information on rights 0 3 (17) 5 (50) 5 (50) 13(29) 

Notes: 1. Values are presented as number (n) and percentage (%) 

Community care and de-institutionalisation (CRPD Article 19) 

While laws in 11 countries (24%) had some provisions toward promoting community-
based care (CBC) (for example, the provision of community treatment orders), no 
legislation met all criteria 7 to be considered as promoting community care and 
deinstitutionalisation. Even in laws with some provisions for CBC, the broad thrust of the 
legislation was toward institutional treatment and regulation. It may be argued that CBC 
and de-institutionalisation are matters of health policy; however it is important that 
countries recognise that mental health laws may frequently be a barrier to enacting and 
implementing such policies (Table 5). 

Equal recognition before the law (CRPD Article 12) 

We found that 24 countries (53%) had guardianship provisions; of these, nearly a third 
(n=7) permit limited guardianship, restricted to property matters, while 58% of laws had 
provisions for both limited and plenary guardianship (Table 6). Plenary guardianship 
                                                           
 

7 Criteria: Whether community care promotion and de-institutionalisation was specifically stated as an objective 
of the law; whether there were provisions for community care and treatment as an alternative to institutional 
care; whether there were provisions which would lead to de-institutionalisation (e.g. restricting admission to 
specific situations and short duration, promoting discharge, providing a range of community based services to 
prevent institutionalisation).   
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conflicts with country obligations under Article 12 of the CRPD. In terms of analysing 
procedural issues with guardianship (and whether they comply with Article 13(1) of the 
CRPD), only 3 (13%) of countries had laws with provisions that the person subject of the 
guardianship application has to appear before the Court for examination and be 
represented at the hearing. 

Table 5. Promotion of community care and deinstitutionalization 

Does the legislation promote community care 
and deinstitutionalization? 

Low 
(n=7) 

Low-middle 
(n=18) 

Upper-middle 
(n=10) 

High  
(n=10) 

Total  
(N=45) 

Yes 0 0 0 0 0 

Possibly/Partially 0 3 (20) 2 (20) 6 (60) 11 
(24) 

No 7 
(100) 

15 (80) 8 (80) 4 (40) 34 
(76) 

Notes: 1. Values are presented as number (n) and percentage (%) 

A vast majority of countries did not have any provisions to appeal to a higher court against 
the guardianship order (66%), nor did they provide for regular time-bound review of 
guardianship orders (79%).  

Table 6. Guardianship provisions 

Type of Guardianship 

 

Low 

(n=5) 

Low-middle 

(n=10) 

Upper-middle 

(n=6) 

High 

(n=3) 

Total 

(N=24) 

Plenary only 1 (20) 0 1 (17) 1 (33) 3 (13) 

Both (plenary & limited) 3 (60) 7 (70) 3 (50) 1 (33) 14 (58) 

Limited only 1 (20) 3 (30) 2 (33) 1 (33) 7 (29) 

 
Does the mental health legislation have the following provisions? 

Representation provision 0 2 (20) 1 (17) 0 3 (13) 

Appeal provision 1 (20) 3 (30) 3 (50) 1 (33) 8 (34) 

Review provision 0 3 (30) 1 (17) 1 (33) 5 (21) 
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Liberty (CRPD Article 14) 

Currently, all Commonwealth country laws allow involuntary admission and treatment for 
PWMI. Laws in only 53% of countries mandates that the mental disorder should be of a 
specified severity to allow involuntary admission; in remaining countries, such a 
requirement is not necessary for involuntary admission. While 69% of laws allow 
involuntary admission only if there is a serious risk of harm to self or others and/or 
substantial likelihood of serious deterioration in the patient’s condition if treatment is 
provided, 31% allow involuntary admission only if for a therapeutic purpose. 60% of laws 
require certification by two accredited mental health practitioners for involuntary 
admission. About 80% of laws do not apply the principle of ‘least restrictive alternative’ 8to 
involuntary admission. Only 51% of laws require the person to be discharged as soon as 
they do not meet criteria for involuntary admission (Table 7).  

Table 7. Criteria for involuntary admission 

Criteria Low 
(n=7) 

Low-
middle 
(n=18) 

Upper-
middle 
(n=10) 

High  
(n=10) 

Total  
(N=45) 

(i) The law states that involuntary admission may only be 
allowed if there is evidence of mental disorder of 
specified severity? 

3  
(43) 

9  (50) 7  (70) 5  (50) 24 
(53) 

(ii) The law states that involuntary admission may only be 
allowed if there is serious likelihood of harm to self or 
others and/or substantial likelihood of serious 
deterioration in the patient’s condition if treatment is not 
given? 

4  
(57) 

11 (61) 7  (70) 9  (90) 
31 
(69) 

(iii) The law states that involuntary admission may only be 
allowed if admission is for a therapeutic purpose. 

0 6  (33) 4  (40) 4  (40) 
14 
(31) 

(iv) The law states that two accredited mental health care 
practitioners must certify that the criteria for involuntary 
admission have been met? 

4  
(40) 

10 (56) 5  (50) 8  (80) 
27 
(60) 

(v)  The principle of the least restrictive environment is 
applied to involuntary admissions. 

0 4  (22) 1  (10) 4  (40) 9  (20) 

(vi) The law specifies that patients must be discharged 
from involuntary admission as soon as they no longer fulfil 
the criteria for involuntary admission. 

3  
(43) 

8  (44) 5  (50) 7  (70) 
23 
(51) 

Notes: 1. Values are presented as number (n) and percentage (%) 

                                                           
 

8 Providing treatment in settings and in a manner which is the least intrusive while meeting treatment needs 
(World Health Organization, 2005)  
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Freedom from cruel, inhuman and degrading treatment and punishment (CRPD Article 16) 

Prohibition on psychosurgery and irreversible treatments on persons being treated 
involuntarily is absent in 42 (93%) of laws. Only 11(24%) specify informed consent should 
be obtained when using electroconvulsive therapy (ECT). No country legislation specifically 
bans the use of unmodified ECT or the use of ECT in minors. Informed consent of PWMI 
for participating in clinical and experimental research is specifically mandated in mental 
health legislation in only 5 (11%) countries (Table 8).  

Table 8. Freedom from cruel, inhuman and degrading treatment and punishment 

Criteria Low 
(n=7) 

Low-middle 
(n=18) 

Upper-
middle 
(n=10) 

High  
(n=10) 

Total  
(N=45) 

Psychosurgery and other irreversible treatments 
are outlawed on persons being treated involuntary 

0 1 (6) 1 (10) 1 (10) 3 (7) 

The law specifies the need for informed consent 
when using ECT 

0 3 (17) 4 (40) 4 (40) 11 (24) 

The law prohibits the use of unmodified ECT 0 0 0 0 0 

No prohibition of ECT in minors 7 
(16) 

18 (40) 10 (22) 
10 
(22) 

45 
(100) 

Informed consent for participation in clinical or 
experimental research 

0 2 (11) 2 (20) 1 (10) 5 (11) 

Notes: 1. Values are presented as number (n) and percentage (%) 

Respect for Privacy (CRPD Article 22) 

Nine countries (20%) have provisions for protecting confidentiality, where 8 (18%) provide 
privacy provisions for PWMI, and 7 (16%) have penalties for contravening confidentiality 
of PWMI (Table 9).  

Awareness Raising (CRPD Article 8)  

When analysing the use of stigmatising language in mental health laws, surprisingly, the 
word “Lunatic” is used in laws in 12 countries, “Insane” in 11 countries, “Idiot” in 10 
countries, “Imbecile” 2 in countries, and “Mentally defective” in 2 countries. Overall, 21 
(47%) laws use one of the above terms. 
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Table 9. Respect for Privacy 

Criteria Low 
(n=7) 

Low-
middle 
(n=18) 

Upper-
middle 
(n=10) 

High  
(n=10) 

Total  
(N=45) 

Right to confidentiality is included in mental 
health legislation 

0 3   (17) 3   (30) 3   (30) 9    (20) 

For people who contravene confidentiality, 
sanctions and penalties are there in mental 
health legislation. 

0 2   (11) 2   (20) 3   (30) 7    (16) 

Mental heath law insists on the privacy of 
PWMI 

0 3   (17) 2   (20) 3   (30) 8    (18) 

Notes: 1. Values are presented as number (n) and percentage (%) 

Discussion 

Currently, there is substantial encouragement from regional, national and international 
actors to reform mental health legislation, encouraging a shift from models of 
guardianship, institutionalisation, and protectionism to models of supported decision-
making, community-based care, and promotion of human rights. Our review indicates that 
mental health legislation in many Commonwealth countries is out-dated and does not 
fulfil international human rights obligations towards PWMI, and is noncompliant with the 
CRPD. Our review also indicates a number of instances where law reinforces stigma, 
discrimination and protectionism. Most mental health laws reviewed treat PWMI as 
needing protection, rather than as subjects with rights. Consequently, mental health 
legislation is likely to lead to violation rather than protection of rights. In many countries, 
mental health legislation is based on an out-dated understanding of mental illness, ignores 
advances in the care and treatment of mental illness and denies the capacity of PWMI to 
manage their lives. Many laws do not address the issue of (lack of) access to mental health 
care; in particular, making care and treatment easily available, provided in a manner 
enhancing the capacities of individuals and enabling individuals to live and participate in 
their communities. 

We found that laws in many countries have not undergone legislative reform for decades 
and in many instances predate modern psychiatric treatment.  Another surprising finding 
was only half the laws allowed persons to discharge themselves after voluntary admission. 
We also found that substantive and procedural provisions related to guardianship in 
mental health laws are particularly prevalent in Commonwealth countries and need 
introduction of provisions for supported decision-making. Furthermore, no law met all 
criteria to demonstrate community care and deinstitutionalisation, despite the global push 
for this transition. However, community care should not be seen as a cure-all solution, as 
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human rights violations can occur in the community as well as in institutionalised care. 
Finally, we found that language of mental health laws in many instances adds to negative 
perceptions and further stigmatization of PWMI. 

Countries reforming mental health legislation should involve service users and families in 
the reform and consultation process, and draw on best practices from other countries, 
adapting strategies to suit their legislative context. Countries can refer to a number of 
available models for reforming guardianship provisions, such as those emerging from 
Canada and Australia on supported decision-making, that use gradients of decision-making 
tailored to suit a country’s context and resource availability. However, there are a number 
of roadblocks on the path to mental health legislation reform that need to be tackled: 
securing government buy-in that reform is necessary, shifting attitudinal barriers (of 
health professionals, policymakers and society), and ensuring different types of knowledge 
from a number of stakeholders are incorporated into the reform process.  

Our review has a number of limitations. First, we did not look at subsidiary legislation, 
namely rules and regulations, which may have important provisions on rights protection. 
Second, we did not explore related legislation (e.g. general health and disability laws) that 
may contain important provisions on protecting rights of PWMI.  Third, we did not look at 
civil, political, or economic laws, or at social and cultural rights for PWMI. The ongoing 
mental health law reform process in many Commonwealth countries may address some of 
the shortcomings identified in this review. In countries where the reform process has 
progressed substantially, draft mental health bills are often available in the public domain. 
However, we did not look at these as they are working drafts and it is difficult to predict 
provisions in the final legislation. It is also important to highlight that legal provisions may 
not necessarily reflect actual practice. In many countries, while there may be progressive 
legislation on the statute, professionals and others continue with customary practices and 
legislation is largely ignored.  

Despite the limitations, this review provides an overall picture of the current status of 
mental health legislation in Commonwealth countries, and point to areas needing reform. 
Future work should thoroughly review legislation to address all civil, political, economic, 
social and cultural rights of PWMI. 
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CHAPTER 6: SUPPORTED DECISION-MAKING FOR PERSONS 

WITH MENTAL ILLNESS:  A REVIEW 
 

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.  

Keywords: supported decision-making; mental illness; human rights; CRPD; legal capacity 

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 (Commission for Human Rights Council of Europe, 2012). 
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 (Commission for 
Human Rights Council of Europe, 2012). 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 (Bach, 2007; Dhanda, 2006). In particular, the presence of a 
mental illness is often equated with a lack of decision-making capacity (Dhanda, 2006; 
Dinerstein, 2012; Lawson, 2007; McSherry, 2009). Society has historically restricted choice 
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to persons with mental illness (PWMI) due to an assumption of incapacity.(Rose & Black, 
1985; Srebnik, Livingston, Gordon, & King, 1995) As a result, institutions “took care” of 
many choices for people with mental illness, removing autonomy, responsibility, and self 
direction (Srebnik et al., 1995). For PWMI, having a substitute 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 (Bach, Kerzner, & Law 
Commission of Ontario, 2010; Dinerstein, 2012; Inclusion Europe, n.d.; Inclusion 
International, 2008; Lawson, 2007; McSherry, 2009; Minkowitz, 2012; United Nations, 
2006). 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 (Quinn, 2010; United 
Nations, 2006).  It declares that PWD should have both the recognition of their rights, legal 
capacity and the right to exercise this legal capacity (Dinerstein, 2012; Theytaz-Bergman & 
Tromel, 2010) 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 
(McSherry, 2009; Office of the United Nations High Commission for Human Rights, 2005). 
Accessing support, regardless of its form, is central to the recognition of being equal and 
full citizens before the law (M. Bach, 2007). 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 (Fennell & 
Khaliq, 2011). 

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(McSherry, 2009). This 
protection has been linked to the historical view that PWMI are dangerous to others 
(Goins, Good, & Harley, 2009) or violent (Wahl, 2012), 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 (Goins et al., 2009)  frequently 
prescribing institutionalised treatment and guardianship as the solution and as a means of 
protection (Dinerstein, 2012; McSherry, 2009). Fortunately, mental health reform in a 



 75

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 
(Dinerstein, 2012). 

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 (Bach, 2007; Bach et al., 2010; Quinn, 2010). In contrast, mental 
capacity can be seen as the ability to understand incoming information, considering the 
harms and benefits of making or abstaining from a decision, and the ability to 
communicate the decision to others (Bach et al., 2010; World Health Organization, 2005c). 
The correlation between the two definitions is that the cognitive requirements for mental 
capacity are also needed to exercise legal capacity (Bach et al., 2010). Frequently, health 
or law professionals decide on both legal and mental capacity and it is often established 
prior to involvement from the legal system (World Health Organization, 2005c). However, 
even an individual unable to go through this decision-making process should still have the 
right to retain full legal capacity, instead accessing support where necessary to be able to 
reach the same decision autonomously (Bach et al., 2010). 

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 (Duncan, Best, & 
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Hagen, 2010) although it has been extensively researched (Charles, Gafni, & Whelan, 
1997, 1999; Coulter, 1997; Elwyn, Edwards, Gwyn, & Grol, 1999; Glyn Elwyn, Légaré, van 
der Weijden, Edwards, & May, 2008; Towle & Godolphin, 1999; Trevena & Barratt, 2003; 
Wills & Holmes-Rovner, 2006) (for review see (Adams & Drake, 2006; Deegan & Drake, 
2006; Duncan et al., 2010; Joosten et al., 2008; Mistler & Drake, 2008; Mueser, 2002; 
Noble & Douglas, 2004; Patel, Bakken, & Ruland, 2008; Wills & Holmes-Rovner, 2006). In 
an attempt to clarify the concept of shared decision-making, Makoul and colleagues 
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.(Makoul & Clayman, 2006) Montori and colleagues 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 (Montori, Gafni, & Charles, 
2006). Adams and colleagues emphasise the patient participation angle of shared 
decision-making, highlighting that patients should have accessible information, enabling 
them to participate in an active and meaningful way (Adams, Drake, & Wolford, 2007). 

Shared decision-making enables an individual to exercise partial autonomy over decisions 
and has been positioned as an intermediate option between paternalistic models and 
informed choice models and has been associated with improvements in patient 
satisfaction, treatment adherence, and improved health outcomes (e.g., reduction of 
severity of symptoms) (Cooper, 2006; Malm, Ivarsson, Allebeck, & Falloon, 2003; Raue et 
al., 2010; Raue, Schulberg, Heo, Klimstra, & Bruce, 2009; Wills & Holmes-Rovner, 2006). 
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 (Michael Bach et al., 2010; 
Dinerstein, 2012). 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 (Bach, 2007). 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 (Dinerstein, 2012). 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 (Campbell & Kisely, 2009; Sarin, Murthy, & 
Chatterjee, 2012). In advance directives, the wishes of the client are expressed and based 
only on circumstances wherein the client loses decision-making capacity (Campbell & 
Kisely, 2009). 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 (Bach, 2007).  

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 (Dhanda, 2006). 
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 (Dhanda, 2006). 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 (Commission for Human 
Rights Council of Europe, 2012; Minkowitz, 2012), 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 cognitive 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 
broadened 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 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 databases: PubMed, MEDLINE, 
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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. 

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, 
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five provinces (British Columbia, Yukon Territories, Alberta, Saskatchewan, Quebec and 
Manitoba) have legislation providing for varying forms of supported decision-making 
(Dinerstein, 2012). 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 

          

Figure 1. Flow chart of study selection. 

Records identified through 
database searching (N = 
8041) 
PubMed (hits:14,181; filters 
applied 7,270) 
PsycInfo (hits:588) 
Cochrane Library (hits:523) 

Records after duplicates 
removed (N = 5,244) 

References included (N=26) 
Research review (N= 13) 
Legislation review (N= 12) 

Records screened full-text 
(N=511) 

Records excluded (N=485) References excluded (N=104) 

References included (N= 30)   
Research review (N=12) 
Legislation review (N=18).  

Total included studies: N=55 (N=25 research review; N=30 legislation 
review) 

Records identified through 
other sources (N=134) 
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resort (Weller, 2010a). 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 (Dhanda, 2006; McSherry, 2009). 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 (Dinerstein, 2012; Mental Disability Advocacy 
Center, 2007a).  Germany has also made use of supported decision-making agreements in 
various forms for PWMI (Dinerstein, 2012). 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 
(Minkowitz, 2012).This arrangement has been viewed as a middle ground between 
autonomous and substituted decision-making (Bach, 2007). 

On the way to reform 

Advocacy measures to implement Article 12 of the CRPD are strong, though legal reform 
has yet to take place (Minkowitz, 2012). 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 (Mental Disability Advocacy Center, 2009, 2010). Norway and Germany have mixed 
systems, offering both support and substitution decision-making (Blankman, 1997). 
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 (Mental Disability Advocacy Center, 
2012) 

Research review 

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 
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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 (Srebnik et al., 
1995). 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 (Marson, 
Savage, & Phillips, 2006). Another study in Australia looked at the impact of supported 
decision-making for clients (Office of the Public Advocate, 2012). 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 (Office of the 
Public Advocate, 2012). Participants believed that an advocate or multidisciplinary 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 Ireland 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 (Amnesty International, 2009; McDaid & Delaney, 2011). 
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 
information. 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.   

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.  
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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 
(Joosten, de Jong, de Weert-van Oene, Sensky, & van der Staak, 2009; Mahone, 2008). 
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 
(Hamera, Pallikkathayil, Baker, & White, 2010). Mahone (2008) found that participation in 
shared decision-making was associated with better medication adherence rates (Mahone, 
2008) while a recent study found that a computerized shared decision-making tool had no 
impact on medication adherence in community outpatient settings (Stein et al., 2013).  

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 (Adams & 
Drake, 2006; Johannes Hamann, Cohen, Leucht, Busch, & Kissling, 2005; O’Neal et al., 
2008; S. Patel & Bakken, 2010). 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 (Adams & Drake, 2006; JHamann et 
al., 2011; Mahone, 2008; O’Neal et al., 2008). 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 (Mahone, 2008). 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 study 
interviewed participants who endorsed a two-step process of decision-making; first 
prioritising autonomy and if autonomy was not possible, case managers were consulted to 
help make a decision (Woltmann & Whitley, 2010). 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 (Adams et al., 2007). 
Preferences for decision-making also vary when it comes to who patients prefer to make 
health care decisions for them. Participants in one study 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 (O’Neal et al., 2008). 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 (Stacey et al., 2008). Two studies found that 
individuals 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 
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lastly, very few wanted someone to make a substituted decision on their behalf (even if 
the substitute decision maker was a family member) (Patel & Bakken, 2010; Stacey et al., 
2008). 

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) (Simon, Loh, Wills, & Härter, 2007). 
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 (Campbell, Gately, & Gask, 2007). 

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 (Cooper, 2006). It is not the case that all individuals want to make 
autonomous decisions, however 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 (Dhanda, 2006). 

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 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 (Stacey et al., 2008). These participants required 
guidance in acquiring information, clarifying values, and support to reach a decision. 
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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 (Mahone et al., 
2011). Another study identified that clients felt particularly uncertain about decision-
making when they were perceived to not be competent due to their mental illness 
(Mahone et al., 2011). 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 
(Patel & Bakken, 2010). Fourth, social exclusion has also been cited as a barrier to 
decision-making. 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.  

Table 1. Legislative review 

Country/Region [Income 
Level] 

Provisions/Progress towards Supported Decision-Making  Associated legislation  

Austria [HIC] (Brandstätter, 
n.d.) (International 
Guardianship Network, 
2012) 

 

Guardians appointed either for one reason (e.g., financial 
management) or several fields (limited guardianship) or all fields 
(full guardianship). 

Review of guardianship regime: every 5 years, revoking 
guardianship is possible if no longer needed (e.g., health status 
improves), otherwise guardianship duration is infinite.  

Family friends most likely appointed as guardians. 

In absence of social network, NGOs lawyers, notaries or social 
workers can be appointed.  

An enduring power of attorney (POA) removes the need for 
guardianship when there is a lack of capacity.  

Forms of support offered: Life planning supports; independent 
advocacy; communication and interpretation support; 
representatives; relationship-building supports (groups and 
networks).  

Austrian Civil Law; 
Austrian Guardianship 
Law 

Australia [HIC] (Brayley, 
2009; Quinn, 2011; 
Victorian Law reform 
Commission, 2011; Weller, 
2011; Wolstenholme, 2008) 

 

 

 

Legislation varies by state and territories.  

Usually limited guardianship, plenary guardianship offered, but 
rare; guardianship orders usually time limited (3-5 years) and 
review possible. 

Presence of mental illness associated with whole or partial 
incapacity for managing personal affairs/making decisions. 

Guardians: make least restrictive decisions on behalf of client and 
in best interests. 

Victoria’s Draft Exposure Bill: supported decision-making model 

Victoria’s Mental 
Health Act;  
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 and enables compulsory patients to make own decisions about 
mental health treatment/care. Assumes that PWMI have capacity 
to make decisions unless determined otherwise. Introduces 
statutory mechanisms to support people to participate in decisions 
about treatment/care, and makes provisions for nominated person 
scheme, and substituted decision-making is a last resort. 

New South Wales (NSW) considering amendments to legal capacity 
legislation. NSW has no formalized support arrangements but may 
transfer ideas from financial decision-making capacities with 
trustee and financial manager to other areas. NSW submitted a 
proposal to conduct a research trial on supported decision-making.  

South Australia: Completed phase 1 of research trial on supported 
decision-making; considering amending legislation to facilitate 
supported decision-making. 

 
Canada [HIC] (Bach, 2007; Burningham, 2009; Dinerstein, 2012; Friday, 2005; Gordon, 2000; Government of Alberta, 2009; 
Kerzner, 2011; Surtees, 2012) 

Alberta 

 

Supported decision-making offered to mild disabilities; for more 
significant impairment: co-decision makers, guardians, or trustees.  

Co-decision makers (court-appointed) collaborate together with 
the individual. The individual still can make decisions but with 
support (retains legal capacity).  

Guardians (court-appointed) take legal responsibility on behalf of 
the individual who lacks capacity. 

Trustees make financial decisions for the individual who lacks 
capacity.  

Co-decision makers, supported decision makers, and specific 
decision makers cannot make mental health treatment decisions 
for formal patients or patients who have a community treatment 
order if they lack mental capacity.  

A health care provider can choose a relative to make decisions 
based on a ranked list if no guardian or advance directive is 
available for treatment decisions.  

Tools available for support are advance directives, enduring POA’s, 
and supported decision authorizations.  

Guardianship and 
Trusteeship Act & 
Personal Directives 
Act 

British Columbia  Representation agreements (RA’s) cover personal, health and 
financial affairs.  

A representative (usually multiple representatives to cover 
different areas, and with an external monitor to ensure 
representatives are fulfilling duties as a safeguard to protect from 
abuse) helps the individual to make their own decisions, and/or 
makes substituted decisions. There must be a clear desire for a 
representative agreement and a trusting relationship between the 
individual and representative(s). 

The individual must have capacity to make a RA (depending on 
whether it is section 7 or 9 agreement). RA’s can be amended and 
revoked; thus less restrictive than guardianship.  

Representation 
Agreement  

 

Adult Guardianship 
and Planning Statutes  

Amendment Act, 
2007 
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RA’s involve elements of supported and substituted decision-
making and presume everybody has capacity until proven 
otherwise.  

RA’s enable the individual to remain in control and retain decision-
making rights.  

Manitoba  Acknowledges support networks, exercising decision-making rights, 
implements safeguards to prevent abuse and neglect and keeps 
substituted decision-making as a last resort. Only available for 
persons with intellectual disabilities, not for PWMI.  

Vulnerable Persons 
Living with a Mental 
Disability Act  

Quebec  

 

 

Curators and tutors (court-appointed) available for PWMI. Curator 
assignment implies that incapacity of the individual is total and 
permanent and tutorship implies incapacity is temporary.  

Advisorship is also available and is least intrusive, pertains to 
administration of the individuals’ property; decision-making power 
is retained in all other aspects of life. Advisors are imposed on the 
individual, so the person is unable to refuse support.  

Support tools (mandates) such as advance directives are also 
available.  

Civil Code of Quebec 

Saskatchewan Hybrid between supported and substituted decision-making.  

Guardians: court ordered, courts choose who guardian will be, 
supports imposed by order (rather than by choice).  

Co-decision makers: available to assist in making decisions jointly 
with the individual.  

Temporary guardians are also available for emergency situations.  

Decision-making orders can be assigned for areas of life that an 
individual has particular difficulty in reaching decisions in (so 
capacity is intact to make autonomous decisions in other aspects of 
life). 

Individuals can also refuse support, as long as they have the 
capacity to communicate that decision.  

Adult Guardianship 
and Co-decision-
making Act 

Yukon Territories  Full spectrum of varying support options (supported decision-
making agreements, representation agreements, substituted 
decision-making for health care decisions, guardianship) based on 
needs of the individual.  

Supported decision-making agreements possible if person has 
capacity at time of requesting agreement. If the client loses 
capacity, the agreement is terminated.  

The supported decision-making agreement involves the consent 
and formalization of two (or more) adults to enter into a support 
relationship.   

Adult Decision 
Making and 
Protection Act 
(Yukon) 

Colombia [LMIC] (Handicap 
International, 2012) 

 

Efforts to make changes to Law 1306, which defines legal capacity 
by clinical diagnosis. Colombia has instituted a multidisciplinary 
advocacy group (La Mesa) bringing together stakeholders 
(universities, CSOs, lawyers, Ministry of Social Welfare and National 
Council on Disability) to lobby for legal reform recognising legal 

None yet; but reform 
of Law 1306 
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capacity for PWMI and PWD. 

Czech Republic [HIC] 
(Mental Disability Advocacy 
Center, 2007a) 

New law introduces supported decision-making as an alternative to 
guardianship, recognises legal capacity, implemented safeguards to 
prevent abuse. 

Restriction of legal capacity as last resort.  

Support mechanisms such as representatives and advance 
directives available.  

Czech Civil Code 

Denmark [HIC] (Blankman, 
1997)  

Guardians/representatives do not imply loss of legal capacity; belief 
that person with limited legal capacity should retain as much of 
their right to exercise legal capacity as possible.  

Guardianship can only be used under legal circumstances 
(contractual agreements and financial decisions).  

Other decisions (accommodation, participation and personal 
affairs) administered and supported by advocates/assistants who 
support the client rather than act as guardians.   

Guardianship Act 

England and Wales [HIC] 
(Blankman, 1997; Boyle, 
2008; Paradigm UK, 2008) 

 

 

The MCA (2005) is centralised around the individual and their 
decision-making process; supports involvement of the individual 
and their social network in decisions. 

Everybody has capacity until determined otherwise; incapacity in 
one area means still retaining decision-making abilities in other 
areas. 

Capacity assessments conducted on a decision-specific basis rather 
than globally applied to all decisions.  

If guardians assigned, must take best interests approach, and are 
reviewed/supervised by the Office of the Public Guardian.  

Support places emphasis on family, friends and professionals 
coupled with legislation safeguards (rather than on court-
appointed support).  

If no support from social network, independent mental capacity 
advocates (working for CSO’s) can offer support for decision-
making.  

Mental Capacity Act 
(2005) 

Germany [HIC] (Blankman, 
1997; International 
Guardianship Network, 
2012) 

No plenary guardianship and strong focus on supported decision-
making. Limited guardianship (temporary orders up to 6 months, 
maximum orders 7 years) can be granted for court-specified duties 
(i.e., for financial affairs) but an individual retains full legal capacity.   

German Guardianship 
Law; German Civil 
Code 

Hungary [HIC] 
(International Guardianship 
Network, 2012; Mental 
Disability Advocacy Center, 
2007b, 2009) 

 

Planned reform for Civil Code in 2010, Hungarian Constitutional 
Court has blocked the reform from being enforced. 

Reform was to shift from plenary guardianship to join decision-
making arrangements between client and guardian.  

Anticipated that these reforms will be re-considered after active 
lobbying.   

Current system: plenary guardianship, limited options for reviewing 
or revoking a guardianship regime.  

Hungarian Civil Code 
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India [LMIC] (Ministry of 
Health and Family Welfare 
Government of India, 2011) 

 

New draft bill acknowledges legal capacity and capacity to make 
mental health treatment or care decisions. A number of tools can 
be provided if a person is unable to make a decision autonomously 
(advance directives and nominated representatives).  

Mental Health Care 
Bill 2011 

Netherlands [HIC] 
(Blankman, 1997; Patrick, 
2005) 

 

 

Mentors and protective trusts. 

Protective trusts: only financial decisions, so legal capacity is 
retained in all other areas.  

Mentors: limited to nonfinancial interests pertaining to care and 
treatment guidance. Mentors advise, update, and regularly inform 
clients of actions taken in all non-financial matters.  

For medical care, automatic decision-making given to the partner 
or close relative when the individual is incapacitated.  

Advocacy services available to assist with supported decision-
making. An advocacy representative can offer support (via 
information provision, representation, etc.) to help the individual 
express own views.  

For admission to a psychiatric hospital, obligatory for the treatment 
plan to be drawn up collaboratively between the patient and 
clinician, and if the patient lacks capacity at that time, the person 
drawing up the agreement must discuss the treatment and 
hospitalisation plan with either a legal representative, a named 
representative, a spouse, or relative.  

Netherlands Civil 
Code; Medical 
Treatment Act 
(WGBO) 

Norway [HIC] (Blankman, 
1997) 
 

Advocates support adults with decision-making (particularly 
financial affairs) so legal capacity is not lost. 

Legislation provides 2 levels of decision-making interventions: 
Assistance representative or support person. 

Assistance representative only compromises legal capacity when 
necessary and their decisions prevail over the individuals only in 
extenuating circumstances. 

Support person assists with helping client to express 
interests/wishes. 

 

New Zealand [HIC] 
(International Guardianship 
Network, 2012) 

 

Welfare guardians (usually a family member) appointed to make or 
communicate decisions around personal care and welfare (if this is 
the only option available for the client).  

Temporary orders can be made for 3-6 months, longer orders up to 
3 years.  

Welfare guardians should: promote best interests and welfare of 
the individual, encourage exercising legal capacity for the individual 
to make autonomous decisions, encourage individual to act on own 
behalf to furthest extent possible (and consult with the individual 
as much as possible), and assist in community integration of the 
individual.  

The Protection of 
Personal and Property 
Rights Act 1988 
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Scotland [HIC] (Dhanda, 
2006; International 
Guardianship Network, 
2012; McSherry, 2009; 
Wolstenholme, 2008) 

 

Scotland’s system provides free access to independent advocacy 
(obligated responsibility of each Health Service/Board). 

Less legal approach to determining decision-making capacity; 
acknowledges times where decision-making capacity is retained 
and other times where it may be compromised due to a mental 
illness.  

There can be no personal appointment to position of guardian (only 
a POA). Having a POA in place for a PWMI removes the need for 
guardianship.  

A “named” person can be nominated by the client to attend 
hearings and provide information for the client. PWMI have access 
to advance directives, particularly in treatment decisions. If a PWMI 
cannot consent to treatment or refuses to, a clinician is obligated to 
consider (and record in writing) the reason for not consenting; the 
views of the involuntary patient and a nominated person together 
with any advanced statement; and how efficacious the treatment 
is.  

Mental Health (Care 
and Treatment Act) 
2003; Adults with 
Incapacity (Scotland) 
Act 2000 

Sweden [HIC] (International 
Guardianship Network, 
2012; McSherry, 2009; T 
Minkowitz, 2012; Patrick, 
2005) 

  

No plenary guardianship but a partial guardianship as last resort. 
Instead, have a system of support for PWD and PWMI. 

Two options: mentor or “god man” (court appo inted; usually 
consisting of family members or community members, who acts 
with consent of the individual) or trustee “forvaltare” (more similar 
to guardians, has authority in designated matters over the 
incapacitated individual).  

Trustee can make decisions in financial/personal welfare areas, and 
must approach decisions using the best interests principle. 
Trusteeship still incorporates elements of full guardianship and 
does not fully emphasize individual rights/preferences.  

Personal ombudsmen (PO) for PWMI available: accessible (anyone 
can request PO); supports the client in personal, financial and legal 
affairs, no alliance with social services, authorities or carers, trained 
in developing rapport.  

Swedish Law/Parental 
Code 

Switzerland [HIC](Alzheimer 
Europe, n.d.; Federal 
Department of Justice and 
Police, n.d.) 

  

Federal Council tends to amend Swiss Civil code support the right 
to choose and acknowledge legal capacity via introduction of 
advance directives and developing/tailoring a support package for a 
person who lacks capacity. The authorities tailoring the support 
package will conduct a needs assessment for the person concerned, 
to identify tasks/roles needing to be completed by official 
assistance.   

Swiss Civil Code 
reform  

United States [HIC] 
(Henderson, Swanson, 
Szmukler, Thornicroft, & 
Zinkler, 2008; National 
Resource Center on 
Psychiatric Advance 
Directives, n.d.) 

25 states offer provisions in legislation for psychiatric advance 
directives (PAD’s) 

States without legislation for PADs often have provisions for 
advance care planning for mental health care via the Health Care 
Power of Attorney (HCPA) statutes.  

HCPA Statutes, state 
specific PAD statutes  
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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 (Hamann et al., 2011; Lester, Tait, England, & Tritter, 2006). 
Psychoeducation, having peer-staff listen and inform clients, or providing information 
prior to consultations with health practitioners could alleviate 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) 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 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 
(Hamann et al., 2011). 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(Johannes Hamann et al., 2005; Woltmann & 
Whitley, 2010). Although other studies, have found that shared decision-making does not 
require additional time (Hamann et al., 2006; Loh et al., 2007). 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) (McMullen, 2012).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 (Loh et al., 2006; Young, Bell, Epstein, Feldman, & Kravitz, 2008). 

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-
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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 (Hamann et al., 2006; Johannes Hamann, Cohen, 
Leucht, Busch, & Kissling, 2007; Loh et al., 2007). 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 (Woltmann, Wilkniss, Teachout, McHugo, & Drake, 2011). 
Another study had peer-educator led training for people with mental illness, which 
emphasised informed decision-making, wellbeing, and self-management (Jonikas et al., 
2011).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 (Deegan, 2010). The drawback to this system is the cost of developing and 
implementing such a system. 

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 (Kumar et al., 
2012). An opinion piece on advanced directives points towards several implementation 
barriers in LMICs (Sarin et al., 2012).  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 (Sarin et al., 2012).  Another barrier is the limited 
resource availability for monitoring and evaluating these legislative frameworks leading to 
potential abuse of such progressive tools designed to aid in decision-making and promote 
autonomy (Sarin et al., 2012).  Lastly, limited resources means that dedicated legal aid 
services are scarce, and make implementation of advanced directives in an affordable and 
accessible manner difficult (Sarin et al., 2012). One study countering these opinions was 
the first study on psychiatric advance directives (PAD) 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 (Kumar et al., 2012).  While advance directives 
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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. 

Table 2: Included studies on shared or supported decision-making

Study ID/ Country/Setting Characteristics 

Amnesty International, 2009 
(Amnesty International, 
2009) (McDaid & Delaney, 
2011) 

Country: Ireland 

Setting: public locations 

N=8 clients with direct experience of mental health 
in Ireland  
Method: Qualitative; semi-structured interview 
Sampling method: Snowballing 

Campbell et al., 2007 (S. 
Campbell et al., 2007) 

  

Country: UK  

Setting: Home-based 

N=16 
Method: Qualitative interviews 

Sampling: Purposive 

Deegan, 2010 (Deegan, 2010) 

 

Country: US Method: Intervention design/description 

Hamann et al., 2007 
(Hamann et al., 2007) 

 

Country: Germany 

Setting: inpatients 

N=107 
Method: Cluster RCT pilot study  

Intervention: Decision making intervention 
(decision aid, planning consultation) vs. usual care  

Hamann et al., 2011 
(JHamann et al., 2011) 

Country: Germany 

Setting: inpatients 

N=61; SDM training (N=32) or cognitive training 
(N=29) 
Method: RCT 

Interventions: SDM-training (intervention) or 
cognitive training (control) 

Hamera et al., 2010 (Hamera 
et al., 2010) 

 

Country: US 

Setting: Outpatient 
clinics 

N= 98  
Method: Secondary analysis of 98 audiotaped 
interviews (between practitioners and patients) 

Intervention: Computer program in a decision 
support centre run by peers.  

Jonikas et al., 2011 (Jonikas 
et al., 2011) 

 

Country: US 

Setting: Public 
outpatient/peer support 
community services 

N= 555 adults (N=276 in experimental, N=270 in 
control)  
Method: RCT 

Intervention: 8 (2.5 hrs each) sessions delivered 
peer-instructors in recovery in groups of 
participants vs. control (wait list + usual care) 

Joosten et al., 2009 
(Joosten et al., 2009) 

Country: Netherlands 

Setting: In/outpatient 
addiction centres 

N=220 
Method: Randomized quasi experimental (non-
blinded) 

Intervention: SDM, brief intervention added to 
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inpatient treatment vs. treatment as usual 

Kumar et al., 2012 (Kumar et 
al., 2012) 

  

Country: India 

Setting:urban outpatient 

N= 122 patients; cross-sectional writing advance 
directives 
Method:  Cross-sectional pilot study 
(observational) 

Lester et al., 2006 
(Lester et al., 2006) 

Country: UK 

Setting:(primary care) 

N= 18 focus groups (N=45 patients, N=39 general 
practitioners, N=8 practice nurses in 6 primary 
care trusts).  
Method: Qualitative focus groups 

Sampling: Convenience 

Loh et al., 2006(Loh et al., 
2006) 
 

 

Country: Germany 

Setting: Primary Care 

N=20  
Method: Observational (audiotape recordings of 
consultations) 

Sampling: Convenience  

Loh et al., 2007 (Loh et al., 
2007) 

  

Country: Germany 

Setting: primary care 

N= 405 clients (N=263 intervention; N=142 
control); N=30 physicians (N=20 intervention 
physicians, N=10 control physicians) 
Method: Cluster RCT 

Comparison: Physician training and patient 
centred-decision aid vs. treatment as usual  

Mahone, 2008 (Mahone, 
2008) 

 

Country: US 

Setting: community MH 
centres 

N= 84 with serious mental illness  
Method: Cross sectional correlational study  

Sampling: Convenience 

Mahone et al., 2011(Mahone 
et al., 2011) 

  

Country: US 

Setting: Public outpatient 
MH 

N=7 focus groups (consumers, family members, 
prescribers, MH clinicians & rural providers); N=44 
participants in 7 focus groups  
Method: Qualitative focus group 

McMullen, 2012 
(McMullen, 2012) 

Country: Canada 

Setting: primary care 

N = 11 physicians 
Method: Qualitative in-depth interviews 

Sampling: Convenience sample 

O’Neal et al., 2008 (O’Neal et 
al., 2008) 

 

Country: US 

Setting: Outpatient; 
residential facility) 

N=65 (N=33 older adults over 50 (OD); N=32 
younger adults (YD) 
Method: Cross-sectional pilot study 
(observational) 

Sampling: Convenience 

Office of the Public (Office of 
the Public Advocate, 2012) 

Country: Australia 

Setting: community 

N= 22 referred to project, 8 had signed 
agreements 
Method: Evaluation study to test applicability of 
supported decision-making  

Intervention/Project:  Supported decision-making 
for PWMI 

Patel and Bakken, 2010  
(Patel & Bakken, 2010) 

Country: US 

Setting:  outpatient 

N=60 
Method: Survey  
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  Sampling: Convenience  

Simon et al., 2006(Simon et 
al., 2007) 

 

Country: Germany 

Setting: Inpatient, 
outpatient, self-help 

N=40 patients with depression (45% severe) 

Method: Qualitative; Semi-structured interviews  

Sampling: Convenience 

Srebnik et al.,1995( Srebnik, 
Livingston, Gordon, & King, 
1995) 

Country: US 

Setting: Supported 
housing project 

N= 115 

Method: Qualitative interviews; Quasi-
experimental 

Intervention:  Program offering MH and 
community support services with 
obtaining/maintaining housing  

Stacey et al., 2008(Stacey et 
al., 2008) 

 

Country: Canada 

Setting: Outpatient + 
community hospital 

N=9 
Method: Semi-structured interviews  

Sampling: Non-randomized convenience sample  

Stein et al., 2012 (Stein et al., 
2013) 

 

Country: US 

Setting: community 
mental health clinics 

N=1122 
Method: Non-randomized computer intervention  

Intervention: Computerized decision support 
program vs. treatment as usual 

Woltmann and  Whitley 
(Woltmann & Whitley, 2010)  

 

Country: US 

Setting: community 
mental health clinics 

N=16 living with severe mental illness  
Method: Qualitative, structured interviews 

Sampling:  Purposive; Sample taken from a 
previous RCT comparing usual care vs. electronic 
decision support program 

Woltmann et al., 2011 
(Woltmann et al., 2011) 

Country: US 

Setting: community 
mental health clinics 

Case mangers (EDSS, N=10) and control N=10; 
clients (EDSS N=40; control N=40) 
Method: Cluster RCT 

Comparisons: Supported planning group vs. usual 
care planning group 

Young et al.,2008  (Young et 
al., 2008) 

 

Country: US 

Setting: Outpatient 

N = 298 interactions between 18 “clients” and 152 
physicians 
Method: Secondary analysis from an RCT; Coded 
287 audio recorded interactions between 
physicians + patients assess shared decision-
making behaviours 

 

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 
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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 lives 
(Department of Health, 2007); however a supported decision-making paradigm requires 
that choice and risk of making these choices is transparent in order to enable fair appraisal 
of the decision-making process (Department of Health, 2007). 

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 (Mahone et al., 2011). 

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. 
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 
(Minkowitz, 2012). 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.  
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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 autonomous 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 (Dinerstein, 2012).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 (United Nations (Enable), 2012). 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 (Dinerstein, 
2012). 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 (United Nations (Enable), 2012). 
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 (Inclusion International, 2008). 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 (Inclusion International, 2008). 

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 (Légaré et al., 2012). The question remains as to 
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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 (Bartlett & Hamzic, 2010).Another 
issue is the potential for abusing 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 (Handicap International, 2012). 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 
(Gordon, 2000). 

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 considering 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 
(Department of Health, 2007). It would also be necessary for the legal system or for an 
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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 (Brayley, 2009). The model 
“steps up” options for care and intervention offered by the state, depending on need. The 
highest state intervention involves the appointment 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(Inclusion International, 2008). 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 (Inclusion International, 2008). 

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 
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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 (Duncan et al., 
2010). 

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 (McMullen, 2012). 
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 (Dinerstein, 2012). 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 (McMullen, 2012). 
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 
(McDaid & Delaney, 2011) 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 
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could be used in legislation and in practice. A disconnect still exists between national 
and/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 
relationships between professionals and end users (McSherry, 2009). 

Abbreviations: 
CRPD = The Convention on the Rights of Persons with Disabilities 
HICs = high-income countries 
LMICs = low- and middle-income countries 
PWD = persons with disabilities 
PWMI = persons with mental illness 
RCT = randomized control trial
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CHAPTER 7: A REVIEW OF BARRIERS TO USING 

PSYCHIATRIC ADVANCE DIRECTIVES IN CLINICAL PRACTICE 
 

Abstract   

Despite advocacy and demand for psychiatric advance directives (PADs), uptake and 
implementation in clinical practice is low. We examine why PAD implementation has been 
difficult globally by reviewing barriers in existing evidence. The review includes 30 studies, 
and identified 13 barriers, clustered into system level barriers, health professional level 
barriers, and service user level barriers.   The considerable barriers to uptake and 
implementation hamper PAD use. We propose several potential strategies for overcoming 
some of the barriers. In order to realise these strategies, additional research is needed, 
particularly more field-based and operational research to understand processes and 
difficulties experienced in clinical practice.  

Key words: psychiatric advance directives; mental health legislation; decision-making; 
literature review 

Introduction 

Psychiatric Advance Directives (PADs) are legal documents detailing a person’s 
preferences for future mental health treatment and care in advance of decisional 
incapacity (Campbell & Kisely, 2009; Elbogen et al. 2006; Henderson, Swanson, Szmukler, 
Thornicroft, & Zinkler, 2008) Traditionally, PADs have been used to document preferences 
in advance of a psychiatric crisis (Backlar, 1997; Henderson et al. 2008; Swanson, Swartz, 
Ferron, Elbogen, & van Dorn, 2006) but can be extended to plan for future routine care. 
PADs are seen as a tool for service users to exercise autonomy, choice, and control over 
treatment for their mental health problems (Atkinson, Garner, Stuart, & Patrick, 2003; 
Thara & Rameshkumar, 2012). PADs can specify treatment preferences (e.g. preference 
for a particular medication or refusal of a medication), treatment setting (e.g. preference 
for a particular hospital or type of care), methods for de-escalating crises, life decisions 
(e.g. what to do with pets or the home while hospitalized, who to contact in case of 
emergency) or other care preferences (e.g. restraint and seclusion preferences, existing 
treatment details for comorbidities) or preferences/guidance for staff (e.g. staff should be 
friendly and understanding) (Srebnik & Russo, 2007; Swanson et al. 2006).Apart from 
exercising autonomy, empowerment, and choice (Backlar, McFarland, Swanson, & Mahler, 
2001; Jankovic, Richards, & Priebe, 2010; Kim, van Dorn, Scheyett, Elbogen, & Swanson, 
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2007; Peto, Srebnik, Zick, & Russo, 2004),  PADs offer some additional advantages. They 
can increase service user motivation to continue with planned treatment, thus improving 
treatment adherence (Elbogen, Swanson, Swartz, et al. 2007; Srebnik, 2005;  Swanson, 
Tepper, Backlar, & Swartz, 2000), improve the patient-provider relationship, address 
practice-based issues in the organization of mental health care, and reduce coercion and 
involuntary care (Jankovic et al. 2010; Srebnik et al. 2005; Srebnik, Russo, Sage, Peto, & 
Zick, 2003; Swanson et al.2006). Advance directives are also seen as a form of supported 
decision-making (Weller, 2010a) and therefore in line with  Article 12 of the United 
Nations Convention on the Rights of Persons with Disabilities (CRPD) (United Nations, 
2008) which emphasises equal recognition before the law and the right to exercise legal 
capacity. 

PADs do not necessarily require collaboration or agreement with health professionals, and 
are therefore seen as enhancing autonomy and choice in decision-making for the person 
with mental illness. A number of other advance planning tools are available (e.g. joint 
crisis plans, crisis cards, advance statements) requiring various degrees of collaboration 
with health care professionals, and some are legal binding, similar to PADs.  

Legislation in a number of countries have provisions for PADs, however, only a small 
minority of people with mental illness actually write a PAD. Previous research on usage of 
PADs in the United States (US) shows that between 4-7% of those surveyed have 
completed a PAD (Swanson et al. 2003; Swanson et al. 2006), and only 12.5% of health 
care professionals had seen clients with an existing PAD (Swanson et al. 2003). Despite the 
low completion rate of PADs, demand is high in the US, ranging from 66 to 77% of service 
users surveyed (Swanson et al. 2006; Wilder, Swanson, Bonnie, Wanchek, McLaughlin, & 
Richardson, 2012). Similar data are not available for other countries, but given that the US 
is at the forefront of encouraging PADs completion and use, the situation in other 
countries is likely to be less developed.  

This raises questions on two issues. First, why is the uptake of psychiatric advance 
directives so low despite the high demand from service users? Second, if PADs are seen as 
empowering for service users and promote the CRPD's goal of supported decision making, 
why are they not implemented more in practice? The gap between interest in and 
completion of PADs has been attributed partially due to the barriers facing service users 
and health professionals (Swanson et al. 2006). The perceived barriers to implementation 
and use of PADs in practice differ depending on the models of care they are based on, as 
well as the legislative and service contexts they have been developed in (Henderson et al. 
2008).  
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The aim of this review is to obtain greater understanding as to why it has been so difficult 
to implement psychiatric advance directives globally. We aim to do this by reviewing the 
barriers highlighted in the existing evidence base and conclude with putting forward 
potential research questions, which can be tested to inform how particular barriers could 
be alleviated and how PAD uptake could be scaled up. In this paper we will only focus on 
barriers to using and implementing PADs and facilitated PADs. Facilitated PADs, for the 
purposes of this review, refer to support or assistance in completing a PAD, provided by 
someone who has received training on PADs and how to facilitate such a process for a 
person with a mental illness. Other forms of advance planning tools (e.g. joint crisis plans, 
crisis cards, advance agreements, treatment plans, wellness recovery plans) will not be 
covered in this review. The interactions between health care professionals and service 
users are different for PADs compared to other advance planning tools, as the power 
distinctions are different. In a situation where there are power differentials between 
different stakeholders, it is quite conceivable that the 'voice and desire' of the service user 
can be lost. PADs give the service user the greatest level of autonomy to have his/her 
wishes heard and respected.  We endeavour to explore the controversies surrounding the 
legal backing of PADs, and whether this presents more barriers at a particular level 
(service user level, health professional level, or system level).  

Methods 

Search strategy. We conducted a systematic search in the following databases: PubMed, 
PsycINFO, and Cochrane Library. Search terms included: advance directives, advance 
directive adherence, advance statements, advance agreements, Ulysses AND psychiatry, 
mental health services/legislation, mental competency, commitment of mental illness, 
crisis intervention. We also systematically searched through reference lists of included 
studies to identify any additional references for potential inclusion that our searches 
might have missed (See Figure 1) 

Inclusion Criteria. We restricted our search to inclusion of papers focusing on PADs 
(facilitated and non-facilitated), and we did not include studies on any other type of 
advance agreements or treatment planning tools. As studies in this field are often not 
conducted as randomized controlled trials, we broadened our inclusion criteria to include 
qualitative studies. We included studies as long as at least 50% of the sample population 
reported having a mental illness. We included primary data and did not include reviews in 
the analysis. Included studies were restricted to English.  

Exclusion criteria. We excluded studies if they: focused on a sample population with 
predominantly physical health conditions or cognitive impairment (Alzheimer’s, 
dementia); focused on enduring powers of attorney; focused on other forms of advance 
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planning tools (i.e. anticipatory psychiatric planning, joint care plans, joint crisis plans, 
crisis cards, and advance care planning).  

Study selection. One reviewer (LS) conducted the search and screened the abstracts of all 
publications obtained by the search strategy and sifted through the references to exclude 
irrelevant studies. Two authors (LS and SP) screened the remaining relevant abstracts to 
identify which papers met eligibility criteria. Disagreements were resolved by consensus 
and where necessary involving the third author. Records were kept for study exclusions. 
References were managed Reference Manager (version 11) on Windows. 

Data extraction and Study Appraisal. Study characteristics (Study ID, setting, population 
characteristics, interventions and comparisons (if applicable) and outcome measures were 
extracted from all included studies and inserted into evidence tables in Microsoft Word. 
Two authors (LS and LVDH) extracted the data independently and SP checked for accuracy. 
LS and AVDH appraised the studies for methodological quality using a methodological 
checklist for qualitative studies. Disagreements were resolved by consensus or by 
consulting with external researchers.  

Results 

3853 references were identified from the search, of which 403 were assessed based on 
full-text. Of those, 30 were included in this review (see Table 1 for included study 
characteristics). Common reasons for exclusion were: the article did not highlight concerns 
or barriers to PADs uptake or implementation, the article focused on other types of 
treatment planning tools or advance agreements aside from advance directives, or the 
article focused on medical advance directives and not on PADs. The study flow outlining 
the review process can be seen in Figure 1.  

Barriers were assessed at three levels: the system (both legal and health system) level, the 
health professional level, and the service user level. We describe the barriers at each level 
emerging from the evidence, as well endeavoured to capture tensions and conflicting 
barriers between levels.  

What are the barriers to PAD implementation/uptake at the system level?  

Three main themes emerged from the literature on barriers to PAD implementation at the 
system level (including both the health and legal system): legal liability, legal provisions to 
override PAD, and resource implications associated with PAD implementation. 

Legal liability. Legal liability was one of the main barriers voiced by health professionals in 
5 studies. The legal liability concern is twofold: First, health professionals are concerned 



 107

that overriding provisions made in a PAD in line with community practice standards could 
result in a potential lawsuit by the service user or nominated representative (Srebnik & 
Russo, 2008). These findings were corroborated by 18% of professionals surveyed in a 
later study (Wilder et al. 2012). Second, there is a worry that if health professionals 
honour a PAD, it could lead to poor treatment outcomes and a potential legal liability for 
this poor outcome.  It is interesting that these barriers were identified in studies 
conducted in the US, where clinicians have the legal right to override PADs if (a) the PAD is 
incongruent with acceptable community practice standards, or (b) if the service user poses 
a risk to themselves or others (e.g. high risk of suicide or violence). Results from Swanson 
et al. (2007) revealed that psychiatrists concerned about being sued for adverse outcomes 
from treatment decisions were more likely to override the PAD. In addition, psychiatrists 
most likely to override treatment refusals outlined in a PAD were more resigned to the 
necessity of involuntary treatment and held more negative views about the availability of 
community-based mental health services for people with mental illness (Swanson, Van 
McCrary, Swartz, Van Dorn, & Elbogen, 2007). 

In this same study, 48% of mental health professionals articulated that involuntary 
treatment would rarely be necessary if quality services were available and accessible in 
the community (Swanson et al. 2007). This pertains to the perceived lack of quality and 
accessible community-based services in that particular health care system. Should these 
services exist, involuntary treatment would be infrequently required, creating less legal 
liability for health professionals and less need to override PADs due to involuntary 
treatment.  

In some countries, an involuntary admission overrules a PAD. This provision in the law has 
been said to weaken the utility of PADs overall (Swanson et al. 2003). The laws authorising 
PADs are the same laws enabling health care professionals to decide to ignore PADs. In the 
United States, for example, the laws on involuntary treatment and admission overrule 
PAD laws in nearly every jurisdiction (Swanson et al. 2003). Service users in another study 
(Atkinson et al. 2003) held the view that unless PADs are legally binding, clinicians would 
not devote attention to them. This view differed from the clinician views in the same 
study, who stated that PADs would be unworkable if made legally binding in the United 
Kingdom (Atkinson et al. 2003).  

Difficulty communicating about PADs. There were 4 studies identifying difficulty with 
communication between staff working in clinical settings once PADs are accessed ( Kim et 
al. 2007; Kim et al. 2008; Srebnik & Brodoff, 2003.; Van Dorn et al. 2006). These studies 
found that mental health professionals in the United States (US) were concerned about 
how staff could access PADs, how crisis/inpatient staff would know whether someone has 
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a PAD, how the PAD would be made available, and who informs the crisis/inpatient staff 
that a service user has a PAD ( Van Dorn et al. 2006; Kim et al. 2007). For example, 66% of 
health professionals in one study cited this as a barrier between different cadres of staff 
(e.g. between emergency room (ER) and psychiatric unit) (Van Dorn et al. 2006), whereas 

Figure 1. Flow chart of study inclusion 

another study found that  limited communication between outpatient and inpatient 
providers and limited communication between outpatient and ER was a highly significant 
barrier perceived by both consumers and non-consumers (on a scale of 1 to 9, 1 being 
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highly significant barrier, 9 = insignificant, this barrier received a mean score of 2.4 (1.7) 
and 2.3 (1.6) respectively) (Henderson, Jackson, Slade, Young, & Strauss, 2010). 

Resource implications. A  third barrier concerns resource implications resulting from PAD 
implementation. This was primarily expressed in terms of taking into account the time 
that PADs will take to complete. Different stakeholders (71% of administrators and 52% of 
clinicians) believed clinicians will not have sufficient time to help consumers with severe 
mental illness understand and complete PADs, or manage the extra paperwork they 
perceived to be associated with PADs (57% and 48%, respectively) (Wilder et al., 2012). 
Logistical difficulties (e.g. storing and retrieving PADs at the critical time, incorporating 
PADs into routine documentation and making them easily accessible) was another system-
level barrier identified by 25% of respondents in O’Connell & Stein’s study (O’Connell & 
Stein, 2005). In another study, 80% of the sample showed little confidence in the ability of 
institutions (e.g. clinics, hospitals) to have a system in place to facilitate access to PAD 
information (Backlar et al. 2001).  

Table 1. Included studies in the review 

Study Design Sample/Stakeholders Sample characteristics 

Ambrosini 
et al (2008)  

Qualitative 
interviews 

Legal professionals and 
mental health professionals 
Country: Canada (Ontario 
and Quebec) 

N=200 

N=50 legal professionals, N=150 mental 
health professionals 

Amering et 
al (1999)   

Questionnaire Mental health professionals 
at a university-affiliated 
teaching hospital 
Country: Austria 

N=174 mental health professionals (N=34 
psychiatrists, N=140 nursing staff) 

Amering et 
al (2005) 

Field observations 
from PAD training 
sessions, open-
ended interviews; 
focus groups 

Service users interested in 
completing a PAD 
Country: US (New York ) 

N=20  Interview Group; N=9 in Focus 
Group 

Atkinson et 
al (2003)  

Focus groups; 
interviews 

Service users, professionals, 
carers 
Country: Scotland 

N=28 interviews;  (N=10 psychiatrists, N=6 
service users, N=4 other mental health 
professionals, N=3 carers, N=2 
representatives from voluntary 
organisations, N=3 not stated interest 
group)  N=17 group discussions (N=10 
with service users; N=6 with health 
professionals, N=1 advocates) 

Atkinson et 
al (2004) 

Survey by mail 
(questionnaire 
using 5 models of 
PAD)  

Service users, psychiatrists, 
nurses, social workers, 
voluntary organisations, 
directors of National Health 
Service (NHS) trusts, 

N=473 (N=17-20 Directors Social work 
Scotland, N=8 Trust Scotland, N=130 
Psychiatrists Scotland, N=39 Voluntary 
Organizations, N=68-71 Trusts England, N= 
56 Psychiatric Nurses, N=86 Mental Health 
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directors of social work  
Country: England and 
Scotland 

Officers, N=38 Psychiatrist England, N=31 
Directors Social Services England 

Backlar et al 
(2001)  

Qualitative 
interviews 

Service users and their 
providers 
Country: US 

N=40 

Elbogen et 
al (2006) 

Questionnaire Mental health professionals 
Country: US 

N=597 (591 in results) professionals 
(N=164 psychiatrists, N=234 clinical 
psychologists, N=193 clinical social 
workers) 

Elbogen et 
al (2007) 

Follow-up data 
after 1 year of PAD 
intervention 
(quantitative and 
qualitative 
measures) 

Service users with severe 
mental illness 
Country: US  

Subpopulation from a larger project on 
PADS (Swanson et al, 2006) N=125 

Subset for these analysis 125 participants 
who completed PAD via facilitation. Have 
had a PAD for at least 1 year to examine 
long-term effects of PADS 

Foy et al 
(2007) 

Survey Service users 
Country: US 

N= 58 

Henderson 
et al (2010)  

Delphi method; 
questionnaire 

Within the US Veteran 
Affairs Administration:  
Country: US 

N=55 - Service users who have made 
PADs, consumer advocates who have 
helped others to do so, caregivers named 
as health care agents, clinicians support of 
PAD and researchers 

Kim et al 
(2007) 

Qualitative 
interviews 

Service users 
Country: US (North Carolina) 

Data collected as part of a larger 
longitudinal RCT examining FPAD (N=469, 
Swanson et al 2006). N=28  

Kim et al 
(2008)  

Online self-report 
survey 

Social workers providing 
services to adults with 
severe mental illness  
Country: US (North Carolina) 

N=193 

O’Connell & 
Stein (2005) 

Self-report survey Law and health care 
professionals, clergy, 
consumers, family members 
Country: US (Ohio) 

N=272  (N= 64 Legal professionals; N=52 
health care professionals N=44 clergy; 
N=66 mental health professionals; N=32 
consumers, N=14 family members) 

Peto et al 
(2004)  

Follow-up Analysis 
of earlier study; 
Online interviews 
via PAD program, 
survey 

Service users (outpatients) 
with severe mental illness 
Country: US (Washington) 

N=106 (consists of those who completed a 
PAD, drawn from larger sample of N=303)  

Sbrenik et 
al (2003) 

Interviews, + 
quantitative 
analysis of interest 
in PADs using 
clinical data and 
case histories 

Service users  
Country: US  (Washington) 

N=303 
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Scheyett, 
Vaughn, 
Francis 
(2010)  

Qualitative 
interviews; Phone 
survey; part of a 
larger survey of 
North Carolina Jail 
administrators 

Jail administrators  
Country: US (North Carolina) 

N=80 

Srebnik and 
Brodoff, 
(2003)  

Field notes from 24 
structured 
meetings on PAD 

Mental health professionals 
Country: US (Washington) 

N=296 (N=115 outpatient participants at 2 
community mental health centres; N=78 
inpatient staff (nurses, social workers, 
medical staff, administrators) at 4 
community psychiatric hospitals, N=39 
inpatient staff from 1 state hospital, N=16 
crisis service staff, including 1 triage unit, 
N=13 from an afterhours crisis program 
for 2 mental health centres, N=6 crisis 
program in a county jail, N=29 county-
designated mental health professionals in 
2 counties) 

Srebnik and 
Russo 
(2008)  

Interview; Chart 
review; Case 
history; 
Quantitative 
analysis of larger 
study sample 

Service users who 
completed a PAD and had a 
psychiatric crisis event post-
PAD completion 
Country: US (Washington) 

N=303 (larger study, of which N=106 
completed a PAD). This analysis focuses on 
N=69 of the N=106 who had at least one 
psychiatric crisis even where their PAD 
could have been used  

Swanson et 
al (2003)  

Interviews; mailed 
self-report 
questionnaire for 
clinicians 

Service users with severe 
mental illness, family 
members (carers), clinicians 
who treat persons with 
severe mental illness 
Country: US  

N=272  

N= 104 service users; N= 83 family 
members; N=85 clinicians 

Swanson et 
al (2007) 

Structured self-
report 
questionnaire 

Psychiatrists 
Country:US (North Carolina) 

N=164 (psychiatrists)  

Swanson et 
al (2008) 

Prospective study PAD completers vs. non 
completers (service users) 
Country: US (North Carolina) 

N= 147 (PAD completers) and N=92 (PAD 
non-completers) 

Swartz et al 
(2005) 

Self-report mailed 
questionnaire to 
assess clinician 
attitudes  

Psychiatrists 
Country: US (North Carolina) 

N=167 

Swartz et al 
(2006) 

Follow-up 
quantitative 
analysis of F-PAD 
RCT  

Service users 
Country: US 

Additional analysis based on original F-
PAD trial (N=469) (Swanson et al. 2006) to 
look at preferences for completing PAD. 
This analysis used two samples: A) Full 
sample with non-missing data for 
preference measure (N=456) B) 
Subsequent analyses (N=381) who were 
those who indicated prior to 
randomization that they did not already 
have a  PAD or a power of attorney and 
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wished to complete a PAD. 

Van Dorn et 
al (2006)  

Survey Mental health professionals 
(psychiatrists, psychologists, 
social workers) 
Country: US 

N=591 (N=167 psychiatrists, N=237 clinical 
psychologists, N=193 clinical social 
workers) 

Van Dorn et 
al (2008) 

Secondary analysis 
of Swanson et al 
(2003, 2006) to 
examine barriers 

Service users 
Country: US 

N=469 (based on sample of Swanson et al 
2006) 

Van Dorn et 
al (2009)  

Researcher-
administered 
questionnaire 

Service users from Latino 
background in the US +  
family members + treating 
clinicians 
Country: US 

N=140 (N=85 service users, N=25 family 
members, N=30 clinicians)  

Varekamp 
(2004)  

Qualitative 
interviews 

Service users and carers, 
psychiatrists 
Country: Netherlands 

N=51 (N=19 service users, N=17 
psychiatrists, N=15 relatives/friends) 

Wilder et al 
(2007) 

Mailed self-report 
or online 
questionnaire 

Mental health professionals 
Country: US 

N=597 (N=167 psychiatrists, N=237 clinical 
psychologists via mail questionnaire 

N=193 clinical social workers) via online 
self-report survey 

Wilder et al 
(2012) 

Internet based self-
report 
questionnaire 

Administrators, Clinicians, 
Consumers, Family 
Members, Advocates  
Country: US 

N=460 (N=67 administrators, n=268 
clinicians, n=40 consumers, n=60 family 
members, n=25 advocates) 

 

What are the perceived barriers to PAD implementation/uptake at the health 
professional level? 

Lack of knowledge and training. A  lack of knowledge and awareness about PADs among 
mental health professionals emerged as one of the most frequently cited barriers in the 
literature, both from the health professional and service user perspective. O’Connell and 
Stein (2005) found that 55% of health professionals had never heard of PADs, and only 
11% considered themselves “very familiar” with PADs. (O’Connell, Stein, & O’Connell, 
2005) Similar results emerged from another study finding that only 37% of health 
professionals correctly answered the question that the PAD statute in North Carolina does 
not require a clinician to follow a patient’s advance refusal of treatment inconsistent w ith 
community practice standards (Elbogen et al. 2006), showing that 63% of health 
professionals were therefore not familiar with PAD-relevant provisions in the law. 
O’Connell and Stein (2005) found that health professionals in the region which did not 
receive PADs education had significantly higher scores on the Obstacles to Success scale 
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compared with informants in the pilot region (who received PAD education) (p< .001) 
(O’Connell et al., 2005). Thus, health professionals who received training on PADs 
perceived fewer obstacles to PAD implementation.  

Six studies (Amering, Denk, Griengl, Sibitz, & Stastny, 1999; Van Dorn et al. 2006; 
Ambrosini, Crocker, Perreault, & Israël, 2008; Kim et al. 2008;  Wilder et al. 2012) found 
that between 29% and 54% of health care professionals had prior knowledge of PADs. The 
extent of PADs knowledge appears to differ by health care professional, as social workers 
and nursing staff had more PADs knowledge compared to psychiatrists and psychologists 
(Amering et al. 1999; Van Dorn et al. 2006). Furthermore, inpatient and outpatient 
clinicians received less training compared to inpatient and outpatient administrators (30% 
and 100%, respectively (Wilder et al. 2012).  More administrators (100% of inpatient and 
88% of outpatient) had heard of the relevant law governing health care decisions in the US 
compared to clinicians (67% of inpatient and 62%of outpatient) (Wilder et al. 2012). 
However, administrators working in specialized mental health contexts (e.g. prisons) 
reported limited knowledge of PADs; only 10% of administrators surveyed in one study 
reported having any knowledge of PADs (Scheyett, Vaughn, & Francis, 2010). Finally, 
emergency care and inpatient care providers having limited knowledge of PADs was cited 
as a significant barrier to PAD implementation (on a scale of 1 to 9, 1 being highly 
significant barrier, 9 = insignificant, this barrier received a mean score of 1.7(0.9) and 1.9 
(1.1) respectively) (Henderson et al. 2010). 

Fear of complete treatment refusals. Mental health professionals in two studies expressed 
concern that PADs will be used by persons with mental illness as a tool to refuse all 
treatment (Backlar et al. 2001; Srebnik & Brodoff, 2003). In one study this was articulated 
as a fear that PADs might be used to refuse either all medications or hospitalizations, 
which could compromise treatment (Srebnik & Brodoff, 2003). Another study found that 
45% of professionals believed that the benefits of PADs could be outweighed by the 
disadvantages of a patient potentially using PADs to refuse medications (Elbogen et al. 
2006). Professionals who accepted and emphasized service user autonomy were most 
likely to follow a PAD where treatment was refused (Elbogen et al. 2006). In two studies 
(Kim et al. 2008; Van Dorn et al. 2006) 41% of psychiatrists, 36% of psychologists, and 33% 
of social workers believed that there could be a risk of violence arising from treatment 
refusal in a PAD, determined by their agreement on a scale assessing obstacles to PADs 
implementation. In this same study, 51% of psychiatrists, 44% of psychologists and 31% of 
social workers believed that inappropriate treatment requests in a PAD would constitute a 
substantial barrier.  
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Fear that PADs will interfere with clinical aspects of care. Several studies found that health 
professionals felt PADs could interfere with various aspects of care. For example, 31% of 
mental health professionals in one study agreed with the statement that people with 
mental illness would not take responsibility for updating their PAD over time (O’Connell & 
Stein, 2005).  

Health professionals also appeared to fear that once a PAD is completed, the service user 
will not be able to change their mind and update their PAD, compromising care and 
clinical outcomes (Kim et al. 2008; O’Connell & Stein, 2005; Van Dorn et al. 2006). To 
illustrate, 96% and 81% of crisis staff and inpatient clinicians (Wilder et al. 2012) and 55% 
of psychiatrists, 46% of psychologists and 48% of social workers  (Van Dorn et al. 2006) 
surveyed believed that the service user would request to change their mind about PAD 
content in a crisis, posing a barrier to PAD implementation.  Related to this was the fear 
that the service user will not be able to receive “current” or “up to date” treatment as 
they are bound to the outdated treatment listed in the PAD (Srebnik & Brodoff, 2003).  

Professionals' reluctance to facilitate PAD. Srebnik & Brodoff found that mental health 
professionals were reluctant to spend a substantial amount of time to create PADs with 
service users (Srebnik & Brodoff, 2003). This is likely linked to health professionals’ worry 
that they may influence the PADs process, as well as service user choices articulated in a 
PAD. This was found in a qualitative study conducted in the Netherlands (Varekamp, 
2004). Fourteen percent of mental health professionals highlighted that it would be 
difficult to help people fill out a PAD in an unbiased manner (O’Connell et al., 2005).  Front 
line workers’ resistance towards sharing power with the service user (Kim et al. 2008) and 
reluctance to work with PAD models allowing service users to opt out of treatment 
(Atkinson, Garner, & Gilmour, 2004) were also mentioned as barriers to professionals 
facilitating PADs. 

Concerns about service user capacity. Three studies found mental health professionals to 
be concerned whether service users have decisional capacity to complete a PAD and make 
treatment decisions (Srebnik & Brodoff, 2003; Swanson et al. 2007; Wilder et al. 2012). 
Ninety percent of professionals surveyed thought that a service user might be too 
psychotic during a crisis to remember to notify staff that they have a PAD. Accordingly, 
patient insight was among the most important facts that clinicians considered when 
deciding whether or not to support patient preferences (Wilder et al. 2012). 
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What are the perceived barriers to PAD implementation/uptake from the service user 
perspective?  

Trust. One theme emerging from the service user perspective was trust. Several studies 
cited that service users did not have someone they trust enough to make a decision on 
their behalf. This translates to electing someone as a surrogate decision maker, a 
healthcare power of attorney, or appointing a nominated representative to make 
decisions as stated in an advance directive. The lack of having someone to trust is also 
associated with a low preference for surrogate decision-making, another barrier 
mentioned in two studies (Swanson et al. 2003; Swartz, Swanson, van Dorn, et al. 2006). 
To illustrate, 43% of service users did not feel they had someone they could trust to help 
them complete a PAD (Van Dorn, Swanson, & Swartz, 2009). Service users expressed that 
they had limited trust in their health care professional (Swanson et al. 2003; Swartz et al. 
2006).  In one Dutch study, 11% of service users did not trust their mental health providers 
enough to draw up a Ulysses directive9  (Varekamp, 2004). This distrust was related to the 
doubt that PADs would have any treatment effect  (Swartz, Swanson, van Dorn, et al. 
2006; Van Dorn et al. 2009).  

Lack of support. Lack of support from others (e.g. from health care workers) was also 
mentioned as discouraging access, completion or demand for PADs in 3 studies. One study 
found that 24% of the population found it hard to get help with a PAD (Swartz et al. 2006). 
Elbogen et al. (2007) found that 94% of those surveyed indicated they would be unable to 
complete a PAD without assistance or having a facilitator (Elbogen, Swanson, Swartz, et al. 
2007). The tendency to support PADs can directly influence the interest level of the 
service user. In one study, case managers’ support for PADs was positively related to 
service user interest in PAD ( Srebnik et al. 2003). 

Lack of knowledge of PADs. Another main barrier that emerged was a lack of knowledge 
and information about PADs, how to complete a PAD, and what to put in a PAD. This lack 
of knowledge and information could stem from limited access to PADs. There was a 
general lack of knowledge among service users and their carers about the existence of a 
PAD, how PADs could benefit them and their treatment, and how to access a PAD once 
the service user is interested. For example, as little as 9% - 58% of service users were 
aware of the existence of PADs (Foy, Macrae, Thom, & Macharouthu, 2007; Swanson et al. 

                                                           
 

9 The authors define a Ulysses directive as a subset of PADs, where a client with recurrent psychiatric episodes 
not yet deemed dangerous provides permission in advance for admission and treatment, thus forfeiting the right 
to refuse them. The key issue with Ulysses directives is the notion of irrevocability (Varekamp, 2004). 



 116 

2003; Van Dorn, Swanson, Swartz, Elbogen, & Ferron, 2008). The comparative figures for 
advocates and carers was 72% and 52%, respectively (Van Dorn et al. 2008).  

Understanding and completing a PAD. Some service users (56 and 50% of those sampled) 
had problems with understanding and comprehending the PAD (Swartz, Swanson, van 
Dorn, et al. 2006.; Van Dorn et al. 2009). Once interest is expressed, some service users 
were uncertain as to what to write or articulate in a PAD (Foy et al. 2007; Swanson et al. 
2003; Van Dorn et al. 2009).  Some also felt that PADs posed too much of a burden, 
expressed by 79% of clients interviewed in one study (Van Dorn et al. 2009). Finally, four 
studies (Foy et al. 2007; Swanson et al. 2003; Swartz, Swanson, van Dorn, et al. 2006.; Van 
Dorn et al.2009)  highlighted a reluctance to sign legal documents, which is necessary 
when signing legally binding PADs.  

Fear of health professionals’ negative attitudes. Service users mentioned that a key barrier 
was getting their health care professional to actually use and access the PAD they had 
completed. A follow-up study on a randomized controlled trial found that among 
participants with PADs who experienced episodes of decisional incapacity, only 35% 
reported being aware that a clinician had read their PAD (Swanson et al., 2008). These tie 
in with the notion that patients are afraid or reluctant to tell their doctor they even have a 
PAD. One study found that service users were apprehensive to tell their doctor they have 
a PAD (Elbogen, Swanson, Swartz, et al. 2007), whereas in another study, discomfort was 
expressed in even mentioning the existence of a PAD, for fear of a negative response from 
the doctor or involuntary treatment during future hospitalisations  (Kim et al. 2007). 
Health professionals’ negative attitudes towards PADs in general was rated by both 
service users and professionals as a significant barrier (on a scale of 1 to 9, 1 being highly 
significant barrier, 9 = insignificant, this barrier received a mean score of 3.4 (SD=1.4) 
(Henderson et al. 2010). Service users went on to further express that they were afraid to 
inform hospital staff they had a PAD for fear of not being paid attention to, or receiving a 
punishment for broaching topics such as seclusion and restraints. Service users were 
reluctant to approach their doctor in the first place in another study, fearing rejection 
(Amering, Stastny, & Hopper, 2005). A later study found that service users communicated 
the fear that clinicians might intimidate them during a psychiatric crisis, deterring them 
from introducing their PAD (Kim et al. 2007).  

Revocability and enforceability of PADs.  Service users who were uncertain about what to 
document in a PAD expressed a higher preference for irrevocability (Swartz et al. 2006). In 
another study, 74% of participants were concerned about the enforceability of PADs and 
whether they carried any legal weight (Srebnik & Russo, 2008). Building on this, 
participants in the same study worried about the legal validity of PADs, particularly as to 



 117

whether the remaining parts of a PAD were still legally valid if health care professionals 
had overridden others (Srebnik & Russo, 2008). Conversely, in one Dutch study, all 18 
service users interviewed mentioned that a specific disadvantage of the Ulysses directive 
is being committed to something agreed on in periods of decisional capacity (Varekamp, 
2004). 

Discussion 

This review aimed to capture the barriers to psychiatric advance directive uptake and 
implementation from a broad group of stakeholders within the research literature. The 
purpose of conducting such a review was to better understand the barriers blocking the 
uptake of PADs and implementation despite high demand and extensive advocacy. The 
results from this review point to a number of barriers expressed at the system, health 
professional and service user level.  

Capacity as a barrier to completion of PADs? The discrepancy between the interest in and 
completion of PADs have been attributed to a wide range of barriers such as the service 
user’s understanding of PAD documents, scepticism about whether PADs will be 
beneficial, and difficulty obtaining proxy decision-makers (Swanson et al.2003). Health 
professionals felt that a service user’s competency to complete a valid PAD could be a 
barrier. This is despite nearly all service users in a number of studies being able to 
complete a valid PAD (for example, Backlar et al. 2001; Peto et al. 2004). Even in low-
resource settings like India, it is possible to complete a PAD, both facilitated and 
independently, even when service users have active symptoms (Kumar et al.2012). In this 
particular Indian pilot study, 65% of service users completed a PAD without assistance, 
29% required prompts, and 6% required assistance to write the PAD (Kumar et al. 2012). 
This study lends support to the view that decisional incapacity is not an ‘all or nothing’ 
phenomenon, but rather a fluctuating occurrence throughout the course of mental illness 
(Patel & Bloch, 2009). PADs embrace the idea of decisional incapacity as a transitory 
phenomenon, as they are specifically intended for completion during a period in which the 
service user has decisional capacity, to plan for periods when they may experience 
decisional incapacity.  

Legal tensions and impact on PAD use and implementation. In many states in the US, 
involuntary care or admission gives the health professional the right to ignore or overrule 
PADs. The paradox with this provision is that a PAD is most valuable precisely in crisis 
situations and in situations when the person is not in a position to make decisions. If PADs 
are overruled in these situations, what is the motivation for service users to write a PAD? 
The basic philosophy that laws enable this to happen points to a sort of discriminatory 
practice towards people with mental illness. The objective of having a PAD is that in times 
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of crisis, when a person with a mental illness lacks decisional capacity, the PAD and 
preferences come into effect. It is therefore counter-productive to overrule a PAD 
precisely in the times that it’s intended to be utilised. There is also an inconsistency 
between medical advance directives and PADs – while medical advance directives enable 
someone to refuse potentially life-saving procedures based on personal reasons, this logic 
is not applied to PADs (Atkinson et al. 2003). Medical treatments can be refused based on 
personal beliefs (based on emotional decision-making rather than on scientific facts) or 
based on religious beliefs (e.g. Jehovah’s Witnesses refusing blood transfusions) and 
persons with mental illness are often not offered a similar option for refusing specific 
treatments, even when the PAD is written in periods when the person has full decisional 
capacity. In this light, the law’s ability to override competently made decisions made by 
persons with mental illness can be seen as discriminatory (Atkinson et al. 2003). It is not 
the case however that all mental health professionals want to overrule PADs that refuse 
some form of treatment. In Wilder et al. (2007), a number of mental health professionals 
endeavoured to honour their patients wishes outlined in a PAD, particularly if the PAD 
presents evidences of conventional medical reasoning behind treatment refusal. The study 
points to the notion that mental health professionals are more sophisticated in their 
decision making as opposed to automatically overriding treatment refusals (Wilder, 
Elbogen, Swartz, Swanson, & Van Dorn, 2007).  

The difference between advance directives and other types of advance agreements lies 
inherently in the fact that it is the expressed wish of the person with mental illness which 
is legally binding, which ultimately offers substantial autonomy to the service user 
(Atkinson et al. 2003). Furthermore, a legally binding PAD may require both competence 
and consideration about potential risks, whereas a non-legally binding agreement often 
requires a discussion with health professionals and service users and their carers, and 
involves more agreement and compromise. Non-legally binding types of advance 
agreements potentially offer less perceived risk to health care professionals (and have 
more of a focus on communication and collaboration). Legally binding PADs are perceived 
to potentially impose restrictions on the influence of the health professional by offering 
more power to the service user in the client-patient relationship (Atkinson et al. 2003).  
However, Atkinson and colleagues (2003) comment that service user autonomy is only 
supported so far as health care professionals accept their client’s preferences. It may be 
imperative to change both service user behaviour and health professional behaviour 
(Atkinson et al. 2003). Wauchope (2011) suggests that the amount of legal weight 
attributed to PADs constitutes a complex issue and requires more debate (Wauchope, 
O’Kearney, Bone, & Urbanc, 2011). 
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Provisions for PADs in global mental health legislation. Another consideration is that a 
number of countries have outdated mental health legislation, and close to no laws in low 
and middle-income countries (LMICs) offer the option of PADs. It is crucial that a strong 
policy and legislative framework is in place (and implemented) as a backbone to support 
treatment and care structures in a country. Another potential consideration not exclusive 
to LMICs but poignantly so is that in order to optimally implement PADs, a strong public 
health system and linkages are necessary, as well as good continuity of care (Thara & 
Rameshkumar, 2012). It is therefore important that the provisions for PADs and strategies 
to enable completion and uptake are adapted to reflect the local health, legal and social 
context (Thara & Rameshkumar, 2012). As an example, the current Mental Health Care 
Draft Bill in India specifically covers the issue of liability, serving as an example of 
overcoming the barrier of legal liability expressed by mental health professionals.   

Furthermore, the roles and responsibilities that health professionals hold and the extent 
to which individual rights and principles such as autonomy vary by both context and by 
country. For example, in some states in the US, health professionals are required by law to 
discuss the topic with service users, while in India the draft Mental Health Care Bill does 
not mandate PADs but offers it as an option for service users. Underlying this are also 
differentiations in prioritising autonomy and individual rights, which differ between 
Western and non-Western countries. In non-Western contexts and in more collectivist 
societies, the smallest autonomous unit is often the family as opposed to the individual 
(Alem, Jacobsson, Lynöe, Kohn, & Kullgren, 2002; Hanlon, Tesfaye, Wondimagegn, & 
Shibre, 2010). This means that family members are often responsible for their family 
member’s ongoing mental health care (Hanlon et al. 2010) and thus are key stakeholders 
in facilitating and assisting their relative with a mental illness in drafting a PAD. These 
types of differing support structures and contextual factors impacting autonomy need to 
be viewed in light of provisions for, and facilitating access to, PADs. One study in India 
found that there was strong evidence of coercion; 73% of relatives believed that 
electroconvulsive therapy (ECT) would have been administered by professionals with force 
even if they had refused (Hanlon et al. 2010; Rajkumar, Saravanan, & Jacob, 2006). This 
highlights the importance of mental health sensitization for both families and service users 
in such contexts, to communicate the added value of creating a PAD. 

Despite the worry that PADs may be used to refuse some or all treatment, a number of 
studies report that service users do not refuse all treatment. Several studies (Amering et 
al. 2005; Elbogen, Swanson, Swartz, et al. 2007; Kim et al. 2007) found that none of the 
participants refused all treatment, or refused very few treatments, and Kumar et al (2012) 
found that out of 92 PAD completers, all wanted to continue treatment, while Reilly and 
Atkinson (2010) found that only one person refused all treatment (out of 55 PADs) 
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completed in Scotland (Reilly & Atkinson, 2010). In fact, Swartz et al (2005) found that 
service users placed the highest value on continuity of care, doing so by taking treatment 
recommendations of their doctors (Swartz et al. 2006). This interest in following treatment 
recommendations sharply contrasts with the fears of health professionals that a high 
proportion of patients will use PADs to refuse recommended treatment. This is also 
supported by studies showing that treatment preferences were consistent with practice 
standards over 95% of the time PADs were reviewed (Srebnik et al. 2005; Swartz et al. 
2005). 

From the service user perspective, another issue is the degree to which the service user 
wants their doctor involved in drafting a PAD (Ambrosini, Bemme, Crocker, & Latimer, 
2012). Service users can sometimes complete a PAD in order to limit the doctor’s freedom 
to make decisions (Atkinson et al. 2004). Health professional involvement in PADs may 
therefore depend partially on the level of trust in the doctor and dynamics arising from 
prior interactions (Laugharne & Priebe, 2006). Scheyett and colleagues in the US found 
that social workers struggle with power, responsibility and professional tensions that exist 
between using PADs and supporting autonomy of their clients (Scheyett, Kim, Swanson, & 
Swartz, 2009). From the health professional side, if PAD implementation barriers are to be 
reduced, it must be acknowledged that there may be valid reasons for mental health 
professionals to be reluctant to change their established practices and alter their 
responsibilities to embrace PADs (Backlar, 1997). It seems that despite the advocacy for 
PADs and existing legislative framework for PADs, there is a lack of buy-in from health care 
professionals (Amering et al. 2005; Atkinson et al. 2004; Backlar et al. 2001; Miller, 1998; 
Srebnik & Brodoff, 2003.;  Swanson et al. 2007; Swanson et al. 2003). In an effort to 
further action on PADs implementation and acceptance, we attempt to synthesise a 
number of potential solutions to the barriers we examined in this review.  

Potential solutions to perceived barriers. A number of barriers can be overcome with 
critical reflection and a deeper knowledge and understanding of the basic utility of a PAD 
for service user empowerment and autonomy. For example, lack of support and concerns 
from health professionals that additional time is required to help patients complete PADs 
could be tackled by offering facilitators or peer support workers to facilitate and assist 
with completing a PAD, as has been demonstrated in studies evaluating the efficacy of 
facilitated psychiatric advance directives (Elbogen, Swanson, Appelbaum, et al.2007; 
Swanson et al. 2006)). While facilitated PADs can be seen as resource intensive, one 
solution could be to utilise non-professional health workers or support workers as a 
facilitator. A more recent study in the Netherlands found that quality aspects 
(completeness and specificity) of crisis plans were better when the plan was facilitated by 
a patient advocate than by a clinician alone (70% vs. 57% completion rate, respectively) 
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(Ruchlewska, Mulder, Van der Waal, Kamperman, & Van der Gaag, 2012). Patient 
advocates confirmed that a completion rate of 70% was consistent with crisis plans 
facilitated outside of a controlled trial setting. Using non-health professionals to facilitate 
crisis cards was also found to be effective in the Netherlands (Van der Ham, Voskes, van 
Kempen, Broerse, Widdershoven, 2013). This solution reduces burden on health 
professionals, offers opportunities for informal support in the care process, while offering 
therapeutic benefits for the client and carer and enabling autonomy and increasing PADs 
completion to match high demand from service users. Facilitation can reduce a number of 
the reported barriers (Peto et al. 2004; Van Dorn et al. 2006) especially system-level 
barriers such as hampering clinician time, interfering with care, and reluctance from the 
service user side to approach their doctor about a PAD. 

In terms of accessibility to PAD at the systems level, having information systems in place 
(e.g. computerised medical records that will alert the present of a PAD) seem a promising 
route to making PADs more accessible. This may be a significant barrier in under-served 
settings or in countries where there is a poor public health information management 
system. However, working on attitude changes and acceptance of PADs by mental health 
professionals needs to happen simultaneously with investing in a information system to 
store/retrieve PADs (Srebnik & Russo, 2008).  

One way to solve the lack of knowledge and awareness of PADs is brief, practice-based 
training programmes targeted at sensitising a broad range of health and law stakeholders 
on the utility and implementation of PADs (e.g. social workers, administrators, community 
health workers, general practitioners, psychiatrists, psychologists, lawyers, judicial 
officers, policymakers). Increasing awareness of tools like PADs could additionally help 
reduce stigma as they improve perceptions around the capacity of people with mental 
illness to be involved in their treatment (Wauchope et al. 2011). Training can also help 
service users and health professionals to understand the conditions under which PADs can 
be optimally used, as well as conditions where PADs need to be overridden. The provision 
of training could also be incorporated into undergraduate level medical education (And 
education for other allied health professionals) to raise awareness and contribute to 
minimising the knowledge gap on PADs. 

While effective strategies need to be realised in order to alleviate barriers, future research 
exploring these strategies requires some thought. Practice-based trials can help to better 
understand what type of training benefits health professionals and service users best, 
whether PADs can be completed and used in non-Western contexts where autonomy is 
understood differently, and how logistical issues can be tackled when it comes to 
communicating the existence of a PAD among different cadres of health professionals (e.g. 
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emergency and primary care professionals). After developing a better understanding of 
how PADs work in systems of care in different countries, effectiveness studies will be then 
be more beneficial. Outcome measures could aim to focus more on service-user centred 
measures such as quality of life, participation in care, and empowerment post-PAD 
completion.  

In sum, it appears that while some barriers are relatively straightforward to address (such 
as the lack of knowledge and training issue for service users and health professionals), 
other barriers, such as changes to legislation are more difficult and require more debate 
and input from multiple stakeholders. Changes to legislation such as laws allowing 
overriding PADs in the case of involuntary care will require substantial input, as it is 
related to attitudinal change about power equations in client-provider relationships.  If the 
more addressable barriers are tackled, it leaves more room to negotiate and deliberate 
the more difficult barriers.  

Limitations. There are several limitations to this review. First, it is possible that our narrow 
search may have missed some studies and in addition, reviewing other forms of advance 
planning tools (which we excluded from this review) could have yielded more studies 
providing insight into barriers experienced by stakeholders. Second, the methodologies in 
systematically reviewing both quantitative and qualitative studies need further refining 
and examination. It is possible that the barriers/concerns reported across the studies were 
the most significant themes, and others were not highlighted, as has been found in other 
systematic reviews of barriers in health care (Mills, Jadad, Ross, & Wilson, 2005). Third, 
some barriers were explicitly cited in the literature, whereas others were implicitly stated 
in the form of statements in a questionnaire that stakeholders agreed or disagreed with, 
or expressed concerns rather than explicit barriers. Thus, there is a substantial amount of 
variance and heterogeneity in the compilation of the barriers in this review. Fourth, all 
studies were from select high-income countries, primarily the UK or US, with very few 
studies from other middle or high-income countries and none from low and middle-
income countries. Consequently, this biases our review and limits the ability to make 
explicit recommendations to countries with legal and health care systems different than 
high-income, Western countries.  Fifth, generalizability beyond these studies can be seen 
as limited, as many papers use the same sample population or employ small sample sizes. 
Finally, while we assessed barriers at 3 levels, they are in actuality interlinked, and the 
categorization we used in this review is in a sense quite artificial. The barriers should be 
viewed not as three distinct levels of barriers but rather as lying along a continuum.  
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Conclusion 

Reviewing the barriers to PAD uptake and implementation adds great understanding to 
the debate on how we can develop strategies to address these barriers experienced by 
service users, carers, health professionals and policymakers. Evidently, tensions exist 
between service users and health care professionals that appear to concentrate around 
dilemmas concerning power relations, capacity and reluctance to use PADs. There are 
potential strategies that can be applied to alleviate these tensions and dilemmas, although 
additional research (especially field-based and operational research) will be useful to  
capture the processes and challenges experienced in clinical practice as well as point to 
best practices in countries with existing PAD provisions.  
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CHAPTER 8: UNPACKING THE PSYCHIATRIC ADVANCE 

DIRECTIVE IN UNDER-SERVED SETTINGS: AN EXPLORATORY 

QUALITATIVE STUDY IN TAMIL NADU, INDIA 
 

Abstract 

Background: Psychiatric advance directives, a tool to document preferences for care in 
advance of decisional incapacity, have been shown to benefit persons with mental illness 
in a number of countries through improving medication adherence, reducing symptoms 
from escalating in a crisis, accelerating recovery, and enhancing service user autonomy 
and empowerment.  While concepts such as autonomy and empowerment are important 
in a number of high-income country settings, it remains unclear whether tools like 
psychiatric advance directives are suitable in a different context. The recent introduction 
of the psychiatric advance directive into draft legislation in India prompts the question as 
to how feasible psychiatric advance directives are in the Indian context. The aim of this 
study is to explore the feasibility and utility of PADs in India, with a focus on the need for 
individual control over decision making and barriers to implementation, by analysing 
views of the central stakeholders, service users and carers. 

Methods: Qualitative semi-structured interviews (n=51) with clients (n=39) and carers 
(n=12) seeking mental health treatment at outpatient clinics in urban and rural settings in 
the Chennai area, Tamil Nadu, India. 

Results: Clients engaged in a number of forms of decision-making (passive, active, and 
collaborative) depending on the situation and decision at hand, and had high levels of self-
efficacy. Most clients and carers were unfamiliar with PADs, and while some clients felt it 
is important to have a say in treatment wishes, carers expressed concerns about service 
user capacity to make decisions. After completing PADs, clients reported an increase in 
self-efficacy and an increased desire to make decisions.  

Conclusions: The introduction of psychiatric advance directives in India appears to be 
associated with positive outcomes for some service users, however, there is a need to 
better understand how this tool can be adapted to better suit the care context in India 
and hold meaning and value for service users to complete. 

Key words: Psychiatric advance directive, decision-making, India, community mental 
health  
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Background 

Globally, the way we perceive disability is changing, from seeing persons with disabilities 
as objects of charity to subjects with rights, capable of claiming these rights and 
participating actively in society (United Nations, 2006). Article 12 of The Convention on 
the Rights of Persons with Disabilities (CRPD) (Equal Recognition before the Law) is 
representative of this paradigm shift, stressing that systems should shift from models of 
plenary guardianship to models of supported decision-making to enable persons with 
disabilities to exercise their legal capacity. Legal capacity includes access to the civil, 
political and juridical system, legal independence to speak on one’s behalf, autonomy to 
make choices, and support to make these decisions where necessary [1]. However, 
persons with disabilities are not always able to exercise their legal capacity, thus there is a 
need for tools to enable supported decision-making. 

Psychiatric Advance Directives (PADs) are a legal tool for recording and implementing 
preferences in advance of periods of decisional incapacity (Weller, 2010b). PAD’s outline 
personal choices (finances and housing), preferences for care, and/or the appointment of 
a proxy decision maker (nominated representative). These preferences can be expressed 
independently or with support from facilitators, including health professionals or peer 
support workers (e.g., see Swanson et al., 2006). PADs could potentially mitigate the risks 
of coercive treatments to persons with severe mental illness during vulnerable periods 
when their autonomy is most compromised. 

PADs in high-income countries such as the US and UK are associated with restoring service 
user autonomy and empowerment, as well as improved medication adherence, reducing 
escalation of symptoms in a crisis, increase satisfaction with treatment, accelerating 
recovery, and enhancing dialogue with health care professionals (Campbell & Kisely, 2009; 
Peto et al., 2004; Wilder et al., 2012; Wilder, Elbogen, Moser, Swanson, & Swartz, 2010). 
However, autonomy and empowerment are not necessarily the most dominant principles 
in many low and middle-income countries (LMICs), where cultural emphasis centres more 
on reciprocity, family, community, and joint decision-making (Neff, 2001). In many LMICs, 
for example, the family often assumes the role of decision-maker, instead of the 
individual, responsible for ongoing mental health care (Hanlon et al., 2010). 

This is also the case in India, where mental health care often aims to do what is best for 
the family (Hanlon et al., 2010; Wasan, Neufeld, & Jayaram, 2009). This is also embedded 
in India’s Mental Health Act of 1987, which recognises the importance of family as the 
primary decision-makers; however this system has been criticised as it leaves the potential 
for family members to abuse these decision-making powers (Hanlon et al., 2010). 
Currently, a new Mental Health Care Bill (2013) has been cleared for parliamentary 
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review. The revised Bill adopts a more rights-based approach to care and has made an 
explicit provision for PADs as a way to promote supported decision-making. While the 
draft law in India could empower persons with mental illness, there are substantial 
barriers to overcome, most notably sparse finances and human resources as well as a lack 
of awareness among health care workers, families and service users about ethical 
frameworks, weakening the value of available tools for protection of human rights of 
persons with mental illness (Hanlon et al., 2010). 

In this article, we describe initial experiences with a trial of PADs in India; a tool that 
previously has not been used in cultures that espouse family rights over individual 
decision- making rights. It can be anticipated that many barriers occur while implementing 
PADs, thus it is crucial to explore the perspectives of stakeholders to understand the 
feasibility and utility of PADs (Sarin et al., 2012). Therefore we specifically aim to explore 
the feasibility and utility of PADs in India, with a focus on the need for individual control 
over decision making and barriers to implementation, by analysing views of the central 
stakeholders, service users and carers. This aim raises several questions relevant to the 
Indian context.  First, what underlying beliefs concerning decision-making do service users 
hold?  Second, what do service users and carers think about the concept of PADs? Third, 
can a tool originally developed as a way to exercise autonomy be valued and used in the 
Indian context? Fourth, does completing a PAD have any impact for service users?  

Methods 

Design 

This qualitative study was part of a larger study assessing the feasibility and utility of PADs 
India, including the process and content of PADs. This study presents the results from 
interviews conducted before and after completing a PAD with clients and carers.  

Sample and Setting 

The study was conducted at outpatient clinics run by the Banyan, a non-profit mental 
health services organisation, in Chennai and Kovalam, Tamil Nadu, India. A random 
sampling method was used to select clients attending routine outpatient clinics at three 
sites (one rural clinic, two urban clinics). We stratified the sample by gender and location 
(i.e. equal numbers of clients living in urban and rural settings).  

Clients were included in the study if they were diagnosed with a mood disorder, psychosis, 
or schizoaffective disorder (with or without active phase symptoms) and the client was 
able to understand, speak, and or/write in Tamil or English. Participants were excluded if 
they had a diagnosis of mental retardation, organic psychosis, or comorbid alcohol and/or 
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substance abuse, as well as any person acutely ill to the extent that it would be unethical 
to have them participate in the study. In the results, we use the term clients to reflect the 
study sample accessing services at The Banyan, whereas the term service user is used 
throughout the remainder of the text. 

Data collection 

A total of 51 semi-structured interviews took place between March and June 2013, carried 
out by 2 masters-level trained researchers. Both researchers received training on PADs by 
a psychiatrist (SP), and additional, context specific, qualitative research training. Interview 
guides and concepts to be used in the interviews were translated from English to Tamil 
and back translated to English to ensure concepts retained the same meaning during 
translation. A translator carried out interviews in Tamil, which were audio recorded, and 
translated into English. Interviews were carried out in three phases with different samples. 
Prior to introducing PADs, 26 interviews were conducted with clients to explore notions of 
decision-making (Part 1 of this study). Then, clients and carers (n=25) were interviewed on 
their knowledge and attitudes towards PADs (Part 2). Third, after completing a PAD, 18 
clients (of 26 interviewed in Part 1) were interviewed on the perceived impact of PADs. As 
the other clients were not available for a follow-up interview (n=8) post-PAD completion, 
it was only possible to interview 18 clients. Interviews post-PAD completion was carried 
between 1-8 weeks after PAD completion to allow time for reflection (depending on the 
client’s next scheduled appointment at the outpatient clinic). A training programme was 
conducted to train PAD facilitators working at the implementing service organisation. The 
participants of the training programme were all health workers at The Banyan (case 
managers, social workers, psychologists, nurses, psychiatrists). These facilitators assisted 
in PAD completion, if requested by the client.  

Ethical Considerations 

Local ethical approval was obtained for this study from the external research review 
committee for the Banyan. Consent to participate in the interviews and to complete a PAD 
was obtained and recorded from every participant either through signature on informed 
consent forms, or by thumbprint. To ensure confidentiality during the data analysis, 
names were replaced with unique ID codes. Furthermore, identifying factors associated 
with the interviewees were omitted from the data analysis and from this paper. 

Analysis 

For clients, basic demographic and clinical characteristics were collected and tabulated 
(age, sex, gender, and diagnosis, if known). Basic demographic characteristics (age, sex, 



 129

gender, relation to relative with a mental illness, urban/rural location) were collected for 
carers. These demographics were available through client records maintained by the 
organisation.  

For the qualitative data we used a thematic analysis approach (Miles & Huberman, 1994). 
The coding process consisted of several stages. Stage one involved two researchers 
familiarising themselves with the interview data. Stage two entailed two researchers 
independently coding the data inductively, creating a list of emergent codes. Codes were 
generated, collated, and refined into themes relevant to the research questions. A third 
researcher independently coded the interviews as an additional quality check. 
Disagreements were resolved through discussion or involvement of a fourth researcher on 
the project team. All interviews were analysed in MaxQDA, version 11 (VERBI Software 
Sozialforschung GmbH, 2001).  

Results 

The majority of clients were between 18-49 years of age, while the majority of the carers 
were over the age of 60. Males and females, and urban and rural living contexts were 
equally represented across clients and carers (see Table 1).  

Notions of decision-making 

PADs aim to enhance control over decisions and choices related to daily life and health 
care. Prior to the introduction of PADs, clients reflected on their ability to make decisions 
in their lives. From the interviews, a number of themes emerged: self-efficacy, control 
over circumstances, and types of decisions made. 

Clients conceptualised self-efficacy as setting goals and attaining them.  All clients have 
had periods in their lives where they experience high levels of self-efficacy regarding their 
personal lives and medical needs i.e. feeling committed to achieving a particular goal, 
capable of making decisions, and influencing their circumstances. In addition, all clients, 
irrespective of gender, felt motivated about attaining a state of good health, “getting 
well”, and, recovery. Clients who felt highly self-efficacious were also more likely to feel 
that they possessed the ability to make decisions independently and achieve goals. 

“I think I can accomplish any goals I have in life, I have confidence in myself that I  
can achieve them” [ID 19, Female, Client]  

Yet, a number of clients, women and those living in rural areas in particular, felt they had 
low levels of self-efficacy, especially regarding setting individual goals. Women often set 
goals driven by family matters, such as ensuring family cohesion, well-being, and taking 
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care of educational and marriage arrangements for their children. Seven clients, mostly 
women, indicated that they had never thought of setting individual goals. Clients also 
talked about “leaving behind” goals or decisions they wanted to pursue, largely due to 
pressure from family, or symptoms from their mental illness. In practice, this was 
described as having to leave a job due to recurrent symptoms or relapse, not having funds 
to send their child to school, or wanting to pursue a career but having a career choice 
decided for them by family members.  Some clients thought that goals only pertained to 
“larger” goals, and did not consider smaller, more mundane attainable goals.  

“I have no goals in my life. When I was young I had a lot of goals..I wanted to get 
my own house and I wanted to be very happy. But now I do not have any goals of 
that sort, the only goal I have is to get my son married. There are no other goals, I 
just left all that I had before” [ID 12, Female, Client] 

The degree to which clients made decisions independently was again context-specific, 
where, across the interviews, the type of decision appeared to determine the level of 
required support or consultation with others. Clients described engaging in three forms of 
decision making: active (operationalised as making decisions independently), passive 
(choosing to hand over decision-making powers to someone else for a particular decision) 
and collaborative forms of decision-making (joint decision-making).   

“I make decisions for myself, and do not depend on anybody else. Although I 
discuss decisions with my sons, I make decisions for myself. I got my sons and 
daughter educated, got them a job, and got them married. This is a very big 
achievement and very important decisions I’ve made in my life.” [ID 11, Female, 
Client] 

“I usually make decisions for myself, but in the middle of my life when I was in a 
psychological depression, I approached another person for decisions and 
suggestions. Usually, I make my own decisions and it has always been like this for 
me. When I make decisions, and I am concerned about whether my choices are 
right or wrong, then I ask for suggestions from my friends and family” [ID 8, Male, 
Client] 

 “I do not take any kind of decisions individually, I consult with my husband and 
we make decisions together” [ID 14, Female, Client] 

Five clients (all women) felt unable to make decisions independently or jointly, often due 
to their guardians (families) making decisions on their behalf without consulting them. 
Barriers to decision-making were attributed to dominant family members, or distress that 
impeded the ability to make decisions clearly. All clients described that there were few 
perceived barriers to sharing their preferences for care with family and/or health care 
professionals they frequently consulted with at the Banyan. Similarly, all clients described 
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moments when they negotiated aspects of their care or daily living activities with others. 
This involved consulting with health care professionals, family or friends about their 
personal problems they were experiencing, particularly in relation to their mental illness 
(e.g. side effects from medication, tensions with the health care worker, working 
conditions).  

“I take the courage to talk with others and tell the doctor what I am feeling, even 
when I feel like I can’t. I take courage to do this because I think that I need 
treatment to be fine, so I discuss everything” [ID 14, Female, Client] 

Fourteen clients (of 26) currently felt in control over circumstances (described as being in 
control over thoughts, emotions, and reactions), especially over their health and 
treatment adherence, both at present and in the future. Despite accounts of low self-
esteem and goal-setting behaviour, women described feeling in control over 
circumstances. Lack of control was attributed to the internal factors arising from their 
mental illness, either related to symptoms, or lack of confidence at the time to control 
emotions. External factors were also discussed as leading to loss of control, such as low-
income or unanticipated life events (losing property or money). Poverty led many (n=17) 
to feel not in control of resources (food, transportation, resources required to get a job, 
study, marry), contributed to low self-esteem, and made it difficult to envision goals. This 
led clients to feel sad and tense. A minority of clients felt no necessity to control 
situations, believing that it is not possible to control their fate: 

 “I wanted to get my own house for myself, but then situations were such that 
things did not happen the way I wanted. Situations were very bad, now I have lost 
a lot of money because of that, and the situation was out of my control. I still had 
the courage to make decisions, but I still did not feel that the situation was in my 
control“ [ID 12, Female, Client] 

Clients felt more stable and in control when receiving care (e.g. medication or 
counselling), as it equipped them with a better understanding of the situations occurring 
in their lives, and stabilised their emotions: 

 “Now, since I am receiving treatment, I feel better and able to control situations. I 
used to feel very angry, upset and very depressed… Had I taken treatment at the 
time [of an incident from his past] I could have controlled the situation and 
handled it better” [ID 23, Male, Client]  
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What are the perceptions of PADs among clients and carers (families)? 

Awareness of PADs 

Clients were either unaware of PADs or its use, or were unable to describe and interpret 
the purpose of the PAD. Yet, all clients described situations in which they had been asked 
about their treatment wishes (for example, if they would like to see a particular doctor, or 
if they liked their medication).  

 “I’ve been asked about what medicine I prefer to take. I’ve been asked this every 
week, whenever I come here [to the outpatient clinic]” [ID 27, Female, Client] 

Table 1. Characteristics of clients (n=39) and carers (n=12) 

Characteristic Phase 1: Client interviews 
(N=26) 

Phase 2: Client interviews 
(N=13) 

Carer interviews 
(N=12) 

Sex (male)  N=12 n=6 N=6 

Age group 

18-29 

30-39 

40-49 

50-60 

60+ 

 

6 

6 

7 

2 

0 

 

2 

3 

4 

3 

1 

 

1 

0 

4 

1 

6 

Living environment 
(rural) 

13 6 6 

 

Similarly, 11 (of 12) carers were largely unaware of the existence of PADs, with only one 
carer saying she had heard about PADs during a monthly meeting for clients and carers at 
the Banyan.  

Attitudes towards PADs 

Clients were asked about whether they felt they should have a say in their treatment and 
whether they would hypothetically like to have a PAD. Ten clients were ambiguous in their 
responses, with only one client explicitly liked the idea of having a PAD:  

“It would be better if the doctor asked me, and I have a say. I think that since I 
have an education, I can give projections on how I feel and how and what kind of 
treatment I prefer to have, but I have not been asked on that. The doctor doesn’t 
ask me, but I think the doctor should ask.”  [ID 32, Female, Client]  
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Two clients stated PADs would be helpful both for treatment plans and as a way to 
encourage empowerment. However, they indicated that it is ultimately the doctors’ 
decision to determine treatment, and did not feel that one “should” have a say in their 
own treatment:  

“How can I decide on the treatment? The doctor has to decide that. The doctor 
knows whatever he is doing and I do not have a problem with it and I’m fine with 
it. I think it’s fine even if I am not asked about my opinion about my treatment 
wishes” [ID 36, Female, Client] 

Carer views on service user capacity  

Only one carer felt her mother should make decisions about her own treatment. This carer 
attributed her mother’s capacity to make independent decisions to her recovery. In the 
past, her mother was unable to make independent decisions due to the severity of her 
mental illness; however, since recovery, her decision-making abilities evolved: 

 “I want my mother to fill in the PAD document, because if she can express her 
wishes better then it’s good for her. It can help her in recovery. Because my 
mother has already worked as a nurse, she knows better about injections and 
treatment and all that. She knows better about taking treatment, so it is better if 
she is the one who fills the PAD document” [ID 5, Female, Carer] 

Six carers were uncomfortable with the idea of their family member having a PAD and 
having a say in their treatment. Two primary reasons for this emerged from the 
interviews: Carers felt PADs were not useful and would not bring any additional sense of 
control to clients, or carers felt their family member had limited or no decision-making 
capacity. Other carers articulated that clients could make smaller decisions independently 
but were dependent on others for larger decisions: 

 “I don’t think she [client] should be given a say, because she will not know what 
will happen in the future and she will not be able to decide on what kind of 
treatment would be good for her in the future” [ID 3, Male, Carer] 

 “Even the small decisions, he [client] consults with me [mother], and he depends 
on me whether he wants to go out or not, so he is not able to take decisions 
individually. He is always dependent on me” [ID 2, Female, Carer] 

“She’s not capable at all [of writing a PAD]. She was once [capable], but now it’s 
just not as good as it was some five or six years back. I don’t think she would be 
able to express her wishes, or that she’s capable… Her ability is not to that 
extent.” [ID 1, Male, Carer] 
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Interestingly, while clients themselves felt able to make decisions, especially about future 
care and treatment, it appears that carers did not always share this view. However, seven 
carers felt capable to assist their relative/friend in writing a PAD. Nonetheless, carers 
indicated they require support from health care staff as they have limited knowledge on 
the illness and treatment options.  

Perceptions about health care workers adhering to PADs  

Most of the clients (9 of 13) and carers (9 of 12) receiving care at The Banyan expected 
health workers to follow wishes and preferences, if documented. However, when asked to 
envision whether health care workers in other services (outside The Banyan) would 
adhere, the reaction was less positive, as there was a general sense of mistrust (based on 
previous negative experiences) in other care providers adhering to treatment wishes.  

Client perceptions after PAD completion 

Of the 18 clients interviewed after completing a PAD, 13 were able to articulate their 
treatment decisions independently without support from carers. Sixteen (of 18 clients 
interviewed post-PAD completion) felt that the PAD helped improve their abilities to make 
decisions about future treatment and feel more self-efficacious, and felt that the process 
of developing a PAD was easy. Sixteen clients articulated that they were able to openly 
express their preferences to the facilitator, and knew what kind of care they wanted to 
receive: 

“I was able to express my preferences freely, I expressed everything, whatever 
medicines or tablets or counselling I am taking, or would like to take, freely to the 
counsellor. Before filling the PAD I did not feel this way, but during filling out the 
PAD I felt it was important because I felt that others have to know what I am 
thinking about the treatment I am taking. So, I thought the PAD is important to fill 
and safe for me to fill out” [ID 24, Female, Client]  

However, while the PAD helped to fuel confidence in decision-making about care and 
treatment, it did not appear to additionally help clients with feeling more confident about 
decision-making in other domains.  

“I cannot take decisions in my life, but treatment is different, because I know what 
kind of medicine is good for me, what treatment is good for me, I can take 
decisions on that. But life decisions are different, I always have to depend on my 
husband and I don’t have anybody else, it is good that I actually consult my 
husband and decide. I think I can make [treatment] decisions, but it is difficult to 
make life decisions, I see both as different” [ID 14, Female, Client] 
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Two clients felt PADs should only be reserved for people capable of answering questions 
posed by the PAD facilitator. The majority (16 of 18) felt happy with the opportunity to 
document what they wanted from care in their PAD, and appreciated that their wishes 
were inquired about: 

“You asked me some very relevant and important questions in the PAD, which 
other people don’t ask. If you go to other doctors they want to treat you 
according to the way they want. And you got some very valuable information on 
what sort of treatment I would prefer and what treatment I would not.. what sort 
of doses and medication and what is useful and what is not..Writing the PAD is 
quite thoughtful, and down the line..it will help me to make some choice in case I 
need hospitalization or I need to be at a good place..or need different or more 
treatment…I  think, definitely it could help other people to complete a PAD..I think 
a PAD would be helpful. I think it will be helpful if people have a say in their own 
life” [ID 21, Male, Client] 

Overall, emerging from the interviews, PADs were found to have positive impact in 3 main 
areas: increased self-confidence, increased motivation to participate in treatment choices, 
and restoring perceived control over circumstances.  

“I think writing the PAD will help me have control over future treatment,  because I 
wrote it like a will, for my safety in the future. I liked it and think it will help me 
have control” [ID 2, Female, Client]  

The PAD was mentioned to be important to secure future care, safety and health, and 
facilitate the process of speaking out about preferences, which was motivating for clients. 
Specific to treatment, PADs were found to be helpful in highlighting the importance of 
preventing relapse, and adhering to treatment more than before. The interviews revealed 
two negative associations with PADs. The first was the PAD served as a reminder of painful 
memories from past experiences, and the second was scepticism about the value and 
utility of completing a PAD and whether it would be used in future care. The latter 
experience was linked to the feeling that the PAD was just a series of ‘answering of 
questions’, or redundant to document preferences and decisions that would otherwise be 
allocated to carers or health care professionals. 

 “I don’t know if it [the PAD] is important for me. Because I now know that only in 
the future the PAD might be implemented. I only gave answers because I was 
asked questions, so I don’t think it is very important” [ID 8, Male, Client]  

Discussion 

The aim of this study was to explore the perspectives of clients and carers to understand 
the feasibility and utility of psychiatric advance directives in India. To do this, we explored 
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notions of decision-making, knowledge and attitudes towards PADs, and whether 
completing a PAD had any impact on clients with mental illness. 

We found clients generally had high levels of self-efficacy, which is a facilitating factor for 
completing PADs, as clients can concretise their self-efficacious behaviour and link it to 
future actions and decisions. Self-efficacy was compromised by the loss of control over 
decisions and resources. This loss of control appeared to impact the client’s sense of 
stability, and was exacerbated when experiencing active symptoms of mental illness. In 
spite of this, we found that many clients remained motivated and able to achieve goals 
despite the adversity endured throughout their trajectories (e.g. domestic violence, 
homelessness, poverty). Although this study did not explicitly highlight client trajectories, 
the Banyan generally caters to populations afflicted with a number of adverse life events 
such as poverty, homelessness, and violence. In this regard, this population can be seen as 
representative of a lower socio-economic background compared to a previous study 
examining the feasibility of PADs in a population with a higher socio-economic status           
(Kumar et al., 2012). 

Furthermore, our findings indicate that service users engage in a number of forms of 
decision-making (active, passive, collaborative) depending on the situation. In India, 
decision-making roles (e.g. about food, education and employment) are often situated 
within pre-determined norms in society. It is thus important to contextualise decision-
making and decision-making powers. For example, choosing to give up decision-making 
powers to a relative in India can be a decision in itself. Therefore it is not that clients do 
not make decisions, rather, the operationalisation of a decision in some domains is 
different compared to the context in which PADs were originally developed.  Nevertheless, 
within these pre-defined roles, we observed that some, but not all clients felt they had the 
space to exercise their decision-making capacity with varying degrees of support. The 
reasons for reluctance or inability to make decisions remains unclear, thus it is important 
to find out the barriers to making decisions (i.e. is it that they are unaware of how to 
demand the right to articulate decisions, reluctance to take responsibility for this 
decisions) etc. In order to alleviate these barriers, prior to introducing PADs, the dialogue 
between health care workers, staff, and clients should be opened up.   

The finding that carers had a negative view of service user capacity to articulate 
preferences and decisions demonstrates the importance to work with carers in developing 
strategies to help support their relative to make decisions, even if only in certain domains. 
This is in contrast to findings from another study on PAD in India, which found carers to be 
very supportive of PADs (Kumar et al., 2012). The role of family in PADs is a delicate one, 
as carers may influence preferences articulated in a PAD, or may lead to tense relations if 
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the client and carer preferences differ. However, the role of the family is an important one 
to consider and discovering a way for involving carers in the PAD process constructively is 
essential.  

Overall, our findings show that PADs are promising for some clients, but in order to 
increase the value of the tool for clients in India and ensure smoother implementation of 
PADs in practice in light of the new Mental Health Care Bill, it needs to be adapted to 
better suit the local context. Prior to this, a number of barriers will arise to adaptation and 
implementation of this tool. First, the current state of the public health system is 
fragmented, particularly at the systems level. In a pluralistic health context like India, 
where it is common to concurrently use services from a number of practitioners from 
different systems of medicine (e.g. faith-based and biomedical practitioners), it is still 
unclear how a PAD will be coordinated and honoured across multiple care platforms. Our 
study is based in an organisation emphasising service user involvement, thus clients may 
have been more open to such a tool, which differs from processes in the public health 
system. Furthermore, barriers at the professional level could impact PAD uptake in India. 
The hierarchical structure of doctor-patient relationships in India means that consultations 
are often dominated by the doctor’s knowledge, and the client is subordinate (Fochsen, 
Deshpande, & Thorson, 2006). In this type of interaction, clients may be reluctant in 
expressing preferences for fear of insulting the doctor, or doctors may be hesitant to use 
PADs for fear of compromising their status or power. On a conceptual level, one thread 
interwoven throughout all interviews was the difficultly of navigating through culturally-
constructed concepts and placing these concepts into context. It was apparent across 
interviews that the struggle to identify with concepts related to PADs made it difficult to 
see the value and meaning of PADs or link them to future outcomes. We observed a 
mismatch between local conceptual formulations compared to the values and principles 
underscoring a PAD (e.g. autonomy) as well as PAD-related outcomes (e.g. quality of life). 
In order for PADs to become more meaningful and useful for clients a better 
understanding of cultural formulations, and how these attributions relate to decision-
making is required. 

There are several limitations of this study. While this study population is representative of 
clients coming from a low socio-economic background with mental health problems, the 
standard of care this population received is not representative of the broader help-seeking 
population. The clients in this study received a good standard of care from a private, non-
profit organisation emphasising service user involvement, which may have translated into 
clients being more positive about services, and made them more receptive and open to 
the introduction of PADs as compared to other care contexts. Second, there was variation 
in the way health workers facilitated PADs; at times, the PAD was used more as a checklist 
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during consultations rather than as a tool to encourage decision-making. Providing 
additional training on different aspects of PADs could alleviate this. Thirdly, relying on 
translated interviews potentially poses a threat to the validity the results, as there were 
semantic miscommunications, specifically with regards to concept formulation between 
English and Tamil. To mitigate this, the translator participated in the PAD training and had 
regular evaluations and discussions with the research team on interview style and 
concepts. Finally, there may have been a social desirability bias inherent in the interviews. 
Social norms in India foster politeness and agreement; thus disagreement is rare, for fear 
of being disrespectful or fear that negative answers may compromise care.  

There are several future research avenues for PADs in India. First, it would be interesting 
to delineate how PADs can be meaningful in India, and what areas in life are PADs most 
useful for. Second, it is necessary to understand the skills necessary to enable dialogue 
between health professionals, carers, and clients to encourage decision-making, especially 
given the hierarchical relationship between providers and clients. Third, exploring the 
perceptions of implementing PADs in India from the lens of a health professional is 
important. Finally, it would be interesting to compare the feasibility of PADs in a public 
health context, such as a primary health care centre or tertiary government-run hospital. 

Conclusions 

In summary, if adapted to suit the local context, the PAD could potentially have meaning 
and value for some persons with mental illness in India, particularly in situations where 
the voice of the service user is masked by family or health care professionals. Our findings 
show preliminary evidence that the PAD could be beneficial for some service users, 
specifically in increasing self-efficacy and desire to engage more in decision-making. Our 
exploratory study highlights some intriguing areas for further exploration and 
consideration by practitioners and researchers, particularly developing strategies for 
translating the concepts underscoring a PAD to the Indian context.  


