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Convention the 
Right of Person with 
Disability (CRPD)

: A multilateral treaty that regulates the 
protection of the rights and dignity of persons 
with disabilities. The member states of this 
treaty are obliged to protect, promote and 
ensure the fulfillment of the rights of persons 
with disabilities, and also ensure that they are 
equal to other human beings in the eyes of the 
law.

Human Rights (HR) : Human Rights is a set of rights inherrent to the 
nature and existence of human being that must 
be respected, upheld, and protected by the 
state, law, Government, and every person, for 
the respect and protection of human dignity.

Legal Capacity : The position of a person as a holder of rights 
and legal actor.

Mental Capacity : A person's competence in making a decision.
KUH Per : Indonesian Civil Code (Burgerlijk Wetboek voor 

Indonesie)
Peer Support : Support provided by people who share the 

same identity or experience.
Persons with 
Psychosocial 
Disabilities (PPD)

: People who face constraints and barriers in 
exercising their rights to participate due to 
actual or perceived mental disorders, regardless 
of whether they identify the disorders 
themselves or are diagnosed to have mental 
problems.

Organization 
of Persons with 
Disabilities (OPD)

: Civil society organizations whose members 
and administrators are persons with disabilities, 
or the majority of them are persons with 
disabilities.

GLOSSARY
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Guardianship : The mechanism for appointing a person, 
usually through a legal process and order of the 
court, to make decisions on behalf of another 
individual.

Substituted Decision-
Making

: A system that declares a person as someone 
who does not have the legal capacity so that 
his/her decision-making must be substituted by 
another person.

Supported Decision-
Making (SDM)

: An alternative mechanism which protects 
the freedom and supports a person who has 
barriers to make decisions to express his/her 
preference, make decisions, and live his/her life 
without having another person as the guardian.

Advance Directives : A document created by a person containing 
instructions on choices to take in the future if 
he/she is in a condition that lacks the capacity 
to make decisions. This document can be used 
to provide guidance on treatment options 
when the PPD is in an excited or incapacitated 
condition.

Law on Disability : Law Number 8 of 2016 on Persons with 
Disabilities.

Law on Mental Health Law Number 18 of 2014 on Mental Health.
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AIPJ2 FOREWORD

On behalf of the Australia Australia Indonesia Partnership for Justice 2 (AIPJ2), as well 
as personally, I would like to extend the highest appreciation to LBH Masyarakat for 
writing and publishing the research report on Comparison of Support Systems in 
Decision-Making for Persons with Psychosocial Disabilities. 

Indonesia has taken progressive steps to provide protections for persons with 
disabilities by ratifying the Convention on the Rights of Persons with Disabilities 
(CRPD) and harmonizing the provisions of CRPD into Law Number 8 of 2016n on 
Persons with Disabilities. However, in reality, data shows that there are still a lot of 
legal products that violate the human rights of persons with disabilities, especially 
Persons with Psychosocial Disabilities (PPD). 

Society tends to look at and stigmatize the PPD negatively as people who do not 
have any competence, unable to think rationally, as well as unable to make decisions. 
This condition leads to the belief that PPDs are incompetent and do not have legal 
capacity. This is worsen by the scarcity of quality research that portrays and analyze 
PPD-related issues, leading to the lack of recommendations for informing policy 
makers and other stakeholders in formulating or improving legal policies/regulations. 

Through a partnership with LBH Masyarakat, AIPJ2 seeks to strengthen the knowledge 
on problems related to psychosocial disabilities and how to solve them through the 
use of evidence that is based on studies and reviews. Since 2011, AIPJ2 has collaborated 
with various organizations of persons with disabilities (OPDs), civil society including 
legal aid institutions such as LBH Masyarakt, and government partners. 

INKLUSI DISABILITAS is an AIPJ2 priority program. One of the strategies and 
approaches of the AIPJ2 program is to ensure that justice is given to persons with 
disabilities by emphasizing on bridging the judicial institution  and civil society, 
including the organizations of persons with disabilities, to outreach, implement, and 
evaluate legal framework and policies regarding access for persons with disabilities. 
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It is our expectation that this research report book will contribute to the progress 
of the fulfillment of the rights of persons with disabilities, especially persons with 
psychosocial disabilities in Indoensia. It is also our hope that this book will provide 
discourses and new understanding on the knowledge to be able to achieve more 
in-depth understanding on mental health issues from the perspective of law and 
justice.

Last but not least, congratulation to colleagues in LBH Masyarakat as the authors 
of this report. Please continue your work, including in producing quality studies 
to achieve the goal of inclusive Indonesia and disability mainstreaming policies in 
Indonesia. 

Inclusion Greetings,

Lia Marpaung
AIPJ2 Gender, Disability & Social Inclusion Adviser 
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CHAPTER 1
INTRODUCTION
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A. Background

Since its declaration, Article  12 of the Convention 
on the Rights of Persons with Disabilities (CRPD) on 
equal recognition before the law  has provoked 
heated debates among academics, lawyers, and 
medical personnel. Disability activists celebrate the 
issuance of this article because it provides 
recognition of equal legal capacity for persons 
with disabilities. There are other parties  however, 
who  have different interpretations and even 
reject Article 12 of the CRPD.  These different 
opinions have led to variations in the implementation 
of the universal recognition of legal capacity among 
countries that have ratified the CRPD.

Indonesia ratified the CRPD in 2011  through the 
issuance of Law Number 19 of 2011. In the following 
decade,  Indonesia also issued several regulations 
with the objective to put  Article  12 of the CRPD 
into  practice.  Guarantee of equality in public is 
granted through Law Number 8 of 2016 on Persons 
with Disabilities (Law on Disability).  In addition, 
Government Regulation  Number 39 of 2020  on 
Decent Accommodations  for Persons with 
Disabilities in Judicial Process also seeks to provide 
support so that persons with disabilities are able to 
be equal when proceeding in court.
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Although a real progress has been seen in legislation, it is undeniable that the condition 
of human right enforcement in terms of legal capacity has not been well implemented. 
Just like in other countries, Persons  with  Psychosocial Disabilities  (PPD),  who are 
included in the mental disability group under the Law on Disability, and persons with 
intellectual disabilities still often face discrimination in terms of the recognition of 
their legal capacity.

PPD Situation in Indonesia 
Based on the data from the 2018 National Socioeconomic Survey (Survei Social 
Ekonomi Nasional, Susesnas)  by the Statistics Indonesia (BPS), 30.38 million people, 
or 14.2% of the total population in Indonesia, are persons with disabilities.1 On the 
other hand, data from the Disability Management Information System of the Ministry 
of Social Affairs stated that there are 220,187 people with disabilities throughout 
Indonesia with 26,229 of them are PPD.2 The 2018 Indonesian Basic Health Research 
(IBHR) further stated that 6.7 per mile of Indonesian households have a person with 
schizophrenia or psychosis.3 This data, although fragmented, indicates the presence 
of a large number of PPD in Indonesia.

PPD  are people who face constraints and barriers in exercising their rights for 
participation due to actual or perceived mental disorders, regardless of whether they 
identify with the disorders themselves or are diagnosed to have mental problems.4 
This definition implies that the barriers experienced by persons with psychosocial 
disabilities are not solely caused by the diagnosis of a psychiatric disorder but also 
by environmental factors such as perceptions and attitudes towards persons with 
disabilities.

In Indonesia, several  legal products are considered to violate the PPD’s right for 
legal capacity.  One which  has a significant  impact is the  provision of  Article 434 
of the Civil Code (KUH Perdata) which allows PPD to be placed under guardianship.5 

1 Ade Nasihudin Al Ansori, ‘Jumlah Penyandang Disabilitas Di Indonesia Menurut Kementerian Sosial’, Liputan6 (Jakarta, 10 Sep-
tember 2020) <https://www.liputan6.com/disabilitas/read/4351496/jumlah-penyandang-disabilitas-di-indonesia-menurut-ke-
menterian-sosial>.

2 Data can be accessed at https://simpd.kemensos.go.id/ per 28 January 2021.
3 Badan Penelitian dan Pengembangan Kesehatan, Laporan Nasional Riskesdas 2018 (Jakarta, 2019), p. 222.
4  Human Rights Council, ‘Mental Health and Human Rights: Report of the United Nations High Commissioner for Human Rights’, 

in Annual Report of the United Nations High Commissioner for Human Rights and Reports of the Office of the High Commission-
er and the Secretary-General, 2017.

5 Albert Wirya and others, Asesmen Hukum Pengampuan Indonesia: Perlindungan Hak Orang Dengan Disabilitas Psikososial (Ja-
karta: Lembaga Bantuan Hukum Masyarakat, 2020).
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Guardianship is a mechanism that shifts the power for decision-making from one 
individual to a substitute,6 overstepping the individual’s right to be a legal subject. 
In addition, discriminatory provisions towards PPD are also observed  in  Article 
21 subarticle (3) and (4) of Law Number 18 of 2014 on Mental Health (Law of Mental 
Health) which allow substitution of decision-making regarding treatment of persons 
with mental disorders by their family at the time of incompetence. The determination 
of incompetence in the Law on Mental Health is done by the psychiatrist or physician 
who provides the medical service.

Results of a study on the court verdict data in Indonesia during the period of 2015-
2018 by the Lembaga Bantuan Hukum Masyarakat (LBHM) elaborated on how 
guardianship implementation is a violation of the PPD’s human right. This study 
demonstrated that in all cases reviewed, the guardianship determination did not 
consider the voice of the person to be placed under the guardianship scheme. The 
evidenciary standard in the guardianship trial is very weak and courts granted 46 of 
48 cases for guardianship without a time limit.7 

Massive neglect of PPD’s legal capacity is widely observed in the informal environment. 
A report from Human Rights Watch8 shows that PPD are being confined in rehabilitation 
centers and mental hospitals, regardless of their wishes. This confinement results in 
the denial of the PPD’s human rights, including the right to be free from violence, the 
right to health, the right to education, the right to work, and many other rights. The 
deprivation of freedom in the informal context shows how PPD are not respected 
and protected, and that their rights as a human being to be in control of their own 
lives is not fulfilled. 

International Development
According to the CRPD, deprivation of liberty and the exclusion of legal capacity include 
the practice of the Substituted Decision-Making Model. Article 12 of the CRPD mandates 
that the Substituted Decision-Making model should be abolished because it brings 
negative impacts on PPD, ranging from eliminating confidence, eliminating the ability 
to become an independent individiual, to triggering a sense of injustice.9 

6  Robert D. Dinerstein, ‘Implementing Legal Capacity Under Article 12 of the UN Convention on the Rights of Persons with Disabil-
ities: The Difficult Road From Guardianship to Supported Decision-Making’, Human Rights Brief, 19.2 (2012), 1–5 (p. 2).

7  Wirya and others.
8  Living in Hell: Abuses against People with Psychosocial Disabilities in Indonesia, 2016 <https://www.hrw.org/node/287537/>.
9  Committee on the Rights of Persons with Disabilities, General Comment No. 1 (2014): Article 12: Equal Recognition before the 

Law, CRPD/C/GC/1, 2014, p. 5.
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To eliminate the implementation of the Substituted Decision-Making model that 
causes an unequal power between persons with disabilities and persons without 
disabilities, the CRPD encourages the use of another mechanism, referred to as 
Supported Decision-Making or SDM. The SDM maintains the person with disabilities’ 
position as the primary decision-maker for themselves, despite the fact that to reach 
such decisions, they need support from others.10

The implementation of SDM is a form of respect for the  dignity of persons with 
disabilities. In addition, SDM also gives positive impacts on the health of PPD. Through 
exercising the SDM, people with disabilities are able to live independently, work, and 
become productive in their daily life.11 SDM helps to restore a person’s mental condition 
by enabling the PPD to counteract the stigma that they internalize themselves (self-
stigma).12

To ensure the participation of persons with disabilities and to  pay attention 
to the  specifics  of  each member country, the CRPD does not  standardize the 
implementation of the SDM. This has triggered member countries to design their 
own SDM model, ranging from the utilization of family companions, companion 
networks, personal ombudsman’s, advance directives, and other initiatives. These 
wide variations sometimes raise concerns that the implementation of the SDM 
will repeat the past mistake of the previous system by infringing the legal capacity 
of persons with disabilities.13 However, there are principles that  can  be used to 
guide a country in designing the SDM model that is appropriate for its situation.

Indonesia has not had a legal system or policy that specifically regulates SDM for 
PPD, especially  for the economic rights as stated in Article 12 subarticle (5) of the 
CRPD. However, this does not mean that the PPD and their caretakers in Indonesia 
do not apply the principles of support in their daily activities. Educated facilitators 
with  knowledge of mental health issues often  discuss  decision  options  related 

10 Committee on the Rights of Persons with Disabilities, p. 5.
11 M.L. Wehmeyer and S.B Palmer, ‘Adult Outcomes for Students with Cognitive Disabilities Three-Years after High School: The 

Impact of Self-Determination’, Education and Training in Developmental Disabilities, 38.2 (2003), 131–44.
12 Anna Arstein-Kerslake and others, ‘Future Direction in Supported Decision-Making’, Disability Studies Quarterly, 1 (2017).
13 Piers Gooding, ‘Supported Decision-Making: A Rights-Based Disability Concept and Its Implications for Mental Health Law’, Psy-

chiatry, Psychology and Law, 20.3 (2013), 431–51 (p. 434) <https://doi.org/10.1080/13218719.2012.711683>; Terry Carney, ‘Clarifying, 
Operationalising, and Evaluating Supported Decision-Making Models’, Research and Practice in Intellectual and Developmental 
Disabilities, 1.1 (2014), 46–50 (p. 48).
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to financial matters and daily activities with PPD.14 In order for these good practices 
to be enjoyed by more PPD, it is necessary to provide a guide on how to design and 
apply the SDM in Indonesia 

This report has been developed to provide guidelines for implementing the SDM for 
Organizations of Persons with Disabilities (OPDs), other civil society organizations, 
and the Government. The SDM agenda is in line with the agenda of mainstreaming 
disability issues in various public policies in Indonesia that creates a harmony with 
Indonesia’s vision to ratify the CRPD. By studying the standards set by the CRPD and 
understanding the development of recognition of legal capacity for persons with 
disabilities in other countries, this report seeks to provide possible steps to increase 
PPD’s right to legal capacity in Indonesia.

Research Questions
With the above background in mind, this study aims to provide answers to the 
following three questions:
1. What are the basic principles of SDM?
2. How have other countries implemented SDM policies for PPD?
3. What are the steps required from the Government, Organizations for People with 

Disabilities (OPDs), and other civil society organizations to be able to develop the 
SDM system for the PDD in Indonesia?

B. Research Methodology
This research applies a qualitative approach based on the notion that it is the 
approach of choice to study complex social problems that are difficult to capture 
using numbers.15 The qualitative approach is deemed to be suitable for this study 
because it aims to compare the SDM policies to provide a guideline for Indonesia 
in designing its own SDM program. Apart from that, this study also analyzes the 
implementation of SDM in various countries that have been able to meet the human 
rights principles promoted by the CRPD.

14 Wirya and others, pp. 74–77.
15 W. Lawrence Neuman, Basic of Social Research: Qualitative and Quantitative Approaches, 2nd edn (Boston: Pearson Education, 

2007).
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The analysis of the collected data in this study was performed through a literature 
review by the researchers. The following four types of documents were used in this 
study: 
1. Academic journals
2. OPD and/or civil society organization reports 
3. UN Documents
4. Laws and Regulations

These four types of documents provide detailed information on the implementation 
of the SDM,  as well as how the aspirations of persons with disabilities  can 
be represented in the policies. Civil society organization reports and UN Documents 
also provide information on the sustainability and challenges of SDM programs.

This study started in June 2020 by collecting  relevant  literature  and making the 
research proposal. Three consultation meetings with the experts were conducted 
online to discuss this proposal. The first meeting was held on  August 3, 2020 
attended by Ms. Yeni Rossa Damayant, Chairperson of the Indonesian Mental 
Health Association (Perhimpunan Jiwa Sehat); Dr. Irmansyah, Head of the Center for 
Research and Development on Health Resources and Health Services of the Ministry 
of Health; and Fajri Nursyamsi, Advocacy and Network Director of Indonesian Center 
for Law and Policy Studies. The second meeting was held on September 10, 2020 
and attended by Dr. Piers Gooding, lecturer at the University of Melbourne: Leisha 
Lister, Joni Yulianto, Lia Marpaung and Cate Summer, senior advisers of the Australia 
Indonesia Partnership for Justice 2. The third meeting, held on November 23, 2020 
involved Alberto Vásquez, a researcher at the office of the UN Special Rapporteur 
on the Rights of Persons with Disabilities and also the president of the Sociedad y 
Discapacidad.

Thse experts provided suggestions and critique of the direction and objectives of the 
study. Experts from Indonesia confirmed this study would be useful for mainstreaming 
the current disability policies in Indonesia. Experts from abroad clarified and provided 
examples of implementation of SDM from other countries. The views of the experts 
themselves however were not included as data source in this study.
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Comparisons of laws and policies, as well as the implementation of SDM in six countries 
that represent the world regional areas, i.e., North America, South America, Europe, 
Australia, Asia, and Africa were conducted. Firstly the research team obtained a list 
of countries with SDM initiatives from the 2018 UN Special Rapporteur’s report on the 
Rights of Persons with Disabilities.16 This list is considered to be credible as member 
states with SDM are required to report their progress to the CRPD Committee and 
the Special Rapporteur.

Based on this list, the research team selected one state to represent each continent 
based on the following inclusion criteria: 
1. country had implemented SDM initiatives for approximately three years; 
2. the SDM initiative was started by the OPDs; and 
3. there were adequate literature and  regulations describing the SDM initiative 

avalilable in the country. 

The three inclusion criteria were based on specific reasons. The first criteria regarding 
the time the initiatives had been implemented reflected that the initiative or legal 
reform was already strong enough that it could still be implemented after three years. 
The second criterion was important because the SDM design should be participatory 
and start with PPD as one of the groups that were most affected by discrimination 
in legal capacity. Meanwhile, the third criterion was applied to give more detailed 
understanding of how legal capacity reform or SDM was implemented. With these 
three inclusion criteria in mind, the research team selected India, Australia, Canada, 
Sweden, Kenya, and Peru as the objects of the study. Since Australia and Canada 
are commonwealth countries with different laws, the research team selected the 
state of Victoria in Australia and the province of British Columbia in Canada as the 
representatives of these different laws.

After collecting the data, the analysis was performed by categorizing the concepts 
and models  of SDM.  In this qualitative analysis, the researchers performed data 
reduction through summarizing, selecting basic matters, focusing on important 
things, looking for themes and patterns, and removing unnecessary items.17 The 
analysis and writing process was carried out from October 2020 to January 2021.

16  Catalina Devandas Aguilar, Report of the Special Rapporteur on the Rights of Persons with Disabilities, 2017 <https://undocs.org/
en/A/HRC/37/56>.

17  Sugiyono, Metode Penelitian Kuantitatif Dan Kualitatif Dan R & D (Bandung: Alfabeta, 2009), p. 338.
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Limitations of Study
This study has several limitations due to its methodology. The limitations include the 
inability to describe the real experiences and perceptions of the people who design 
or implement the SDM  because the data source only includes documents.  This 
study is also unable to investigate the effectiveness of the SDM design to help 
persons with disabilities to exercise the decision-making right and whether the policy 
implementation can be considered successful or not. 

Another limitation comes from the selection the objects of the study for comparison. 
Every region in the world has regional characteristics and geopolitical conditions 
that are different from Indonesia.  In addition, the comparison offered in  the 
study cannot give a detailed explanation about the demographics, education level, 
socio-economic, and cultural aspects of the countries, as well as the strength of the 
disability movement in these countries. However, as the first step, this study can at 
least provide examples of implementation of SDM in other countries that may spark 
ideas on the SDM program or reform options that could be adopted in Indonesia.
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CHAPTER 2
LEGAL CAPACITY CONCEPT 
FRAMEWORK
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Before elaborating on the implementation of Article 12 
of the CRPD in different countries, it is necessary to 
provide explanations on how the CRPD addresses the 
concept of legal capacity. By positioning disabilities 
inside the human rights framework, the CRPD has, 
at the same time, changed the way people view the 
dignity of persons with disabilities, particularly in the 
way they make decisions. 

A. Legal Capacity

Legal capacity refers to a person’s capacity as a 
holder of rights and as a legal actor.18 There are two 
elements to this concept: legal standing, which is 
the legal status of a person before the law; and legal 
agency, which is the  ability of a person to act 
within the legal framework.19 A simple example of 
the application of these two elements can be seen 
in a person’s right to inherit.  The legal position 
is established when the person›s name is included in 
the will as a legal subject so that they are entitled to 
the inheritance. A legal agency is established when 
the person is truly able to claim his/her inheritance 
rights as written in the will, for example by receiving 
a share of the ownership of the deceased parent’s 
properties.

18  Committee on the Rights of Persons with Disabilities, p. 3.
19  Bernadette McSherry, ‘Legal Capacity Under the Convention on the Rights of 

Persons with Disabilities’, Journal of Law and Medicine, 20 (2012), 22–27 (pp. 
22–23).
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The majority of decisions, whether they involve properties, political choices, health, 
or other personal matters, will be stronger when they are  guaranteed by the law. 
Therefore, legal capacity becomes a very important aspect of one’s life. Quinn uses 
the analogy of epiphenomenon (secondary phenomenon that occurs alongside the 
primary phenomenon) that constitutes a person’s personality to explain legal capacity.20 
With the recognition of his/her legal capacity, a person can create his/her own legal 
framework, determine his/her rights and obligations through relationships with other 
people.21 Quinn put a strong emphasis on this concept that he even considers legal 
capacity  as a  sword and shield that a person uses throughout his/her life.  Quinn 
declares that legal capacity is similar to a sword of life because it enables a person 
to clear the path of his/her life and, at the same time, it is also considered a shield of 
a person’s life because it is used to protect the person from unwise decisions made 
by third parties.22

Legal capacity is a fundamental concept that it is often referred to as the right to have 
rights. Therefore, the concept of legal capacity is not a new principle that exists only 
after the ratification of the CPRD. Legal capacity as a right is also recognized in the 
Universal Declaration of Human Rights (Article 6), the International Covenant on Civil 
and Political Rights (Article 16), the International Convention on the Elimination of All 
Types of Violence against Women (Article 15), and other international conventions.23

Despite its fundamental nature, there are still people who  do not have a  right of 
legal capacity. Throughout history many have been deemed incompetent to make 
choices on their own behalf. Groups such as women and persons with disabilities 
were often seen as unable to make decisions on their own.24

In general, there are three paradigms that allow the exclusion of legal capacity:
a. Status-Based Legal Capacity Exclusion (Status Approach):
 This approach states that a person loses his or her legal capacity because of his/

20  ‘Personhood & Legal Capacity Perspectives on the Paradigm Shift of Article 12 CRPD.’, 2010, p. 10 <https://www.goo-
gle.com/url?sa=t&rct=j&q=&esrc=s&source=web&cd=&ved=2ahUKEwiuw9WjgfTqAhVNAHIKHUJuBz0QFjAAegQIAx-
AB&url=https%3A%2F%2Fwww.inclusionireland.ie%2Fsites%2Fdefault%2Ffiles%2Fattach%2Fbasic-page%2F846%2Fharvardlegal-
capacitygqdraft2.doc&usg=AOvVaw1>.

21  Quinn, p. 10.
22  Quinn, p. 10.
23  Aguilar, p. 4.
24  Aguilar.
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her status and attributes.25 For example, because a person has a mental disorder, 
he/she is considered to have no legal capacity.

b. Output-Based Legal Capacity Exclusion (Outcome Approach):
 This approach states that a person loses his/her legal capacity if the decisions 

that he/she  made in  the past were poor and had a negative impact on his/
her life.26 For example, a PPD is considered to have no legal capacity because 
in the past he/she refused to take certain medications and as a result, his/her 
health condition worsened.

c. Function-Based Legal Capacity Exclusion (Functional Approach):
 This approach states that a person can lose his capacity if one or more of his/her 

abilities to make decisions are disturbed.27 For example, a PPD is considered to 
have no legal capacity after a competency determination test has shown that he/
she is unable to communicate effectively.

The three paradigms are violations of human rights according to the CRPD.  The 
CRPD emphasizes that everyone universally has legal capacity and therefore need to 
be considered a legal subject.28 This view opposes the obsolete dichotomous view 
that considers a person as always in a state of having full legal capacity or not having 
it at all (All or Nothing).

Apart from that, the three paradigms that allow the exclusion of legal capacity are 
also discriminatory.   Status-Based Legal Capacity  Exclusion discredits a person’s 
legal capacity simply because of the disability or mental disorder label. Thus, this 
paradigm generalizes all disability conditions when these conditions are  unique 
and cannot be considered the same. 

The Results-Based Legal Capacity Exclusion  makes no sense because no human 
has been spared from making poor decisions in  the past.  After all, what one 
person considers a poor decision may  not necessarily  be considered  bad by 
others.  Quinn  stated that the  approach  is contradictory to the philosophy of 
personhood that sees every man can do wrong things thus cannot be equated with 
a robot.29 

25  Quinn, p. 12.
26  Quinn, p. 13.
27  Aguilar, p. 5.
28  Amita Dhanda, ‘Universal Legal Capacity as a Universal Human Right’, in Mental Health and Human Rights: Vision, Praxis, and 

Courage, ed. by Michael Dudley, Derrick Silove, and Fran Gale (Oxford: Oxford University Press, 2012).
29  , p. 14.

13COMPARISON OF SUPPORT SYSTEMS IN DECISION-MAKING
FOR PERSONS WITH PSYCHOSOSIAL DISABILITIES



The Function-Based Legal Capacity Exclusion is also considered to be discriminatory 
against certain groups, in particular PPD and persons with intellectual disabilities. The 
first reason is that the tests used are designed to specifically detect the symptoms of 
mental disorders, making it almost impossible that a PPD can be considered 
competent.30 The second reason is that this approach simplifies the decision-making 
process, which is unique for each person. Everyone has a different ability to think 
and feel emotions; thus, we may not be able to fully understand what someone is 
thinking before he or she makes a decision.31 

The implementation of approaches that exclude legal capacity from a person who 
actually has the ability but is considered to not have legal capacity means denying 
the person’s ability to grow and develop.32 Therefore, stating that someone as not 
having legal capacity is similar to forever limit his/her opportunities to develop their 
competencies and capabilities in the future.

B. Mental Capacity

One of the concepts that accompany legal capacity is the concept of mental capacity. 
CRPD gives a clear line to separate the two concepts. In contrast to legal capacity, 
mental capacity refers to a person’s ability to make decisions and depends on many 
factors, such as education, beliefs, environment, and influence of those closest to 
them.33 Assurance on the universality of the right to legal capacity does not mean to 
say that every person has the same capacity in decision-making.34

Some countries further regulate mental capacity by separating the concept of 
capacity and competency. Capacity is a clinical judgment on an individual’s ability 
to be involved in a decision-making while competency is the court’s decision on a 
person’s ability to make decisions based on the results of medical assessment.35

30  Committee on the Rights of Persons with Disabilities, p. 4.
31  World Health Organization, Supported Decision-Making and Advance Planning: WHO QualityRights Specialized Training (Gene-

va, 2019), p. 5.
32  Dhanda, ‘Universal Legal Capacity as a Universal Human Right’, pp. 182–83.
33  Committee on the Rights of Persons with Disabilities, p. 3.
34  Malcolm Parker, ‘Getting the Balance Right: Conceptual Considerations Concerning Legal Capacity and Supported Deci-

sion-Making’, Bioethical Inquiry, 13 (2016), 381–93 (p. 383).
35  Dilip V. Jeste and others, ‘Supported Decision-Making in Serious Mental Illness’, Psychiatry, 00 (2018), 1–13 (p. 2).
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In general, there are several criteria used for assessing competency. They consist 
of knowledge, appreciation, reasoning, and expression of a choice. Knowledge can 
be defined as the ability to understand information given while appreciation can 
be defined as the ability to understand the relevance of information to a person’s 
personal situation. Reasoning is the ability to process information rationally while the 
expression of a choice is the ability to communicate decisions.36

The concept of mental capacity itself is not without criticism.  CPRD has stated 
that the concept of mental capacity is something that has caused debate because 
decision-making capacity is determined by many factors.  Mental  capacity  is not 
something that is objective, scientific, and occurs naturally.37 Moreover, the concept 
of mental capacity is often used as an excuse for determining whether a person is 
worthy or not a legal subject.38 

Thus, the CRPD does not say that everyone has equal abilities to make decisions. 
Nevertheless, this difference should not be used as a justification for discrimination 
against a person in the legal system. On the other hand, there needs to be supports 
provided so everyone is able to exercise their legal capacity.

The difference in  decision-making  abilities  and the  significance of supports has 
ultimately motivated Bach and Kezner 39 to classify decision-making into three types 
of status as described below: 
a. Legally Independent Status: individuals who are able to independently understand 

and appreciate information provided;
b. SDM (Supported Decision-Making) Status: individuals who need help to express 

their wishes in making decisions;
c. Facilitated Decision-Making Status: individuals who do not have friends or family 

who can help them in making decisions but can can get a facilitator to help them 
during the process of decision-making that may be in their favor. 

The principle of legal support in exercising legal capacity leads us to reconsider 
the definition of autonomy. Autonomy is no longer interpreted as something that is 

36  Jeste and others, p. 2.
37  Committee on the Rights of Persons with Disabilities.
38  Genevra Richardson, ‘Mental Disabilities and the Law: From Substitute to Supported Decision-Making?’, Current Legal Prob-

lems, 65 (2012), 333–354 (p. 340).
39  A New Paradigm for Protecting Autonomy and the Right to Legal Capacity. Ontario Law Commission. (Ontario, 2010), pp. 83–93.
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individualistic, isolated, and independent.40 Conversely, a person’s self-autonomy is 
also influenced by the support and contribution of others. Implementing SDM does 
not reduce one’s autonomy rather it strengthens this autonomy.

40  Gooding, p. 435.

Text Box 1. Illustration on the Difference between Legal Capacity and 
Mental Capacity

Kiki was a person with bipolar disorder. One day, his biological father died and 
passed down his money as inheritance for Kiki and his brother. As a person with 
psychosocial disability, Kiki was entitled to receive the inheritance because his 
name was mentioned in his father’s will. By obtaining the inheritance to which 
he was entitled, Kiki had been recognized for his legal capacity.

After receiving the money he inherited, Kiki decided to use it to buy a cell phone 
because Kiki needed to communicate with friends and his psychologist. Kiki’s 
mental process in considering what he wanted, why he wanted it, the 
advantages and disadvantages of his choices showed that Kiki had used his 
mental capacity. In contrast to Kiki, his brother decided to immediately reinvest 
the money by buying shares.

The different decisions taken by Kiki and his brother do not reflect that Kiki’s 
decision is worse that his brothers’s, or vice versa.  It is  difficult to say who 
ultimately used the inheritance more wisely because each decision has  its 
own positive and negatives. Kiki spent his money in a single transaction, but he 
could gain direct benefits from his purchase. On the other hand, the investment 
made by his brother may turn out to be unwise if the stock index value falls. The 
different ways of making decisions  should not limit Kiki, as a person with 
disability, to claim his legal capacity. 
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C. Support instead of Substitution 

Misconceptions about legal capacity have resulted in many countries implementing 
a Substituted Decision-Making  regime, a  system  that considers a  person as non-
existent, so that decisions on them are made by others. The CRPD provides several 
examples of the implementation of the Substituted Decision-Making regime, such 
as guardianship, trustee system, and the mental health system that allows for 
involuntary treatment.41

There are three characteristics of the Substituted Decision-Making 42:
a. Exclusion of a person’s legal capacity, even if this involves only one type of 

decision;
b. Appointment of others to make decisions for an individual; and
c. Decisions made by  others are  considered to represent the ‘best interests’ of 

the person for whom the decisions are made.

The most common form of Substituted Decision-Making is guardianship. Guardianship 
is is a mechanism for appointing a person, usually through a court process, as the 
person who will make decisions on behalf of another individual.43 Due to its substitute 
nature, the guardianship system often lacks  protection and  guarantee that the 
guardian’/trustee’s decisions are in line with the wishes of an adult person. There is 
also often no grievance mechanism for persons with disabilities to challenge their 
guardian’s decision.44

There are two types of guardianship system 45:
1. Full or complete guardianship that grants unlimited authority to the guardian; and
2. Limited guardianship that gives certain authorities for the guardian, such as the 

ability to make decisions regarding health care services. 

Article 12 of the CRPD suggests that member states should change their 
current Substituted Decision-Making system to a system that is more accommodating 
and non-discriminatory for persons with disabilities. The CRPD offers the formulation 

41  Committee on the Rights of Persons with Disabilities, p. 2.
42  Committee on the Rights of Persons with Disabilities, p. 6.
43  Dinerstein, p. 2.
44  Mental Disability Advocacy Center, Supported Decision-Making: An Alternative To Guardianship, 2006, pp. 8–9 <http://mdac.

org/en/resources/supported-decision-making-alternative-guardianship>.
45  Dinerstein, p. 2.
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of SDM. It is these recommendations of the CRPD that has made several countries 
begin to eliminate full or complete guardianship in recent years and provide more 
protection to persons with disabilities (Robert D. Dinerstein, 2008, P. 2).

SDM  is  an  alternative mechanism that guarantees the freedom of people who 
have  barriers in making decisions to express their preferences, make decisions, 
and live their lives without the assistance of a guardian.46 Such mechanisms first 
emerged and were documented in Canada, by allowing a person to communicate 
decisions regarding their personal or financial matters to a support group that would 
provide appropriate advice.47

The SDM can be seen as either a process or a result. SDM is a process that enables 
a person to exercise his/her mental capacity and his/her autonomy. 48 SDM also 
requires a change in the legal system and legal order to enable a person to exercise 
their legal capacity. 49

In SDM operationalization, two things are important: (1) the determination of tools to 
examine the ability of a person to make decisions and (2) determination of a support 
plan according to the capacity, needs, and environment of persons with disabilities.50 
In other words, there needs to be a way to identify and determine whether a person 
needs SDM or not. When an individual is identified as a person who needs SDM, it is 
then necessary to determine what support should be provided for him/her.

The support that is  generally available  in  the SDM mechanism  is the provision of 
support. In determining the provision of support, two things need to be considered, 
i.e., who will be the support person and what support will be given by this person. 
Supporters usually consist of acquaintances, court representatives, colleagues, or a 
representative from a formal organization. The support given can take the form of:

46  American Civil Liberties Union, How to Make ASupported Decision-Making Agreement: A Guide for People with Disabilities and 
Their Families, 2012, p. 4 <http://www.supportmydecision.org/assets/tools/ACLU-how-to-make-a-SDM-Agreement.pdf>.

47  Gooding, p. 433.
48  Michelle Browning, Christine Bigby, and Jacinta Douglas, ‘Supported Decision-Making: Understanding How Its Conceptual Link 

to Legal Capacity Is Influencing the Development of Practice’, Research and Practice in Intellectual and Developmental Disabili-
ties, 1.1 (2014), 34–45 (p. 36); Karrie A. Shogren and Michael L. Wehmeyer, ‘A Framework for Research and Intervention Design in 
Supported Decision-Making’, Inclusion, 3.1 (2015), 17–23 (p. 19).

49  Browning, Bigby, and Douglas, ‘Supported Decision-Making: Understanding How Its Conceptual Link to Legal Capacity Is Influ-
encing the Development of Practice’, p. 37.

50  Shogren and Wehmeyer, p. 18.
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1. clarification of the individual’s goals and options available to him or her; 
2. facilitation of communication with others; and
3. assistance to a person with disabilities to understand the obligation/ consequence 

of the choice that he/she made after the decision is made.51

The method for providing support can be informal or formal. In the informal method, 
the PPD can ask their relatives or families to help them in making decisions while in 
formal method, the PPD can sign an agreement detailing the areas in which a person 
would like to be supported, the extent to which support will be provided, and who 
will provide the support. However, before the operationalization of SDM takes place, 
policy makers must understand the main principles in establishing SDM, which will 
be explained in the next chapter.

Text Box 2. Types of Decisions that Can Be Supported through SDM

In principle, the SDM can be applied to various types of decisions. There is 
no standard on what types of decisions can and cannot be supported, so 
application varies from country to country (see Chapter 4). Glen divided six 
areas where SDM can be applied to persons with intellectual disabilities:52

1. Life planning which includes day-to-day decisions about where the person 
should live, how to get treatment, etc.;

2. Independent advocacy, which includes assistance for individuals to 
convey their desires and rights to others;

3. Communication and interpretation, which includes assistance to establish 
alternative communication strategies which can be used by persons with 
disabilities;

4. Representative assistance, which includes assistance for others to make 
decisions on behalf of persons with disabilities in urgent situations;

5. Assistance in building relationships, which includes helping the person to 
have meaningful interpersonal relationships with others;

6. Administrative assistance,  which  includes assistance in alternative jobs, 
such as completing rental applications or opening a bank account.

51  Jeste and others, p. 5; Dinerstein, p. 10.
52  Kristin Booth Glen, ‘Supported Decision-Making and the Human Right of Legal Capacity’, Inclusion, 3.1 (2015), 2–16 (p. 8).
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CHAPTER 3
PRINCIPLES OF SDM 
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To ensure that SDM  can be  designed according 
to the needs of each country, the CRPD does not 
standardize the SDM system. However, to provide a 
starting point for the member countries in designing 
a SDM system, the CRPD and several  academic 
journals  have elaborated the basic principles of 
SDM.  These principles  should be continuously 
applied to ensure implementation of SDM will not 
repeat the same mistakes that the Substituted 
Decision-Making system has.

A. Universal

The SDM should be  available to anyone, not 
just persons with disabilities. 53 SDMs need to 
accommodate all people in different levels of need. 
Dhanda states that, «If capacity is universal, support 
cannot be particular.”54 Recognizing legal capacity is 
a universal right  means recognizing that everyone, 
not only persons with disabilities, need support when 
making decisions. Recognition of a universal legal 
capacity means rejecting the myth that a person is 
always capable of making decisions independently. 
Persons with or without disabilities require support 
to choose the best options for their life.

53  Committee on the Rights of Persons with Disabilities, p. 7.
54  Amita Dhanda, ‘From Duality to Indivisibility: Mental Health Care and Human 

Rights’, South African Journal on Human Rights, 32.3 (2016), 438–56 (p. 452).
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Because it is universal and applicable to everyone, there is a challenge in deciding 
the criteria that need to be met in order to be eligible for SDM.55 The CRPD has 
prohibited competency based testing (status-based approach), outcomes of 
decisions (outcome-based approach), and their functional ability (functional-based 
approach).56 Thus, the requirement that a person can support should be based on 
broader criteria and should also avoid repeating the stigma-based assumptions that 
PPD cannot think rationally.

The legal reform efforts  in various countries  do not limit SDM to persons with 
disabilities.  For example, the Canadian province of British Columbia allows for 
any adult,  aged nineteen or older,  to enter into a  representative agreement  and 
assumes all adults have legal capacity until proven otherwise.  Informal 
SDM initiatives, undertaken  by survivor organizations or mental health care 
consumers, have also provided examples of how SDM can be accessed without the 
need for prior capacity determination testing.

A peer support program in Kenya allows PPD to participate in discussions in forums 
that involve other PPD freely. Participants are able to share their problems and get 
inputs from other participants who have experience dealing with similar issues.57 
With a membership that is flexible like this, SDM can be implemented universally.

B. Interpretation of Will and Preference

The Human rights framework in the CRPD rejects the pretext of ‘best interests’ in 
making decisions on behalf of persons with disabilities. The ‘best interest’ principle 
has been used for years to justify the suppression of freedom and autonomy of 
persons with disabilities. This school of thought is also paternalistic because it 
believes that there is a third-party professional who knows better about the needs 
and best decisions of other individuals.58 

55  Carney, ‘Clarifying, Operationalising, and Evaluating Supported Decision-Making Models’, p. 49.
56  Aguilar, p. 5.
57  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity (Nairobi, 2018) <www.uspken-

ya.org › wp-content › uploads › 2018/01%0A>.
58  Richardson, p. 346.
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In contrast, the CRPD advocates respect for individual will and preferences (best 
interpretation of will and preference).59 By listening to a person’s will and preference, we 
recognize the person has full legal capacity and can make independent choices. For 
this reason, even if the will and preference of a person with a psychosocial disability 
is difficult to identify, the supporter should still try to ask the person about it.60 

However, it does not mean that the interpretation of will and preference is something 
that is easy to do. The process of interpretation depends on the supporter, and how 
hard they try to understand the person.61 A negligent supporter risks imposing his/her 
will or encouraging the person with disability to choose actions that are actually the 
preference of the supporter.62 In contrast to the Substituted Decision-Making, SDM 
wants to limit the role of a supporter to only give supports to the person with disability 
who will, in the end, make his/ her own decisions.

Because of this responsibility, the selection of a supporter cannot be seen as a trivial 
matter. A supporter must know and interact a lot with the PPD he/she supports in order 
to build a sense of trust between them. For this reason, many SDM programs require 
long exchanges of information and interaction between PPD and its supporters. For 
example, in Sweden, the Personal Ombudsman program requires the Ombudsman 
to be acquainted with the PPD he or she supports and build a sense of trust with the 
client.63 

Sometimes a person with a disability is unable to communicate his/her wishes 
through any communication medium. However, that does not mean other’s are able 
to exclude the person’s legal capacity.  The supporter still needs to find out what 
the  PPD  wants  in that situation.  The efforts to seek this information are  generally 
guided by two things: the characteristics of the person which includes his/her views, 
beliefs, or values and the presence or absence of an advance directive document 
made previously by the person with disability that outlines the will and the preference 
of the person.64

59  Renu Barton-Hanson, ‘Reforming Best Interests: The Road towards Supported Decision-Making’, Journal of Social, Welfare and 
Family Law, 40.3 (2018), 277–98 (p. 281); Committee on the Rights of Persons with Disabilities, p. 5.

60  Terry Carney and others, ‘Realising “Will, Preferences and Rights”: Reconciling Differences on Best Practice Support for Deci-
sion-Making?’, Griffith Law Review, 2019, p. 2 <https://doi.org/10.1080/10383441.2019.1690741>.

61  Carney and others, p. 17.
62  Carney and others, p. 17.
63  Zero Project, ‘Innovative Policy 2015 on Independent Living: Sweden’s Personal Ombudsmen’, 2015 <https://zeroproject.org/

policy/sweden-2/> [accessed 25 January 2020].
64  World Health Organization, Supported Decision-Making and Advance Planning: WHO QualityRights Specialized Training, p. 25.
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C. Focus on Individuals

Another principle that needs to be upheld in implementing the SDM is planning that 
focuses on individuals (person-centered planning). Policymakers need to design a 
system that places the individual as the main pillar. In simple terms, this principle is 
necessary to answer the plan and life goals of persons with disabilities.65 By applying 
this principle, the PPD is given the opportunity to be involved from the initial step 
of planning the goals that he/she wants to accomplish and how such goals can be 
achieved. This planning will become the basis for designing the SDM program. 

An SDM  program  in Olmstead Minnesota in the United States, illustrates what 
needs to be present in person-centered planning. In planning, the supporter must 
be able to identify what is important to the individual (rituals, routines, life choices, 
what gives satisfaction, what things the individual dislikes) and what is important 
for the individual (health, safety, conformity of actions to social norms).66 Focused 
planning  can  also  be  devised  to address recovery goals and the way the person 
wants to recover.67 

The person-centered principle does not dismiss the communal aspects of SDM. As 
previously explained, SDM changes the perspective on autonomy, that the autonomy 
does not depend solely on the reasoning capacity of one person, but also on that 
person’s interpersonal relationships. However, in planning, the main priority of the 
SDM focusses on the needs of the individual.68 Because of its focus on individuals, 
support given can be changed and adapted to the individual needs at a specific 
time.69 

The person-centered nature that focuses on individual choices and preferences 
prevents the standardization of one fit-for-all SDM model. The UN Special Rapporteur 
on the Rights of Persons with Disabilities has stated that the establishment of just one 
type of SDM model is ineffective and discriminatory.70 In fact, SDM planning should 
be diverse and flexible in order to accommodate everyone’s needs. This, again, links 
to the universal principle.

65  Sean Burke, ‘Person-Centered Guardianship: How the Rise of Supported Decision-Making and Person-Centered Services Can 
Help Olmstead’s Promise Get Here Faster’, Mitchell Hamline Law Review, 42.3 (2016), 873–96 (p. 889).

66  Burke, p. 894.
67  Burke, p. 894.
68  Shogren and Wehmeyer, pp. 17–18.
69  Shogren and Wehmeyer, p. 19.
70  Aguilar, p. 13.
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In the context of psychosocial disability, the person-centered planning principle is 
reflected in the Mental Health Act’s, Advance Directive policy implemented in India 
in 2013. The policy stipulates that PPD can choose the health care treatment that 
they prefer when their symptoms of mental disorder relapse.71 The person-centered 
principle is able to provide options to the PPD to retain their legal capacity when 
they are in an unstable condition.  A well-designed SDM enables  persons with 
disabilities  to  determine their destiny,  determine their  own  level of  support, and 
develop their decision-making abilities.72 

D. Concept of Protection

As explained in the previous chapter  regarding legal capacity,  the  risk that arises 
from a decision should not be used as a justification for denying a person’s capacity 
to make a decision. However, the recognition of PPD”s legal capacity does not mean 
exempting the state from the duty of protecting PPD’s other rights. The state still has 
an obligation to protect its citizens from threats of violence, fraud and other crimes 
that often places persons with disabilities as an at risk vulnerable group. 

The CRPD mandates that the preparation of the SDM system must be performed 
in conjunction with the creation of a safeguard mechanism to ensure the freedom, 
will, and preference of persons with disabilities are not violated.73 Thus, the SDM that 
will be developed also needs to apply a protection principle so that SDM is able to 
uphold human rights of persons with disabilities without turning it into something 
detrimental.

The protection principles that must be adhered to under the CRPD are as follows:74

a. appropriate;
b. effective;
c. prevent abuse;             
d. ensure that the support given respects the rights, will, and preference of the 

person;  free from conflicts of interest and undue influence;  proportional and 

71  Mukul Inamdar, Michael Ashley Stein, and Joske Bunders, ‘Does “Supported Decision-Making” in India’s Mental Health Care Bill, 
2013, Measure up to the CRPD’s Standards?’, Indian Journal of Medical Ethics, 1.4 (2016), 229–37 (p. 232).

72  Shogren and Wehmeyer, p. 20.
73  Aguilar, p. 8.
74  Mental Disability Advocacy Center, Supported Decision-Making: An Alternative To Guardianship, pp. 9–10.
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adapted to the circumstances of the person;  apply for the shortest possible 
time; must be reviewed periodically by a competent, independent, and impartial 
judicial authority or body; and

e. proportional to the extent to which the action affects the rights and interests of 
that person.

In many places, the SDM  provisions  include rules for protection. For example, a 
person with disability can take legal action if he/she feels that his/her supporter 
is unable to provide the best interpretation of their will and preference.75 In addition, 
there is also a provision stating that SDM support can be withdrawn at any time.76 
Another way is the regular monitoring of SDM implementation, or the establishment 
of an independent body that oversees the implementation of the SDM.77

The protection is inseparable from the country’s efforts to implement other articles 
of CRPD. Article 13 provides remedies for all forms of abuse and neglect that occur 
due to neglect of legal capacity.  In addition,  Article 16 describes protection from 
exploitation, violence, and abuse, including  when the persons with disabilities 
access the SDM system.78 The stronger a country exercises its obligation in CRPD, 
the stronger also the protection that is given by the country for persons with 
disabilities who want to enforce their legal capacity. This is in line with the principle 
of human rights interdependence in which the fulfillment of one right will also have 
a positive impact on the fulfillment of other rights. Thus, Article 12 of the CRPD and 
the preparation of the SDM system cannot stand alone. Its existence also needs to 
be supported by the fulfillment of other rights as mandated in the CRPD.

75  Carney and others, p. 16.
76  Aguilar, p. 14.
77  Aguilar, p. 14.
78  Mental Disability Advocacy Center, Supported Decision-Making: An Alternative To Guardianship, pp. 11–14.
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CHAPTER 4
COMPARISON OF SDM 
IMPLEMENTATION
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In order to initiate a policy reform on legal capacity in 
Indonesia, it will be beneficial to understand how other 
countries have started this reform. The researchers 
have selected examples from countries representing 
six continents that include North America, South 
America, Europe, Asia, Africa, and Australia.  The 
selection  of countries  by continent shows that the 
SDM idea is developing not only in the western world 
or the  Global North, but also in countries in Africa, 
Asia, and Latin America. The countries selected are 
Canada, Peru, Australia, Sweden, Kenya, and India.

A. British Columbia – Canada

General Condition
Canada ratified the CRPD in 2010. At the time 
of ratification, Canada expressed reservation 
on Article 12  and asked to be exempt from this 
article. The Canadian government stated that it will 
maintain its  existing  Substituted Decision-Making 
policy and  will continue to monitor the policy 
implementation through a reasonable and effective 
safeguard mechanism.79 Thus, it is  still  possible 
to  determine  legal capacity through functional 
testing, which means by measuring a person’s 
understanding of relevant information  when 
making decisions, and also measuring whether the 
person really understands the consequences of the 
actions they will take.80

79  Nicholas Caivano, ‘Conceptualizing Capacity: Interpreting Canada’s Qualified 
Ratification of Article 12 of the UN/Disability Rights Convention’, UWO J Leg 
Stud 3, 4.1 (2014), p. 15.

80  Caivano, p. 19.
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In the subsequent years, the community of persons with disabilities continues to 
urge the Government of Canada to remove the assessment of legal capacity and 
the ongoing Substituted Decision-Making mechanism. However, other mental health 
professionals advocate to maintain the Substituted Decision-Making requirements as 
they currently exisit in Canada.  This group  of mental health  professionals  stated 
that the exemption should be continued until there is a clear SDM proposal to deal 
with specific cases where PPD’s wishes are unpredictable.81

Even though it is still possible to use the Substituted Decision-Making mechanism, 
there are also other regulations that enable persons with disabilities to get support 
to make decisions. One of the policies that is often referred to is the Representative 
Agreement Policy.  Simply put, this policy  enables persons with disabilities to 
officially appoint a supporter who can help them in making decisions.  In addition 
to the Representative Agreement, the Microboard policy is also applied. This policy 
establishes a forum in which the members are the family and friends of the person 
with disability, as well as non-profit groups that have the task to strengthen the ability 
for decision-making among persons with disabilities.82 

SDM Development History 
Canada is often cited as the first country to have SDM provisions.  In early 1990s, 
long before the CRPD was passed, several groups of persons with intellectual 
disabilities  began to  develop methods for determining their own faith.83 
Parents of children with developmental disabilities realized that they would not live 
much longer and their children would probably end up in special asylums that had 
been proven to use violence against its inhabitants without supervision.84 

The intention of establishing SDM was complemented with several other demands, 
such as the closing of institutions that confine people with disabilities, a special 
fund allocation for people with disabilities, a legal mechanism that places people 

81 Mathieu Dufour, Thomas Hastings, and Richard O’Reilly, ‘Canada Should Retain Its Reservation on the United Na-
tion’s Convention on the Rights of Persons with Disabilities’, Can J Psychiatry, 63.12 (2018), 809–12 (p. 811) <https://doi.
org/10.1177/0706743718784939>.

82 Michelle Browning, Christine Bigby, and Jacinta Douglas, ‘A Process of Decision-Making Support: Exploring Supported Deci-
sion-Making Practice in Canada’, Journal of Intellectual & Developmental Disability, 2020, p. 3 <https://doi.org/10.3109/13668250.
2020.1789269>.

83 Browning, Bigby, and Douglas, ‘Supported Decision-Making: Understanding How Its Conceptual Link to Legal Capacity Is Influ-
encing the Development of Practice’, p. 35.

84 Christine Gordon, ‘The Representation Agreement Act British Columbia: The Right to Supported Decision-Making in Canada’, in 
International Conference on Good Policies for Persons with Disabilities (Vienna, 2012).
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with disabilities as the sole decider of their life, and finance stability for people with 
disabilities in a long term.85 With the persistence demands from the civil society 
organizations, in 1993  the  Parliament of the State of British Columbia signed a 
Representative Agreement Act.  This Representative Agreement program is still 
active, and has become an example for other countries who want to start a legal 
reforms on the issue of legal capacity.

By making and signing a  Representative Agreement, persons with disabilities are 
able to appoint one or more supporters to be their representatives to support their 
decision-making.86 This authority is similar to the authority that a lawyer has over a 
person. However, the Representative Agreement provides supports not only in the 
legal sector but also for the financial, medical and personal affairs of persons with 
disabilities.87

Representative Agreement Implementation 88 

Theme Provision Article

Objective There are two objectives of the Representative Agreement. 
The first one is to allow adult persons to determine in advance 
on how, when and by whom decisions related to health, financial, 
and other matters will be made when they are not able to make 
decisions independently. The second objective is to prevent 
the court from appointing someone else to replace them in 
making decisions for them. 

2

Principal All adults (19 years or older), except those deemed incapable 
(evidence of incompetence is required).

4

Supporter Criteria of supporter/s are:
Adults who do not provide professional care support or health 
care services;
Public guardians or trustee;
Credit union or trustee company that does not have a duty to 
provide personal support or health care services.

5(1)

Although there are provisions that the person providing 
care cannot be a supporter, the principal’s child/spouse/ 
parent can become a supporter.

5(1.1)

Supporter/s can be more than one. 5(1)

85 Gordon.
86 Browning, Bigby, and Douglas, ‘A Process of Decision-Making Support: Exploring Supported Decision-Making Practice in Cana-

da’, pp. 2–3.
87 Caivano, p. 22.
88  Semua keterangan di bawah disarikan dari Representation Agreement Act [RSBC 1996] Chapter 405
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Theme Provision Article

In addition to appointing supporter/s, the principal can also 
appoint alternative supporter/s to replace the duties of the 
supporter/s when the supporter/s cannot take action, do not 
want to take action, or die. The requirements to become an 
alternative supporter are the same as the criteria of supporter/s in 
Article 5 (1).

6

Supporter/s are bound by the obligation to act honestly, 
provide care diligently, and act within the agreed scope of 
the agreement. Supporter/s should consult with the principal 
and comply with his/her wishes where appropriate. If the will 
and preference of the principal are difficult to determine, the 
supporter/s should refer to the instructions and wishes the 
principal made while he/she is still competent. If that is also 
not possible, the supporter/s must act in accordance with the 
beliefs and values   of the principal. If their values   and beliefs are 
not known, then supporter/s can act in the best interests of the 
principal.

16(1), 16(2), 
16(3), 16(4)

Type of Support The type of supports that can be provided are those that link to 
decisions regarding: 
Personal care;
Routine management of financial matters, including paying 
bills, receiving pensions, and other income; buy daily 
necessities; and manage investments;
Some major and minor health care treatments; and
Decisions to go to trial, except for divorce trial. 

7(1) dan 7(2)

Supporter/s can not interfere in supporting or act on behalf of 
the principal to deny the health care necessary for the survival of 
the principal.

7(2.1)

In certain situations, principal can also make an agreement 
that give more power to supporter/s that are considered 
important. Such authorization includes the determination 
on where and with whom the principal leaves, specify 
the type of work of the principals, et cetera. However, a 
decision that cannot be made if the principal does not 
understand the content and consequences of the agreement.

9(1), 10

Formulation 
Process

A written representative agreement is signed by the interested 
parties. The signing by the principal must be witnessed by two 
witnesses who must also sign the agreement. The number of 
witnesses could be reduced to one person if the witness is a 
notary or lawyer.

13(1), 13(2), 
13(3)

The agreement is valid since the signing date, unless otherwise 
stated in the agreement.

15(1)

The agreement can be amended or terminated by the 
principal. However, to do so the principal must:
Have the competence to make an agreement;
Follow the amendment or termination process as stated in the 
original agreement;
Comply with the criteria for amendment or termination as written 
in the agreement; and
If termination is desired, the principal must provide written 
notice to the supporter/s, the alternative supporter/s, and the 
monitor.

27(1)
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Supporter/s can also submit a request to terminate the 
agreement by notifying the principal, other supporter/s in the 
agreement, and also the monitor.

19(1)

Protection 
Mechanism

If the principal wants to make an agreement that gives the 
supporter/s the authority to assist in routine management 
of financial matters, the principal must appoint a supervisor 
(monitor). This does not apply if the selected supporter/s are 
spouse, public official, trustee, credit union or trust companies.

12(1)

For supports for other than financial matters, the principal can 
also appoint a monitor, albeit not mandatory. 

12(3)

Monitor is an aduls who is willing to carry out supervisory duties 
and fill out monitor’s certification which is already available in 
form. He/she may submit a request to stop by informing the 
principal, supporter/s and alternative supporter/s.

12(4), 12(5), 
12(6)

Supporter/s have an obligation to record all supports provided 
in accordance with the mandate of the agreement. This record 
must be presented when requested by the principal, monitor, 
public guardian, or trustee.

16(8)

Supporter/s must not create or change the principal’s will. 19.01

Monitor has the duty to ensure that the supporter/s carry out their 
duties in accordance with the provisions and do not overstep 
their authority. If the monitor suspects that the supporter/s 
has violated the agreement, he/she may ask the supporter/s to 
submit his support record or summon him/her. Monitor is also 
entitled to notify the principal and other supporter/s regarding 
the suspicion. If the warning does not produce results, the 
supervisor can submit the support report to the public guardian 
or trustee. 

20(1), 20(2), 
20(3), 20(4), 
20(5)

Principals can be file for appeal to the public guardian or trustee 
if: 
1. He/she feels that during the making, amending, or revoking 

a representative agreement, he/she is not in a competent 
state; 

2. There is fraud, inappropriate pressure, acts of violence, and 
neglect;

3. If the change or termination of the representative agreement 
is not done in accordance with his/her wish and will;

4. If there is an error in making a representative agreement;
5. If there is anything inappropriate that occurs during the 

making, amending, and terminating the representative 
agreement;

6. If the supporter/s no longer meet the supporting criteria;
7. Supporter/s is rude, neglects the principal, does not follow 

agreement directions, is unable to act as a supporter, and 
fails to follow the representative agreement;

8. Supporter/s provide or offer health care services that are not 
authorized in the representative agreement;

9. There are other criteria in the Representative Agreement that 
are not fulfilled.

30(1)

Public guardian office and the trustee will conduct an 
investigation after receiving a report and, if necessary, bring 
the case to the court to ask for the approval for Representative 
Agreement amendment or termination or to ask for a statement 
that the Representative Agreement is not valid. 

30(3)(a), 
30(3)(e), 
30(3)(e.1)

33COMPARISON OF SUPPORT SYSTEMS IN DECISION-MAKING
FOR PERSONS WITH PSYCHOSOSIAL DISABILITIES



B. Peru 

General Condition
There are 1.6 million people with disabilities in Peru with the majority dependant on 
family care and only 10% having access to health care services. According to the 
2012-2013 survey, approximately 95% of people with disabilities receive informal care 
from family members who do not receive payment.89 In many studies, this parenting 
model has had a negative impact on mortality rate and family burden.90

One of the reform measures implemented in Peru regarding services for psychosocial 
disabilities is to overhaul their mental health system by making mental health care 
available at primary health care facilities and public hospitals in all parts of Peru.91 
Investments in mental health system reforms are also made by involving various 
stakeholders, especially local governments, who commit financial and other 
resources to increase the quality of mental health for the society.92

In general, the perception of the local community towards persons with disabilities 
is still not based on science. A study conducted in Lima that measures the public 
perception of persons with intellectual disabilities shows that many people do not 
understand the definition of persons with intellectual disabilities.93 The majority of 
respondents consider persons with disabilities to have the same capacity as others 
to do work, even though the jobs they think suitable for them are the ones involving 
physical labor.94

History of SDM Development
Policy reforms related to legal capacity in Peru run concurrently with the reforms done 
in other Latin America countries. On June 14, 2012, the Parliament of Peru signed Law 
No. 29973 referred to as the General Law on Persons with Disabilities (Peru Law No. 
29973, General Law on Persons with Disabilities). The drafting of the legislation was 

89  Antonio Bernabe-Ortiz and others, ‘Disability, Caregiver’s Dependency and Patterns of Access to Rehabilitation Care: Results 
from a National Representative Study in Peru’, Disabil Rehabil, 38.6 (2016), 582–88 (p. 585).

90  Bernabe-Ortiz and others, p. 586.
91  Pamela Scorza and others, ‘Lessons from Rural Peru in Integrating Mental Health into Primary Care’, Psychiatr Serv., 70.1 (2019), 

82–84 (p. 82).
92  Scorza and others, p. 84.
93  Michele S. O’Shea and others, ‘Public Perceptions of Intellectual Disability in a Shantytown Community in Lima, Peru’, Interna-

tional Health, 4 (2012), 253–59 (p. 255).
94  O’Shea and others, p. 256.

DRAFT RESEARCH REPORT 34



conducted by a team which included representatives from OPDs.95 This law opened 
the way to reform legal capacity enforcement in Peru.

Through this Law, the Government of Peru confirmed that any person with disability 
can exercise his/her legal capacity on par with others in all aspects of life.  That 
equal legal capacity  is  underpinned by the existence of adequate support and 
accommodation for those who need it to make decisions.  In line with Article 12 of 
the CRPD, this Law also guaranteed equal rights for persons with disabilities to own 
property, obtain inheritance, register for insurance, obtain loans or to access other 
credit programs, to marry, and to determine his/her sexual activities.

The issuance of the law that guarantees universal legal capacity paved the way 
for the parliament to issue Legislative Decree No.  1384, a document that has 
an equal position with the Law. This Legislative Decree aims to reform the Peruvian 
Civil Code, the Civil Procedural Code and Notary Act to accommodate recognition 
of universal legal capacity for persons with disabilities in the Civil Code. 

However,  there is still a limit to the legal capacity for “people with addiction”, 
“extravagant people”, “bad administrators”,  “  convicts  ”  and  “  people in a coma”. 
However, in the history of this country, these groups are rarely included in the 
amnesty because the criteria imposed is extensive. People who are extravagant or 
who have poor administrative skills, for example, must  ‘waste’ at least half of their 
assets or must commit acts that have a negative financial impact on their children/
heir.96 

The legal reform itself adheres to the principles of person-centered planning. People 
who want to get support can choose and design their own types of support in terms 
of form, size, supporter’s authority, and others.97 Generally, persons with disabilities 
appoint an individual to be a supporter for them, or appoint a non-profit organization 
to assist. This appointment is made in the presence of a notary or a judge.98

95  Antonio Martinez-Pujalte, ‘Legal Capacity and Supported Decision-Making: Lessons from Some Recent Legal Reforms’, Laws, 
8.4 (2019), pp. 15–16 <https://doi.org/10.3390/laws8010004>.

96  Sociedad y Discapacidad, Legislative Decree No 1384: Legislative Decree That Recognizes and Regulates The Legal Ca-
pacity of Persons With Disabilities on Equal Basis <https://www.google.com/url?sa=t&rct=j&q=&esrc=s&source=web&c-
d=&ved=2ahUKEwiLxu3L17zuAhV-7XMBHW1lBIIQFjAAegQIAhAC&url=http%3A%2F%2Fsodisperu.org%2Fwp-content%2Fup-
loads%2F2019%2F08%2FLegislative-Decree-No-1384-Peruvian-legal-capacity-reform-2.pdf&usg=AOvVaw>.

97  Martinez-Pujalte, p. 16.
98  Martinez-Pujalte, p. 16.
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SDM Implementation99

Theme Provision Article

Objective Each person with disabilities who need decent accommodation 
and supports in exercising his/her legal capacity can request and 
determines the necessary supports.

45

Principal Every adult (over 18 years of age) can openly and voluntarily 
access services and protection mechanisms that they perceive 
to support their ability to act.

659-A

Supporter/s Support is forms of assistance chosen voluntarily by adults to 
facilitate their exercise their rights. Thus, support can take the form 
of people or means.

659-B

  Supporter/s have no power of representation , except in special 
cases determined by the judge.

659-B

  Supporter/s can be one or more people. They can consist of lay 
people, public institutions, or non-profit organizations.

659-C

Form of 
Support

Support can take the form of communication assistance , so that 
the principal understands the legal actions they will take and the 
relevant consequences. Apart from that, the principal can also 
get help to communicate his expression and will.

659-B

  The Principal determines the form, identity, area, duration and 
number of supporter/s.

659-C

  In certain situations, the judge can determine the kind of 
support to those who cannot communicate their desires or have 
a limited capacity (for example, people who are in a coma). The 
determination of support is allowed if all persistent efforts have 
been made to identify the wishes of the person and means 
have been provided to promote the accessibility and adequate 
accommodation for that person. Determination of support 
should consider the relationships of the principal and people who 
care for them. The judge may not appoint a person who has been 
charged with domestic violence or sexual violence.

659-E

  Principals can make a plan to help anticipating future needs when 
they may may face difficulties in exercising their own legal capacity. 
The planning document is made in the presence of a notary 
and clearly writes down the moment and situation of supports 
needed in the future.

659-F

Protection 
Mechanism

The Principal determines their own mechanisms of protection that 
they deem necessary to ensure that their rights, will, and preference 
will not be violated. For example, this protection mechanism is 
the deadline for providing support.

659-G

  To do the best interpretation of the will of the principal, the 
supporter/s need to consider the person’s life goals, desires 
expressed earlier by the principal, information provided on the 
principal, and consideration on the relevant preferences for such 
cases.

659-B

99  Semua keterangan di bawah disarikan dari Legislative Decree No. 1384.
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  Principal will is something that can be communicated, 
explicitly or implicitly. The explicit conveyance of will is made 
verbally, in writing, in digital form, in sign language, or other ways 
of communication. Meanwhile, the implicit conveyance of will 
is extracted from the behaviors and actions that are carried out 
continuously in the principal’s life.

141

Procedure People who need supports appoint supporter/s before a public 
notary or a competent judge.

659-D

C. State of Victoria – Australia 

General condition
According to the 2009 data, mental disorders is still the main cause of a person to 
become a person with disability.100 Persons with disabilities in Australia face social and 
legal barriers such as poverty, poor living conditions, and low education levels, which 
make it difficult for them to participate to their fullest extent.101 

 Amidst of the existing challenges,  Australia’s government is  working to improve 
the quality of life for people with disabilities.  One such effort is the introduction 
of the National Disability Insurance Scheme  (NDIS)  for persons with disabilities. In 
this scheme, a person with a disability  can obtain  support to carry out their daily 
activities, to get transportation to facilitate participation in various aspects of life, to 
get therapeutic services, and to get help to do household chores.102

Australia also leads the legal reform process in line with the expectations of Article 
12 of the CRPD. All Australian states and territories have sought to incorporate SDM 
principles into their legal systems with the state of Victoria being one of the most 
developed and innovative in implementing support practices for legal capacity.

100 Australian Bureau of Statistics, ‘Disability, Australia, 2009’, 2009 <https://www.abs.gov.au/ausstats/abs@.nsf/Lat-
estproducts/4446.0Main Features52009?opendocument&amp;tabname=Summary&amp;prodno=4446.0&amp;is-
sue=2009&amp;num=&amp;view=> [accessed 30 March 2021].

101  World Health Organization, World Report on Disability (Malta, 2011).
102  National Disability Insurance Scheme, ‘Plan Budget and Rules’, 2019 <https://www.ndis.gov.au/participants/creating-your-plan/

plan-budget-and-rules> [accessed 30 March 2021].

37COMPARISON OF SUPPORT SYSTEMS IN DECISION-MAKING
FOR PERSONS WITH PSYCHOSOSIAL DISABILITIES



History of SDM Development
After the ratification of CRPD, some states of Australia conducted pilot programs to 
support persons with disabilities. In the state of Victoria, the pilot program aimed to 
explore a model fthat supported persons with  intellectual disabilities and persons 
with borderline disorders who previously did not receive informal supports. This pilot 
program managed to gather 18 participants, although the number was reduced to 
12 by the end of the project. The participants made a formal policy which included 
various decisions except those related to finance.103

The State of Victoria then  launched  several legal frameworks to help enforce the 
universal right to legal capacity  under the pilot program.  The pilot program then 
provided inputs to the Office of the Public Advocate  in Victoria for legal reform 
and formalizing the supports that can be accessed by persons with disabilities in 
decision-making.

SDM is  generally used by  people with cognitive disabilities, including persons with 
intellectual disabilities, persons with neurodegenerative diseases such as dementia, and 
persons with mental disorders.104 There are several SDM program options in Victoria:
1. Supportive Attorney:
 A person who is appointed by a person with disability to help them in decision-

making. That person has the authority to access and provide information about 
bank accounts and communicate with persons with disabilities and relevant 
organizations to make decisions.

2. Support Person:
 A person appointed by a person with disability to support him/her in decision 

making and communicating and implementing his/her medical decisions.
3. Plan Nominee:
 A person registered in the National Disability Insurance Scheme who is appointed 

to act on behalf of the person with a disability. The NDIS Nominee has the duty 
to ensure that the choices made in the framework of national insurance are in 
accordance with the will of the person with disability.

4. Nominated Person:
 A person selected by a mental health care consumer to represent his/her interests 

or to provide support when he/she needs to be hospitalized.

103  Christine Bigby and others, ‘Delivering Decision-Making Support to People with Cognitive Disability — What Has Been Learned 
from Pilot Programs in Australia from 2010 to 2015’, Aust J Soc Issues, 52 (2017), 222–40 (pp. 227–29).

104  Office of the Public Advocate, Supported Decision-Making in Victoria: A Guide for Families and Carers (Victoria: Office of the 
Public Advocate, 2017), p. 5.
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The most influential SDM program that often becomes a reference for SDM 
developments around the world is the Supportive Attorney program that has been 
implemented since 2015.105 This program helps people to make informed decisions 
in terms of financial and personal problems. The Supportive Attorney do not have 
the authority to assist with medical decisions as there is already a separate support 
for this.106 The Supportive Attorney has several authorities including accessing and 
providing information to  relevant organizations (hospitals, banks and basic service 
providers) about the person being assisted, communicating with these organizations, 
communicating decisions made by the principal, and having an  impact  on the 
decisions that have been made by that person.107

SDM Implementation108

Theme Provision Article

Objectives The Supportive Attorney Program aims to help a person make 
decisions.

1(b)

Principal A person who is over eighteen years old and has the capacity 
to make a decision to appoint a Supportive Attorney is able to 
access this program.

86(1)

Supporter/s Requirements to become a Supportive Attorney are:
(a) Adults (over 18 years of age)  
(b) Not a person who is negligent towards his/her obligations  
(c) Not a social worker, health care service provider or 
accommodation provider for the principal.   

91

  There are additional requirements if the Supportive Attorney 
appointed has the authority to help making financial decisions. 
These are: have never been convicted in a case of fraud or, 
if involved in such case in the past, have disclosed his/her 
involvement in the matter to the principal.

91

  A Principal can have more than one Supportive Attorney by 
describing what specific types of support each Supportive 
Attorney will give.

92

  Principals can also appoint Alternative Supportive Attorney/s 
who can act as stated in the agreement or if the main Supportive 
Attorney experience barriers in exercising his/her authority.

93(1) dan (2)

105  Terry Carney, ‘Supported Decision-Making in Australia: Meeting the Challenge of Moving from Capacity to Capacity-Building?’, 
Law in Context, 35.2 (2017), 44–63 (pp. 49–50).

106 Office of the Public Advocate, Side by Side A Guide for People Wanting Support to Make Decisions, 3rd edn (Victoria: Office of 
the Public Advocate, 2018), p. 15.

107  Office of the Public Advocate, Supported Decision-Making in Victoria (Victoria: Office of the Public Advocate, 2020), p. 7.
108  Semua keterangan di bawah disarikan dari Powers of Attorney Act 2014, No. 57 Tahun 2014.
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Types of 
Support

Supportive attorney/s assist in decision making for personal, 
financial and other matters. However, he or she is not allowed to 
help in the decision -making that is associated with health care or 
the principal’s involvement in health research.

85(1)

  Supportive Attorney/s helps the principal to make decisions 
and make them work. The decision is to be made directly by the 
principal and not by the Supportive Attorney/s.

86(2)a, 86(2)
b,
86(2)c

  Supportive Attorney can access and collect information related 
to the principal that is relevant for decision making.

87(1)

  Supportive Attorney can communicate important and relevant 
information to other parties related to the principal. He/she can 
also communicate or assist the principal in communicating his 
decisions.

88

  Supportive attorney/s can also assist the principal in making 
significant financial decisions, such as registering investments, 
buying and selling property, applying for loans, and so on.

89(2)

Procedure The appointment of a Supportive Attorney takes effect after 
the principal signs the appointment form or when someone 
else, whom the principal trusts, signs the agreement in the 
presence of the principal. The signing of the agreement must 
also be witnessed by two witnesses who then sign the form. 

95

  On the form, the Supportive Attorney also needs to sign 
a letter stating the acceptance of the appointment. The signing 
should be witnessed by the witnesses who then sign the 
form. The same mechanism applies to Alternative Supportive 
Attorney/s.

99, 100

Protection 
Mechanism

The principal is allowed to cancel the agreement at any time, 
as long as he still has the capacity to do it. 

86(2)e

  To cancel, the principal submits a revocation form and signs it. At 
the time of signing, one witness must participate in signing the 
form. After signing the revocation form, the principal must notify 
the Supportive Attorney regarding this decision.

103, 105, 108

  Supportive Attorney/s must act honestly, diligently, and always try 
his/her best for the principal. He/she must treat his/her job 
with sufficient care and competence. For this reason, he/she 
is not allowed to use his/her position to gain an advantage. In 
supportiing the decision-making, he/she should discuss with the 
principal in a way that can make the principal understand the 
decision and is able to make the decision.

90(1)

  Supportive Attorney also can resign by signing a resignation 
form and giving notification to the principal and other Supportive 
Attorney/s, if any. 

111, 112, 113
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D. Sweden

General Condition
Sweden has ratified the CRPD since 2008, and has reported to the United Nations 
in 2011.109 However, according to the Swedish Constitution, international treaties or 
laws that are ratified do not automatically become a national regulation that applies 
in the country.  To be valid, the international regulation  must be incorporated into 
Swedish national law, either by way of being referred to by a regulation or adopted 
into a separate regulation in Sweden. Thus, although Sweden has ratified the CPRD, 
the two regulations have not been incorporated into their national regulations.110

Even so, it does not mean that the Swedish government is ignorant of its citizens who 
live with disabilities. As believers in the ideology of the welfare state, Sweden has had 
many programs to accommodate the needs of its citizens, persons with disabilities 
are no exception. Since around 1960, the Swedish Government has shifted from a 
medical perspective into a social perspective as an effort for integrating the rights of 
persons with disabilities in the society.111

In 1994,  the  Swedish  government  introduced ten social rights for persons with 
disabilities; one of which is the right for personal support. This right for personal 
support enables persons with disablities to hire an assistant that they choose from 
the social service provided by the Government, civil society organizations, and from 
private or public entities.112 This provision of Personal Assistant is completely free 
of charge and there is no limit of the assistance that can be given per hour in one 
week.113

The government of each district in Sweden also has the responsibility to ensure 
the  quality  of mental health  of its residents  by striving for proper infrastructures 
and an environment that suits  everyone’s  needs.  Based on the  results of a 2009 
study, most PPD live alone in a rented house or apartment (77.4%) and only receive 

109 Data terakhir yang diupdate ke https://www.internationaldisabilityalliance.org/countries/SWE 
110  Agnes Said, Country Report on Sweden for the Study on Member States’ Policies for Children with Disabilities (Brussels, 2013), 

pp. 13–14 <https://www.europarl.europa.eu/RegData/etudes/etudes/join/2013/474433/IPOL-LIBE_ET(2013)474433_EN.pdf>.
111  Rafael Lindqvista and Kamal Lamichhane, ‘Disability Policies in Japan and Sweden: A Comparative Perspective’, ALTER, Europe-

an Journal of Disability Research, 2018, p. 6 <https://doi.org/https://doi.org/10.1016/j.alter.2018.08.001>.
112  Lindqvista and Lamichhane, p. 7.
113  Lindqvista and Lamichhane, p. 9.
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informal assistance (99.3%).114 The assistance covers medical benefits, rehabilitation 
compensation, housing allowance, housing renovation allowance, car allowance, 
and others.115

History of SDM Development
Sweden has gained prominence as a pioneer in legal capacity reform by introducing 
the Personal Ombudsman (PO) program.This program has been tested starting from 
1995 when the Swedish Government realized that although there were many programs 
for the PPD, only a small number of programs were well implemented. At that time 
they had also closed many mental hospitals.116 The Swedish government funded a 
pilot test for ten Personal Ombudsman programs during the period of 1995-1998. 
Nine programs were administered by local government while the remaining program 
was managed by a mental health care consumer groups, Skane District of the 
Swedish National Association for Social and Mental Health and the Skåne District of 
the Schizophrenia Fellowship.117

The  final  project,  which was known as PO-Skåne,  trained ombudsmen from 
professional groups, whether they are social workers or lawyers, to work 100% for 
their client. The professionals involved were not affiliated with any state agency or the 
client›s family, so that conflicts of interest could be avoided. Personal ombudsman 
did not have an office  and they worked  directly at the client’s place or in an agreed 
public areas with the client.118

After being piloted, the Swedish Government recognized that this program is not only 
beneficial for PPD, but also able to save massive state expenditures. A PO program 
can save the cost of caring for one person up to 80,000 EUR per year.119 This led 
to the PO program being promoted by the Swedish national agency responsible for 
public health and welfare.120 The latest data in 2012 showed that approximately 300 
POs are working with approximately 6,000 people per year.121

114  M. Nordström and others, ‘The Life Circumstances of Persons with a Psychiatric Disability: A Survey in a Region in Southern 
Sweden’, Journal of Psychiatric and Mental Health Nursing, 16 (2009), 738–48 (p. 739).

115  A. Power, J. Lord, and A. DeFranco, ‘Active Citizenship and Disability in Sweden’, in Active Citizenship and Disability: Implement-
ing the Personalisation of Support (Cambridge: Cambridge University Press, 2012), pp. 244–95 (pp. 249–50).

116  Power, Lord, and DeFranco, p. 255.
117  Maths Jesperson, ‘PO-Skåne – a Concrete Example of Supported Decision-Making’, in OHCHR Symposium on the Human 

Rights of Persons with Psychosocial Disabilities Forgotten Europeans Symposium No 5, 2014.
118  Jesperson.
119  Zero Project.
120  Zero Project.
121  Power, Lord, and DeFranco, p. 256.
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SDM Implementation122

Theme Provision

Objectives The PO program helps PPD to make their own decisions.

Principal PPD who feel that they need assistance only need to state their desire to be 
assisted without having to meet certain competency requirements.

Supporter/s PO has no affiliation with psychiatrists or other social services.  PO is also not a 
family member of the principal or the principal’s neighbor.

Most of the POs are undergraduate. The majority receive training as social 
workers. Some of them are lawyers.

Procedure There are five steps taken by the ombudsman to give supports to an 
individual. The steps are:
Making contact,
Developing a communication,
Establishing a relationship,
Starting a dialogue, and
Getting commission

There are no bureaucratic procedures from the PO program. If there are 
bureaucratic procedures that need to be followed, such as signing an 
agreement, it is very likely that PPD will not want to join the program.

The program starts when the PO asked, “Do you want me to be your PO?” and 
the principal answered yes.

Types of Support The PO provides assistance for all types of needs, as desired by the 
principal. This can include options to live, work, or answer matters of a more 
personal nature, such as suicidal thoughts or sexuality issues. However, PO does 
not have medical responsibility for the principal they work with.

POs work seven days a week and twenty-four hours a day. This is because 
several principals have different working hours and active time.

Protection 
Mechanism

POs can only do what their principal want them to do. POs work for a long time, 
because they take a long time to ascertain what the client wants. POs do their 
work in a flexible, creative, and non-conventional manner, because the needs of 
each client are different.

Principal have the right to maintain their anonymity, if they do not want their PO 
to tell anything about his or her involvement in this program. If the client wants, 
the PO cannot tell the identity of the client to the community that employs him/
her.

POs do not keep any documents because all documentations are held by the 
client. The PO must submit all documents to the client or destroy them when 
the program ends.

122  Karena tim peneliti tidak bisa menemukan apakah program PO sudah diformalisasi menjadi sebuah peraturan resmi di Swedia, 
detail pelaksanaan SDPK berikut didapatkan dari kajian literatur yang terkait dan website http://po-skane.org/in-foreign-languag-
es/. 
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E. Kenya

General Condition
Kenya is one of the countries that participated in the first wave of signing the CRPD, 
which was on March 30, 2007, and ratified it on May 5, 2008..123 According to the 
census, around 2.2% or about 0.9 million Kenyans live with a disability. There are more 
women with disabilities than men with disabilities. In addition, the number of persons 
with disabilities in rural areas is more than the number of persons with disabilities in 
urban areas.124

In many aspects, Kenya still puts forward a medical perspective in looking at disabilities. 
This is evident from the largest mental health institution in the country, the Mathare 
Mental Hospital, which is considered, by  the clients, to provide services without 
paying attention to the will and preference of the clients while also suppressing the 
freedom of the residents.125

The dominance of medical views on disability issues can also be seen from the 
passing of a new law on mental health. Under the Law of Mental Health enacted in 
2012, other people can overrule the legal capacity of the PPD and make decisions 
for them.126 Despite the restrictions and protections so that a person is not easily put 
under guardianship, Article 12 of the CRPD still prohibits taking away legal capacity of 
a person in any form.127 

The negligence of legal capacity  in this country is  also due to the cultures and 
perspectives of the people who still stigmatize mental disorders. The findings of MDAC 
show that very few people with disabilities lose their legal capacity through a court 
proceeding. More often than not, their ability to make decisions is taken arbitrarily 
through mental hospital decisions or other informal practices.128

123  Global Disability Rights, ‘Formal Operation of the CRPD in Kenya’, 2015 <https://www.globaldisabilityrightsnow.org/law/kenya/
formal-operation-crpd-kenya#:~:text=Kenya was among the 44,CRPD on May 5%2C 2008> [accessed 30 March 2021].

124  Eastone Owino, ‘Status of Disability in Kenya: Statistics from the 2019 Census’, Development Initiatives, 2020 <https://devinit.
org/resources/status-disability-kenya-statistics-2019-census/#downloads> [accessed 30 March 2021].

125  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, p. 15.
126  Mental Disability Advocacy Center, The Right to Legal Capacity in Kenya (Budapest: Mental Disability Advocacy Center, 2014), p. 

13.
127  Mental Disability Advocacy Center, The Right to Legal Capacity in Kenya, p. 14.
128  Mental Disability Advocacy Center, The Right to Legal Capacity in Kenya, p. 32.
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History of SDM Development
One of the OPDs in Kenya, Users and Survivors of Pscyhiatry in Kenya (USP Kenya), 
started a pilot program for SDM in 2012. Supported by the Disability Rights Initiative 
of the Open Society Foundation , the USP Kenya established a support group project 
in Nairobi Nyeri, Kiambu, Nakuru, and Eldoret. The program was started in the local 
community by identifying the key actors in the area, the social workers, the leaders of 
the local area, and the local hospital. The three key actors worked together with the 
community to form a support group that was legitimate and could be accessed by 
many PPD. .129

The program has three levels of support on the legal capacity that the person wants 
to achieve.130 At the first level, the PPD and supporter/s jointly make decisions while 
at the second level the supporter/s only increases the self-confidence and autonomy 
of the persons with disabilities they support so that they are comfortable in making 
their own decisions. The third and the highest level is independent decision-making 
by persons with disabilities who eventually realize that they do not always need 
assistance from the supporter/s to make decisions.131 The support groups run by 
USP Kenya seek to enable PPD to reach the highest level.

Although this program has not been incorporated into Kenya’s national laws and 
policies, this program has had legal standing. Kenya›s domestic regulations stated 
that ratification of international convention will act as a positive law in Kenya. Thus, 
although legislations on the support group program have not been formulated in 
Kenya, the ratification of the CRPD has made the country recognizes the validity of 
the support group program.132 

Based on a study conducted in 2018, the group activities have clear benefits by providing 
solutions on how to deal with a problem, reduce the number of relapse phenomena 
of an individual, add connection and friendships among persons with disability, and 
improve the ability of persons with disabilities to be introspective.133 In addition, other 
perceived benefits include the ability to attend support group meetings organized 

129  Users and Survivors of Psychiatrics – Kenya, ‘Peer Support Groups’ <https://www.uspkenya.org/peer-support-groups/> [ac-
cessed 28 January 2021].

130  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, p. 19.
131  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, p. 19.
132  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, p. 11.
133  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, pp. 22–23.
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by USPK and  ability to increase the autonomy and agency  ,  which will eventually 
enables people with disabilities to exercise their legal capacity.134 The success of 
this program is determined by the interactions during the discussion process. This 
program requires active participations from participants to exchange advice based 
on personal experience, criticizing each other, and discuss a decision along with its 
possible consequences.135 

SDM Implementation136

Theme Provision

Objectives There are six objectives of the program:
1. To provide psychosocial assistance to PPD and their families;
2. To build capacity, self-determination and sustainable living for PPD;
3. To empower PPD to be involved in decision-making and able to articulate their 

decisions to those closest to them;
4. To promote PPD inclusion at the national and local levels;
5. To build support capacities, so that they can respect the dignity and rights 

of PPD. Apart from that, it is also to promote proper knowledge about PPD 
among families and community members.

6. To build the capacity of support groups to work with local media as key 
partners to promote human rights discussions related to PPD.

Principal Psychiatric service users or survivors.

Supporter/s The group consists of fellow PPD members (90% of group members) and 
caregivers. The participation of caregivers is inevitable because most PPD who 
live in rural areas are very dependent on their caregiver.

One group can consist of 15-40 people.

Procedure Support group activities usually start from 10 am to accommodate members who 
are still on treatment and are unable to get up too early.

Each member of the group meets at the head of government office, at the 
hospital, or in a room rented by the support group.

The first session is an informal session. During this session, the members talk 
about their current condition.

In the following sessions, the participants discussed each problem that was 
mentioned in the previous session. Discussions are carried out in smaller 
groups. The division of the groups usually follows the themes of advocacy, policy, 
legislation, media monitoring, and health. With the assistance of the USP Kenya, 
the small groups then identify their key priorities and areas of activity.

In each session, each PPD tells about the problems that he/she experiences and 
discusses the best decision they can make. Other group members can provide 
advice based on their own experiences.

134  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, p. 33.
135  Users and Survivors of Psychiatrics – Kenya, The Role of Peer Support in Exercising Legal Capacity, p. 53.
136  Detail pelaksanaan program kelompok dukungan didapatkan dari kajian-kajian literatur dan sumber informasi di laman USPKen-

ya. 
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Theme Provision

Types of 
Support

This fluid group discussions allow discussion of various forms of support. The 
forms of decisions that can be supported also vary, which can include:
1. The decision to stop or continue certain medications/therapy,
2. The decision to have children,
3. Job options,
4. How to deal with legal problems that are experienced by persons with 

psychosocial disabilities or his/her family,
5. Personal/intimate relationship decisions,
6. Ways to deal with suicidal feelings,
7. How to make peace with past trauma, or
8. Decisions regarding the person’s education.

A support group also sometimes raises money and lends it to members who 
need financial assistance.

Protection 
Mechanism

There are facilitators who will remind if caregivers dominate the discussion about 
the PPD they care for.

F. India

General Condition

India  becomes one of the  countries that sign the  CRPD  on October 1, 2007. In 
accordance with the obligations set out in Article 35 of the CRPD, India submitted 
their first country report in November 2015.137 As the country with the second largest 
population in the world, India has a high prevalence and number of persons with 
disabilities. According to the 2001 census, there are 21 million persons with disabilities 
in India. Of those, up to 10.3% are persons with mental disabilities.138 

The disability movement in India started in the 1980s.  The biggest factor in the 
development of the disability movement at the end of the twentieth century was the 
strong support of the women’s movement as well as the international push to create 
a more conducive space for marginalized groups. This mass movement contributed 
to the issuance of the Equal Opportunities, Protection of Rights and Full Participation 
Act in 1995.139 Unfortunately, due to the economic policies that follows the neoliberal 
direction in India, persons with disability are often denied from the access to decent 

137  Press Information Bureau Government of India Ministry of Social Justice & Empowerment, ‘Secretary, DePWD Participated In 
22nd Session of UN Committee on CRPD at Geneva’, 2019 <https://pib.gov.in/Pressreleaseshare.aspx?PRID=1584572#:~:text=It 
ratified this Convention on,in India in November 2015> [accessed 30 April 2021].

138  Office of the Registrar General & Census Commissioner, ‘Disabled Population’, 2001 <https://censusindia.gov.in/census_and_
you/disabled_population.aspx> [accessed 30 April 2021].

139  Nilika Mehrotra, ‘Disability Rights Movements in India: Politics and Practice’, Economic and Political Weekly, 46.6 (2011), 65–72.
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jobs. This can be seen from the difficulty of equal access to housing, water, food 
sovereignty, and others.140

History of SDM Development
Since the ratification of the CRPD in 2008, India has tried to catch up in fulfilling the 
rights of persons with disabilities. One of the biggest problems is the high burden 
on PPD and the inadequately prepared Indian legal and health systems to address 
this problem. For this reason, since 2012, a movement to reform mental health laws 
has begun to be echoed, especially regarding the issue of the recognition of PPD’s 
legal capacity.141 In addition, two important features of this legal reform are the 
decriminalization of people who attempt to do suicide and the prohibition of the use 
of electroconvulsive therapy without anesthetics.142

In the new Mental Health Law, there are two mechanisms that are sufficient to support 
PPD to make decisions. The mechanisms are Advance Directives and Nominated 
Representative. Although this legal reform has eliminated legal barriers for the 
PPD,  the Indian law still permit the application of the Substituted Decision-Making 
system.143

Even though Advance Directive system has been established in India, 
this does not mean that the SDM in this country is free from criticism. Many experts 
stated that the law is not in line with the provisions in the CRPD. On the other hand, 
many psychiatrists have also accused this law of giving too much authority to patients, 
causing obstruction in the treatments of PPD.144 

140  Vanmala Hiranandani, ‘Disability, Economic Globalization and Privatization: A Case Study of India’, Disability Studies Quarterly, 
30.3/4 (2010) <https://dsq-sds.org/article/view/1272/1302>.

141  Dinsa Sachan, ‘Mental Health Bill Set to Revolutionise Care in India’, Lancet, 382 (2013).
142  Sachan.
143  Inamdar, Stein, and Bunders, p. 234.
144  Inamdar, Stein, and Bunders, p. 235.
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SDM Implementation145

Theme Provision Article

Objectives To enable each PPD to access health services and assistance 
needed to maintain, fulfill, and promote their rights related to 
mental health.

Legal basis The 
Mental Health 
Care Act 2017

Principal Every adult has the right to make Advance Directives 
in writing. This right can be exercised by anyone regardless 
the history of psychiatric disorders or past supports.

5(1), 5(2)

Supporter/s In making Advance Directives, the principal may also appoint 
a Nominated Representative. The appointment shall be made 
in writing and must include the signature or fingerprint of the 
person concerned.

14(1), 14(2)

The person who can become the Nominated Representative is 
is an adult who has agreed to carry out the tasks set out in the 
Advance Directives .

14(3)

If a principal does not appoint a Nominated Representative, 
the Mental Health Review Board (MHRB) will select a 
Nominated Representative for the principal from the family, 
caregiver, or suitable person according to them. If not 
available, the MHRB will appoint the head of the Department 
of Social Affairs. or organizations that focus in mental health 
sector.

14(4)

The appointment of a Nominated Representative does not 
diminish the person’s capacity to make decisions. They still 
have the capacity to make decisions regarding their health but 
they may need a different level of assistance.

14(9)

Procedure Advance Directive will apply when the principal losses his/her 
capacity to make decisions and will continue to be applicable 
until the person regains his or her capacity to make decisions 
related to his/her mental health and its treatments.

5(3)

A person makes Advance Directive according to the applicable 
regulation from the Central Mental Health Authority.

6

The health worker or psychiatrist in charge is obliged to offer 
and provide care to PPD in accordance with the Advance 
Directive made.

10

If the health care worker, caregiver, or family of a PPD do not 
want to execute the instructions in the Advance Directive, 
they have to submit their refusal to to the MHRB, in which the 
MHRB will review, change, or cancel the Advance Directive. 
After receiving the refusal, the MHRB check with the relevant 
parties, including the PPD. MHRB has the authority to change 
or cancel Advance Directive if: 
1. Instructions in the Advance Directive are not made freely or 

is made when the PPD is under duress;
2. There is a mismatch between the current situation and the 

one described in the Advance Directive; 
3. The PPD does not get enough information when making 

decisions in the Advance Directive;
4. The PPD does not have required capacity to make decisions 

when making Advance Directive; 
5. There is a content in the Advance Directive that violates the 

relevant laws.

11(1), 11(2)

145  Semua keterangan di bawah disarikan dari The Mental Health Care Act 2017.
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Theme Provision Article

The Principal and Nominated Representative are obliged 
to provide Advance Directive to medical personnel when 
required.

11(3)

Types of 
Support

Advance Directive may contain instructions on how the person 
wants to be treated for mental disorders, how the person does 
not wish to be treated for mental disorders, and/or who is the 
appointed Nominated Representative that will help the person 
to make decisions.

5(1)(a), (b), (c)

Protection 
Mechanism

Any decision made when a person has the capacity to make 
decisions regarding his or her mental health will invalidate 
the Advance Directive

5(4)

Advance Directive is deemed invalid if it is contrary to the 
applicable law.

5(5)

The MHRB must have an online repository for all Advance 
Directives and must make it available to the healthcare 
professionals when required.

7

Advance Directive can be canceled, revised, or withdrawn 
by the person whenever he or she wishes. The method of 
cancellation, revision, or withdrawal is the same as the method 
of development as specified in Article 6.

8(1) dan 8(2)

The Central Mental Health Authority has the authority 
to periodically review Advance Diectives and obtain 
recommendations on the results of such examinations. The 
Central Mental Health Authority can also investigate 
whether an Advance Directive actually protects the PPD rights.

12(1) dan 12(2)

Health care workers who follow the Instructions in the 
Advance Directive cannot be sued if there are unforeseen 
implications for the principal. They also cannot be sued if at 
the time of providing health services, he/she is not informed 
about the Advance Directive that ismade by the patient.

13(1), 13(2)

The principal may withdraw his appointment of the Nominated 
Representative any time at his will.

14(6)
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CHAPTER 5
NEXT STEPS
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The comparisons  described in Chapter 4  provide 
an alternative for Indonesia to design its own SDM 
mechanism by looking at the actual needs at the 
community level. There are learning points that can be 
picked up and adapted to Indonesian conditions. The 
learning points referred to are described below. 

A. Condition of Indonesia

Article 1 (3) of the Constitution of  the Republic 
of Indonesua  1945  (1945 Constitution)  clearly 
stated that,  “Indonesia is a rule of law 
country.” Nasution stated that “a rule of law country 
is a country in which the exercise of governmental 
power is based on the law.”146 The principle of rule of 
law becomes so relevant to the state’s responsibility 
to respect, protect and fulfill the  human rights 
of  all people, including persons with disabilities.  In 
order  to  carry out this responsibility, the State of 
Indonesia needs to draft supporting laws.

The highest legal reference after the 1945 
Constitution and the Decree of People’s Assembly 
is the Law. According to Article 16 of Law  Number 
12 of 2011  on the  Formulation of Legislative 
Regulations  (Law 12/2011)  , the formulation laws 
begins with the preparation  of the National 
Legislation Program (Prolegnas)  which reflects the 
priorities in the context of realizing a national legal 
system. However, considering that Indonesia already 
has a Disability Law, it is unlikely that the SDM for 
PPD can be regulated in details in a separate new law.

146  Negara Hukum Dan Hak Asasi Manusia (Bandung: Mandar Maju, 2013).
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Apart from the law, another alternative to stipulating SDM legal basis is through statutory 
regulations under a law, such as Government Regulation (PP) or Presidential Regulation 
(Perpres). According  According to Articles 25-31 of Law  12/2011, the two types of 
regulations are proposed by ministries and/or non-ministerial government agencies 
in accordance with their respective areas of duty. The formulation of PP or Perpres 
regarding SDM for PPD is more possible considering that the Government has issued 
nine PPs as derivative regulations from the Disability Law.147

Many ministries and state institutions have expressed commitment to mainstreaming 
friendly policies for persons with disabilities and it  has been expressed in 
many occasions. At the end of 2020, Sasana Inklusi dan Gerakan Advokasi Difabel 
(SIGAB) held the Fourth Inclusion Meeting, which is a meeting that was attended 
by persons with disabilities from all over Indonesia to discuss the development of 
the fulfillment of human rights for persons with disabilities.This forums also brought 
together disability rights activists and many relevant agencies and ministries. One of 
the attendees was Mr. Ma’ruf Amin, the Vice President of the Republic of Indonesia, 
who also gave a commitment to the development of an inclusive society.148 The 
inclusion meeting also raised the issue of psychosocial disability and the importance 
to provide universal recognition on legal capacity.149

This strong commitment is also driven by the presence of OPDs, which is more than 
one hundred in all areas of Indonesia according to the analysis in 2010, who are 
persistent in voicing policy and legal reforms.150 The goal of the majority of these OPD 
is to fight for the welfare and equality of persons with disabilities.151 The existence of 
OPDs is an asset because, based on lessons learned from the experiences of other 
countries, the formulation of a good SDM must depart from the participation of many 
OPDs.

As shown by other countries, the establishment of SDMs must be carried out with 
universal recognition of legal capacity. Law on Disability, while recognizing equality 
before the law for persons with disabilities (Article  9),  still stated that persons 

147  Agus Sahbani, ‘Mengintip 9 Aturan Turunan UU Penyandang Disabilitas’, Hukumonline.Com, 2020 <https://www.hukumonline.
com/berita/baca/lt5fc7817a40ecb/mengintip-9-aturan-turunan-uu-penyandang-disabilitas/>.

148  M Radityo, ‘Wapres Ma’ruf Ajak Swasta Terlibat Program Inklusi Untuk Kelompok Disabilitas’, Merdeka.Com, 2021 <https://www.
merdeka.com/peristiwa/wapres-maruf-ajak-swasta-terlibat-program-inklusi-untuk-kelompok-disabilitas.html>.

149 See the agenda at https://temuinklusi.sigab.or.id/2020/?page_id=1664 
150  Irwanto and others, Analisis Situasi Penyandang Disabilitas Di Indonesia: Sebuah Desk-Review (Depok, 2010), p. 25.
151  Irwanto and others, p. 26.
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with disabilities  can be  considered incompetent (Article 32).  The terminology 
of  incompetent  is  also in line with the  provisions in Articles  71 and 72 of the Law 
on Mental Health which stated that PPD can be deemed incompetent to deal with 
criminal or civil matters. The view that adults can be assessed as having or not having 
competencies is rooted in KUH Per (Civil Code) , especially in article 433, which allows 
persons with disabilities to be placed under guardianship. 

Unfortunately, Indonesia does not recognize a clear distinction between legal capacity 
and mental capacity.  The Law on Mental Health defines  PPD’s competence  by 
looking at  his/her mental capacity.  Article 3 of the  Regulation of the Minister of 
Health Number 77 of 2015  on  Guideline for Mental Health Examination for  Law 
Enforcement  purposes  stated that mental health examinations aim to assess the 
mental ability of the examinee.  However, the law  puts mental skills directly as a 
determinant of whether the person is capable of doing legal actions or not. Thus, 
the Law on Mental Health applies a functional approach in assessing legal capacity, 
a view that discriminates against persons with disabilities.152

The State needs to recognize universal legal capacity first before designing SDM. The 
formulation of SDM begins with the awareness that all human beings have their 
own way of making decisions and that the decisions that they make are not always 
rational. However, that fact should not limit their rights to become a legal subject who 
is capable of carrying out legal actions.

B. SDM Model for Indonesia

This section will address the potential for Indonesia to implement the SDM models 
disccussed in the previous chapter.  Although  structured for different geopolitical 
contexts, the  six SDM models from Canada, Peru, Australia, Sweden, Kenya, and 
India have the potential to be applied in Indonesia as well after, of course, making 
adequate adjustments.

Both Canada and Australia are  common law countries  inherited from the  Anglo-
Saxons. One of the unique rules in common law countries is the Law of Trusts. This law 

152  Committee on the Rights of Persons with Disabilities, p. 4.
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was initially developed to facilitate the maintenance of the feudal and family properties 
where a person or a group of people  can hire a trusted party to manage certain 
properties in a certain period of time.153 A person can use the provisions of the Trust 
Law to distribute their assets to children, grandchildren, or family members who are 
deemed incompetent to manage their own property.154 

Pelaksanaan Trust Law melahirkan lembaga-lembaga kepercayaan publik (public 
trustee) dan pengampu publik (public guardian). The implementation of Trust Law 
gave birth to institutions of public trustee and pulic guardian. As dicussed in the 
previous chapter, these institutions still receive trusts to support SDM. In the State 
of British Columbia, the principal may choose to appoint supporter/s from a public 
trustee or public guardian.155 The Principal may also report to public trustees if they 
feel that the SDM implemented for them is not according to their will.156 On the 
other hand, this type of SDM method can also be risky because there is usually an 
imbalance of power and knowledge between the public trustee and his/her client.157

In contrast, civil law countries such as Indonesia, generally do not allow two types 
of ownership for the same asset at the same time.158 Therefore, it is difficult to find 
the equivalent for public trustee institution that can manage a person’s assets  for 
the benefit of his or her family members or grandchildren. However, the institution’s 
function in providing support to PPD could be replaced by mental health communities 
in Indonesia.

One of the organizations engaged in psychosocial disabilities and has various 
programs to support the fulfillment of PPD’s human rights is Yakkum Rehabilitation 
Center in Yogyakarta.  This organization provides assistance to PPD through home 
visits, therapy activities, self-help groups, and support provision for PPD to access 
public services and other services. These services are given to help persons with 
disabilities  to be able to access health services independently and can live a 
productive life, which is in line with the mandate of Article 19 of the CRPD on the right 
to live independently and be included in society.

153  Istvan Sandor, ‘The Legal Institution of The Trust in The Economy and Law of Eastern European Countries’, European Scientific 
Journal, 11.10 (2015), p. 140.

154  Sandor, p. 140.
155  Representation Agreement Act [RSBC 1996] Chapter 405, Pasal 5(1)
156  Representation Agreement Act [RSBC 1996] Chapter 405, Pasal 30(1)
157  Melanie B. Leslie, ‘Common Law, Common Sense: Fiduciary Standards and Trustee Identity’, Cardozo Law Review, 2713 (2006).
158  Sandor, p. 142.
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Apart from the Yakkum Rehabilitation Center, another organization that also supports 
PPD in making daily decisions is the Indonesian Schizophrenia Care Community 
(Komunitas Peduli Skizofrenia Indonesia, KPSI). Various activities have been conducted 
KPSI, ranging from organizing peer support groups for families and patients, psycho-
education, creative activities, patient empoweverment, and event evacuation of 
people of the patient, to the evacuation of PPD who are restrained using stocks.159 
Activities performed with schizophrenic patients are similar to that of the USP Kenya, 
which is allowing the community members to provide advice and recommendations 
on a PPD’s decision.

The role of notary is also important in designing SDM. In designing a Representative 
Agreement  in the State of British Columbia, Canada, the agreement needs to be 
legalized by a public notary. In Peru, people wishing to receive supports also need to 
formalize a support agreement through a notary. In Indonesia, the role of the notary 
can be developed to accommodate similar needs. In accordance with Article 15 of 
the Law Number 2 of 2014 on the Amendment of Law No. 30 of 2004 on Notary, 
a notary has the authority to make authentic deeds  on all acts, agreements, and 
determinations required by legislation. A new legislation can be established to expand 
the authority of a notary that includes making support agreement for PPD.

In addition, the notary can also legalize the Advance Directive to be brought by the PPD 
supporter when the PPD experiences a relapse. Advance Dierctive as implemented 
in India has already had a precedent in Indonesia, albeit still uncommon. In palliative 
health care, which is the health care provided to people who are terminally ill from 
chronic diseases, Advance Directive is made possible through the implementation 
of the Decree of the Minister of Health Number 812 of 2007 regarding Palliative Care 
Policy which stated: 

“The palliative care team should try to get a message or statemens from the patient 
when he or she is competent about what should or should not be done to him/her if 
he/she is losing his/her competence (advanced directive). The message can contain 
explicit statement of what actions are allowed to be or not to be taken, or it can only 
appoint a person who will later represent him or her in making decisions when he/
she becomes incompetent. These statements are made in writing and will serve as 
the main guide for the palliative care team.”

159  Armadina Az Zahra, ‘Merangkul Orang Dengan Skizofrenia’, PPH Atmajaya, 2021 <https://pph.atmajaya.ac.id/berita/artikel/ceri-
ta-bagus-perjalanan-merangkul-orang-dengan-skizofrenia/> [accessed 30 March 2021].
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The most important point in this Minister of Health’s Decree  is  the assertion 
that only patients who have Advance Directive made by him/her may ask not to be 
resuscitated. Family should not ask the health care provider to not resuscitate the 
patient. 

The expansion  of the Advance Directive policy to patients with mental illness is 
actually in line with the aspiration to improve the quality of mental health services, 
especially with the mental health preventive efforts.  According to Article 11 of the 
Law on Mental Health, preventive measures aim to prevent the emergence and/
or recurrence of mental health disorders. Advance directive will be able to reduce 
the incidence of coerced treatment by health care workers and reduce the length of 
stay required by PPD.160

The implementation of SDM in Indonesia also needs to consider an adequate 
protection mechanism. Until now, persons with disabilities have filed cases of human 
rights violations they experienced to several available government institutions such as 
the Ombudsman of the Republic of Indonesia and the Human Rights Commission. In 
2020, the Government also established the National Disability Commission (Komisi 
Nasional Disabilitas, KND) through the issuance of the Presidential Decree Number 
68 of 2020. This commission has the task to receive complaints on human rights 
violations for persons with disabilities. However, many OPDs oppose the establishment 
of the KND because they consider the commission as non-participatory and at 
risk of not representing the voice of persons with disabilities.161 Regardless of what 
protection mechanism will be chosen, OPDs together with the Government need to 
appoint independent people or institution to carry out the process of monitoring and 
evaluation on the support provided to persons with disabilities.

C. Next Steps
The above situation analysis shows that the road to designing SDM in Indonesia still 
long.  By reflecting on the success of several countries  in implementing the SDM, 
the research team has formulated several important steps that  need  to  be  taken 
by the  Government, OPDs and  civil society organizations  in Indonesia.  The 
recommendations  are  divided into three clusters: recognition of universal legal 
capacity, SDM pilot project planning, and formalization of SDM.

160  C. Henderson and others, ‘A Typology of Advance Statements in Mental Health Care’, Psychiatr Serv, 59.1 (2008), 63–71.
161  Cheta Nilawaty, ‘Isi Perpres Joko Widodo Soal Komisi Nasional Disabilitas Yang Diuji Materi’, Tempo.Co, 2020 <https://difabel.

tempo.co/read/1372985/isi-perpres-joko-widodo-soal-komisi-nasional-disabilitas-yang-diuji-materi/full&view=ok>.
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Recognition of Universal Legal Capacity
The designing and implementation of SDM will not be successful without changing 
the way Indonesians view legal capacity. The Civil Code and its various derivative 
regulations see legal capacity as something that can be given selectively depending 
on the condition of the individual.  For this reason,  it is  necessary to reform the 
perspective of relevant parties on legal capacity. Thus, there are five practical steps 
that can be taken:

1. The Ministry of Law and Human Rights  and civil society organizations should 
review all regulations that allow discrimination against the right to legal capacity 
in Indonesia.  So far, the rules that clearly violate the provisions of article 12 of 
the CRPD are Articles on guardianship in the Civil Code  (articles 433-461) and 
Disability Act (chapters 32-34), as well as Article on Coercive Treatment in the Law 
on Mental Health. This does not mean that there are no similar violations in other 
civil provisions regulating marriage, political participation, inheritance, and other 
matters.

2. The government, together with the national parliament (DPR) and local parliament 
(DPRD), needs to revise and eliminate discriminatory regulations as stated in point 1.

3. OPDs, civil society organizations, and academics need to correct misconceptions 
that legal experts have about persons with mental and intellectual disabilities as 
persons who are incompetent and are not considered as legal subjects. There 
is a need to have discussions that on the new perspectives on legal status and 
legal agency that stated legal status and legal agency cannot be reduced simply 
because the individual has made bad decisions in the past. Conversely, it is 
completely humane to take action unwise actions. That is why human autonomy 
should be understood not merely based on the rationality alone, but also on the 
interpersonal relationships of the person.

4. DPOs,  civil society organizations,  and academics should reach out to mental 
health service providers to educate them about the dangers of competency 
testing and mental health certificates, and reaffirm recognition of the right to 
legal capacity even for those with serious mental disorders.

5. The Ministry of Law and Human Rights, the Police, the Attorney General’s Office, 
and the Supreme Court,  need to educate law enforcement officials including 
police officers, prosecutors,  and  judges to respect the rights to legal capacity 
of persons with disabilities.  This education needs to involve OPDs so that the 
training content will be totally in line with the needs of persons with disabilities.
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SDM Pilot Project Planning
Lessons learned from countries  that already have strong SDM system include the 
how the program initiatives start from OPDs.  Small initiatives to restore the legal 
capacity presents the availability of better alternatives that the Substituted Decision-
Making system that is previously applicable. A similar movement needs to exist in 
Indonesia. Although a lot of community organizations engaged in the issue of mental 
health has established a peer support system, there is a need for additional efforts 
to  expand the scope of the program, document the initiatives, and evaluate the 
results of this support system.  For this reason, the research team has formulated 
the following recommendations.

1. The National Development Planning Agency (Bapennas),  together with OPDs 
and civil society organizations should design a pilot SDM project for PPD.  The 
design of the project should be participatory,  in the sense that it involves PPD, 
so that their will can be heard. However, that the main responsible party for the 
implementation of the pilot project should be the OPDs.

2. In preparing the SDM pilot project, the designers must ensure that the key 
principles of SDM are met. These principles include supports that are universally 
accessible by all, supports that are based on the best interpretation of the will 
and preference of persons with disabilities, a plan that is person-centered, and a 
protection mechanism to avoid the overrule of a person’s legal capacity.

3. Bapennas in collaboration with the OPDs and academics needs to document the 
planning and implementation process of the pilot project. Good documentation 
will allow the Indonesian public to see whether the SDM program is successful or 
not and how effective it is in saving the cost for PPD rehabilitation and health care.

4. OPDs and civil society organizations need to create a network with other countries 
that have designed SDM programs, such as Australia, India, Peru, Sweden, 
Canada and Kenya.  These countries  provide various examples of support 
program, including supportive attorney, personal ombudsman, representative 
agreement,  advance directive, and peer support. The  SDM pilot project in 
Indonesia can follow the example of those programs. 

Formalization of SDM
After the SDM pilot project is successfully implemented and yields the expected 
results, the Government should formalize the program at the national level so that 
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more persons with disabilities can get support.  As  mandated by the  CRPD, not 
only  must the Substituted Decision-Making system be abolished, the member 
countries also need to develop the SDM system in various types and intensities, both 
formally and informally.162 Efforts to formalize the program nationally can be carried 
out by implementing the following steps.

Based on the results of the pilot SDM project, the OPDs and  civil society 
organizations need to write academic papers or policy recommendations to serve as 
the basis for Government partners in formulating SDM-related policies.      

Directorate General of Legislation of the  Ministry of Law and Human Rights  will 
design legislations that regulate the SDM program selected by the OPD and civil 
society organization coallition by involving relevant ministries, especially the Ministry 
of Social Affairs, Ministry of Health, and Ministry of Manpower.      

Regardless of the form of support created, the Government, OPDs, and civil society 
organization needs to ensure that the main principles of SDM are accommodated in 
the form of new legislation.      

The formalization of the SDM should include explanations on the objectives of the 
SDM arrangements, the principal parties who  can  receive support, the criteria for 
someone to be a supporter, types of supports that can be provided by supporter/s, 
the procedure for getting support, length of time of supports given, termination of 
support, monitoring mechanisms, et cetera.      

Judicial institutions, such as the Police, Attorney General’s Office, and the Supreme 
Court, need to oversee the implementation of SDM so that there is no manipulation, 
exploitation, and abuse of SDM that will be detrimental to persons with disabilities. 

A formal SDM will go hand in hand with the other fulfillment of the rights of persons 
with disabilities that have been regulated in the CRPD. To that end, the Government, 
the OPDs, and civil society organizations still had to gradually achieve the fulfillment 
of human rights related to the PPD, particularly in the areas of health, employment, 
education, and decent housing.

162  Aguilar, p. 8.
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