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      This Human Rights Report is dedicated to Jolijn Santegoed and Sir Robert Martin

    
    
      [image: Photo of Jolijn Santegoeds]
    
    
    
      In memory of Jolijn Santegoeds

    
    
    “I know I have to stay true to myself, similarly as to when I was solitary confined in mental health care, I could not adapt to their standards which I considered fundamentally wrong (confinement is not care). I simply could not ignore my feeling of what is right and what is wrong. And in my past I already learned that standing up for myself may not be easy, and that my freedom may come at a price, yet, I find it worth it. Standing up against wrongs makes me feel like I am taking up my share in the collective responsibility for a fair and kind world. It feels good to do the right thing, and not let myself be fooled.”

    

    As a voice for persons with psychosocial disabilities — and lived experience — Jolijn’s activism touched many in the disability movement and beyond. We carry and try to emulate Joljin’s example, always having time for people in need and using all channels possible to improve their lives.

    The loss of Jolijn affects us all. We will continue Jolijn’s fight for a just world, one that does not put aside people with psychosocial disabilities. A world that is free of coercion, torture, and forced treatment. A world where everyone has the right to decide and control their lives.

    Jolijn Santegoeds was an EDF board member, representative of the European Network of (ex) Users and Survivors of Psychiatry (ENUSP) and co‐chair of the World Network of Users and Survivors of Psychiatry.

    
      [image: Photo of Sir Robert Martin]
    
    
    
    
      In memory of Sir Robert Martin

    
    We also want to pay tribute to the memory of Sir Robert Martin, who fought for the right to independent living for all persons with disabilities around the world.

    Sir Robert made history as the first person with a learning disability elected to a United Nations treaty body when he joined the Committee on the Rights of Persons with Disabilities. He will be remembered as one of the great leaders of the disability movement in New Zealand and a trailblazing presence on the CRPD Committee.
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				Glossary

			
			
				
					A

				
				
						Advance planning:

						
						advance plans (or advance directives) allow persons with disabilities to give instructions on how to deal with future personal crises, make decisions in advance if they cannot express their will and preferences in the future and/or appoint a person to support them in those circumstances.

					

				

			
			
				
					B

				
				
						Best interest:

						
						paradigm, whereby another person or persons perceive what is considered as most appropriate for a person with a disability, irrespective of the individual’s own will and preferences.

					

				

			
			
				
					C

				
				
						Competences (of the European Union):

						
						areas within which the European Union (EU) can act, for instance by adopting legislation. Competences are defined by the EU treaties. In other areas, the EU Member States are competent to act.

					

						Consent:

						
						permission/authorisation to something. Consent is “free and informed” when you have all the important information necessary to decide yourself, including to understand the consequences of your choice, and when you are not forced by another person to agree with something. Examples on deciding yourself can be about moving to a new place, to engage in sexual activity, or to undergo a medical treatment.

					

						Council of Europe:

						
						Europe’s leading human rights organisation. It includes 47 member states, 27 of which are members of the European Union. It is not related to the European Union.

					

				

			
			
				
					D

				
				

				
						Disability:

						
						disability results from the interaction between persons with impairments (long term physical, mental, intellectual or sensorial) and attitudinal and environmental barriers that hinders their full and effective participation in society on an equal basis with others.

					

						Discrimination:

						
						any distinction, exclusion or restriction on the basis of one or several grounds (sex, race, disability, sexual orientation, gender identity, etc.) which damages or nullifies the recognition, enjoyment or exercise of human rights and fundamental freedoms, on an equal basis with others, in the political, economic, social, cultural, civil or any other field.

					

				

			
			
				
					E

				
				
						European Commission:

						
						the EU’s executive arm. Its core responsibilities include proposing EU laws and policies and monitoring their implementation.

					

						European Court of Human Rights (ECtHR):

						
						the legal body that interprets the European Convention of Human Rights and its Protocols and adopts judgments by member states of the Council of Europe on cases alleging violations of these treaties.

					

						European Union (EU):

						
						a unique economic and political union between 27 European countries.

					

				

			
			
				
					G

				
				
						General Comment:

						
						document prepared by experts of a United Nations (UN) body to explain the interpretation of a human rights treaty. General Comments often clarify what states need to do to respect and implement the articles of the treaty. The UN Committee on the Rights of Persons with Disabilities adopts General Comments to explain the UN Convention on the Rights of Persons with Disabilities.

					

				

			
			
				
					I

				
				

				
						Institutionalisation:

						
						placement of persons with disabilities (and sometimes other persons) in residential or care institutions and residences, because of lack of services and support for them to live in the community. This is a form of segregation and a human rights violation.

					

				

			
			
				
					L

				
				
						Legal capacity:

						
						the right to be recognised before the law and to make decisions and choices. This includes decisions to vote, have a medical treatment, sign an employment contract, go to court, own or inherit property, or get married, among many others.

					

				

			
			
				
					M

				
				
						Member States (of the EU):

						
						the EU currently consists of 27 countries, also called “Member States”. Each Member State is party to the founding treaties of the European Union, and thereby subject to the privileges and obligations of membership. Unlike members of most international organisations, the Member States of the EU are subject to binding laws.

					

						Mental capacity:

						
						decision‐making skills or abilities of any person, which naturally vary from one person to another and may be different for a given person at different times, depending on many factors, including environmental and social factors.

					

				

			
			
				
					P

				
				
						Power of representation:

						
						power to represent another person or act on another person’s behalf in various areas, for example to make decisions regarding property, finances or medical care.

					

				

			
			
				
					S

				
				

				
						States Parties (of the CRPD):

						
						countries that have signed and ratified the CRPD and have committed to advance the rights of persons with disabilities. The European Union, having concluded the CRPD, is also a State Party together with all its Members States.

					

						Substitute decision‐making:

						
						system that allows another entity (a person or an institution) to make decisions on behalf of a person whose legal capacity is removed. A substitute decision‐maker is typically appointed by a court, guardianship authority, or other official body at the request of a third‐party, such as a relative or the State. The terms “guardianship” and “curatorship” often refer to forms of substitute decision‐making regimes. Although the terms are similar, their definition and rules vary across countries.

					

						Supported decision‐making:

						
						system that provides the person with a disability with support to make decisions. Support in decision‐making can take on a variety of forms, such formal and informal networks, support agreements, independent advocates, peer support, and/or advance directives (see definition above). The types of support can include access to information, support for communication, personal planning, independent living assistance, administrative support, among others. Those involved in support can be a “trusted person” or persons, such as family members, friends, peers, or individuals and/or professionals trained to provide support.

					

				

			
			
				
					U

				
				
						United Nations CRPD Committee:

						
						the Committee on the Rights of Persons with Disabilities is the body of independent experts which monitors and reviews implementation of the Convention by the States Parties.

					

						United Nations Convention on the Rights of Persons with Disabilities (CRPD):

						
						an international human rights treaty that reaffirms that all persons with disabilities must enjoy all human rights and fundamental freedoms. It clarifies that all persons with disabilities have the right to participate in the civil, political, economic, social and cultural life of the community, the same as anyone else.

					

						United Nations Special Rapporteur:

						
						independent human rights expert whose expertise is called upon by the United Nations to report or advise on human rights from a thematic or country‐specific perspective. The UN Special Rapporteur on the Rights of Persons with Disabilities works on disability rights.

					

				

				

			
			
				
					W

				
				
						Will and preference:

						
						what a person wishes in that moment in time or for the future. Preferences, or what a person wants to do, comes from the person’s values or cultural norms, knowledge and available information. Preferences are also influenced by past experiences and the consequences of previous decisions. Will and preferences can change from time to time.
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      Forewords for the EDF Human Rights Report on legal capacity
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      Sir Robert Martin
Independent Expert, CRPD Committee member, Life Member of People First New Zealand Ngā Tāngata Tuatahi

    
    Kia ora — Hello from New Zealand!

    It is my pleasure to write a foreword for the EDF Human Rights report on legal capacity.

    All disabled people have the right to enjoy legal capacity on an equal basis with others in all areas of life.

    All disabled people want to be the decision makers of their own lives.

    Article 12 of the UN Convention on the Rights of Persons with Disabilities (CRPD) is the obligation countries have, to make these right real.

    I am very pleased the report has looked into how Europe is doing and what needs to happen to fully implement Article 12.

    Sadly, while there are some promising practices, Europe still has a lot of work to do.

    For me, Article 12 and supported decision‐making is the central piece of the CRPD. This is because without having your legal capacity, you are treated as a non‐human. Without having a say in your own life, other people decide everything about you, and you don’t get the life you want.

    Supported decision‐making is important to many of us with a learning disability and to many other disabled people too. Many of my peers have had a lifetime of substituted decision‐making. It is a breach of their rights and a grave injustice when a person is not included in the decision‐making about their own life.

    Much more needs to happen to make the rights in Article 12 real all around the world. I urge countries to look at the CRPD Committee’s General Comment number one which gives more information about Article 12.

    All countries need to make sure they are changing laws and practices that allow for the removal of legal capacity and for the provision of substitute decision‐making — and replace them with systems that implement supported decision‐making.

    Education and training about what supported decision‐making is and how to put it into practice is essential. This needs to be provided to politicians, health and educational professionals, people working in the media and the judiciary as well as to disabled people themselves and family members.

    My hope is that this report is read all across Europe and inspires change. I look forward to hearing more about positive changes that countries in Europe are putting in place to fully implement Article 12 in the near future.

    Kia kaha — stay strong!

    Sir Robert Martin KNZM
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      Senada Halilčević
Self‐advocate from Croatia and member of the EDF Women’s Committee

    
    Welcome to this report on legal capacity for people with disabilities.

    My name is Senada Halilčević. I am a self‐advocate from Croatia and member of the Women’s Committee of the European Disability Forum.

    In these pages, we explore an important topic that affects the lives of many individuals around the world.

    Legal capacity means the ability to make decisions for yourself. Unfortunately, some people, especially those with intellectual disabilities, don’t always have this ability recognised. Courts often decide whether someone can make their own decisions or if someone else, called a guardian, should make decisions for them.

    For many people with disabilities, including many women with disabilities, this means losing control over important aspects of their lives. They may not be able to manage their money, decide where to live, or even make choices about their own bodies and health. In some places, like Croatia, women with disabilities might not be allowed to vote or run for political positions. They might also face involuntary medical procedures, such as sterilisation, without their consent.

    This report highlights the importance of supporting people with disabilities, especially women and girls, to make their own decisions. It calls for better laws and actions to ensure that everyone has the right to control their own lives, as outlined in the UN Convention on the Rights of Persons with Disabilities.

    As you read through this report, let’s keep in mind the real people whose lives are affected by these issues. Let’s work together towards a future where everyone, regardless of ability, can live with dignity and make choices that matter to them.

    Senada Halilčević
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      Yannis Vardakastanis
EDF President

    
    A society cannot reach its full potential until everyone can participate in it.

    This report shows that European societies are still far from reaching it, as the legal capacity of persons with disabilities — and their ability to participate in society — still faces shocking restrictions. Persons with disabilities in Europe are treated as second‐class citizens, with unequal rights, unequal opportunities and a lack of support to decide about their lives.

    When the United Nations Convention on the Rights of Persons with Disabilities was adopted, States committed to ensuring that the right to equality before the law and legal capacity applies to everyone. Yet, as we are approaching the 20‐year anniversary of the Convention we don’t see this in practice. We still see exceptions. We still see governments that do not understand the right to decide. We still see a wide lack of measures to support people in leading their lives.

    As countries around the world implement groundbreaking reforms (countries such as Mexico or Costa Rica), European countries remain reluctant and conservative. They refuse to ensure a simple right to persons with disabilities: the right to live like others.

    A simple right that grants people power over their lives. Power to decide where to live, to sign a contract, to marry whoever they wish. The power to be involved in decisions and policies that affect their lives.

    Many persons with disabilities — and especially those with intellectual and psychosocial disabilities — are left powerless by the States. This has grievous consequences and leads to a multitude of human rights violations, including segregation, coercion, violence and abuse.

    2024 will usher in new legislatures, not only in the European Parliament but in many EU countries as well. It is time for Europe to step up and ensure that persons with disabilities can live full, independent lives. This Human Rights Report serves also as a call to action: make equality before the law a reality in this new political mandate.

    A change that will assert and amplify our motto: from “Nothing about us without us” to “Nothing without us”.

    Yannis Vardakastanis
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      Tamara Byrne
EDF Youth Committee Member

    
    My name is Tamara Byrne and I am a self‐advocate from Ireland.

    I am a member of the European Disability Forum Youth Committee. I am the first ever member with an intellectual disability.

    This report is about a very important topic. It is all about legal capacity for people with disabilities.

    Legal capacity means how much power someone has, to make legal decisions for themselves.

    Legal decisions could be about very important things in your life like medical treatment, marriage, housing, getting a job, or managing your own money.

    Article 12 of the United Nations Convention on the Rights of Persons with Disabilities says that we have the right to the same legal capacity as everyone else.

    This topic is important to young people with intellectual disabilities because we are often treated like children even if we are over 18.

    These attitudes in society are a big barrier for people with intellectual disabilities and stop us from getting independence.

    Everybody needs a bit of support in life.

    If I need information explained in a different way it doesn’t mean I should not get to make choices about my own life. It just means the information needs to be available in accessible ways. This foreword is in Easy to Read which makes it easier to understand.

    If you disagree with my choices that doesn’t mean you can take my choice away from me, in the same way that I cannot tell you what to do with your life.

    In 2023 Ireland made a big step forward by getting rid of the old 1861 Lunacy Act and putting in the Assisted Decision‐Making (Capacity) Act.

    Now people can be empowered to make their own decisions and can get whatever type of support they want, to make decisions from the Decision Support Service. This government body was only set up last year, but I hope that it will help people with intellectual disabilities in Ireland to make their own decisions in life.

    Ireland has come a long way but until we treat disabled people as an equal part of society, we still have a lot more to do.

    You will see in the report that there are still some European countries who are very much behind on this.

    In some countries like France, Italy, Greece and others, some people with disabilities have no rights to make legal decisions about their own lives.

    This is not right and needs to be changed as soon as possible.

    I love working with my colleagues in the EDF Youth Committee.

    We are all from different countries in Europe, so we can share different experiences from our countries and work together to change things at the European level.

    We are all equal, so we should all have the same rights when we go back to our home countries.

    In the near future, I hope to see a Europe where all people with disabilities will have the same rights as me, no matter what country they are living in. I hope the report will inspire you to help us work towards that future.

    Tamara Byrne
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      Executive Summary

    
      Legal capacity is an essential right that allows everyone to make choices, take decisions and have control over their lives and bodies.

    This is a right protected by the United Nations Convention on the Rights of Persons with Disabilities (CRPD) ratified by the European Union (EU) and all its Member States. It is also a necessary condition to enjoy many other human rights of persons with disabilities.

    Our Human Rights Report finds that no EU Member State fully complies with the right to legal capacity as required by Article 12 of the CRPD.

    All of them still provide for ways to deprive a person with a disability of their legal capacity, either completely or partly.

    
      	12 EU Member States still allow full deprivation of legal capacity in their law: Bulgaria, Croatia, Cyprus, Denmark, Estonia, France, Greece, Hungary, Italy, Luxembourg, Netherlands and Poland. People are denied the right to make all choices.


      	9 EU Member States provide partial guardianship and similar systems: Belgium, Finland, Latvia, Lithuania, Malta, Romania, Slovakia, Slovenia and Sweden. The right to decide can be partly limited to specific areas, for example when it comes to spending money or signing a contract.


      	6 EU Member States have almost fully abolished guardianship, but still keep some exceptions in a few cases and for some persons with disabilities: Austria, Czechia, Germany, Ireland, Portugal and Spain. In theory, people with disabilities cannot be deprived of their legal capacity, but courts can make exceptions when they consider that the person cannot make a decision in a specific area, and/or for a limited period of time.


    

    Some Member States have developed formal and informal supported decision‐making systems to respect better the rights, choice and autonomy of persons with disabilities. We identified 13 EU Member States that have supported decision‐making systems established by law: Austria, Belgium, Czechia, France, Germany, Hungary, Ireland, Italy, Latvia, Lithuania, Portugal, Spain and Sweden. In other countries, supported decision‐making programmes may operate, even though without legal guarantees to that form of support. Some promising practices include personal advocates, open dialogue and personal assistance budgets, as well as practices to understand and collect free and informed consent, and to ensure autonomy in mental health care.

    The report also finds that the European Union and the Council of Europe, including its European Court of Human Rights, still fail to adopt measures to promote and protect the legal capacity, and more broadly, the autonomy and right to choose, of persons with disabilities.

    Much remains to be done to ensure the right to legal capacity for all. Strong actions are needed at all levels of policymaking: from the EU and the Council of Europe to European countries who have the ultimate power to change their laws and policies to finally ensure that persons with disabilities are not denied the right to decide and control how to live their lives.

    Back to Contents
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      Introduction

    
    This 8th edition of the European Disability Forum’s Human Rights Report series focuses on the legal capacity of persons with disabilities. The report explores the many barriers faced by persons with disabilities in the exercise of their legal capacity and the numerous fundamental rights violations that come with restricting this key right.

    Since the ratification of the UN Convention on the Rights of Persons with Disabilities (CRPD), denial of legal capacity, restriction of autonomy and control over the lives of persons with disabilities are among the most widespread human rights violations faced by persons with disabilities around Europe and the world. Those with intellectual and/or psychosocial disabilities are particularly affected.

    As highlighted in our 6th Human Rights Report on political participation, deprivation of legal capacity can impact the right to vote and stand for elections for persons with disabilities in many countries. In addition, it impacts the right to make any and every decision in one’s life, like opening a bank account, deciding where to live, buying a service or property, deciding to marry, and so on. It also enables additional human rights violations, especially in the area of health care, such as involuntary treatment and placement, forced sterilisation, as well as institutionalisation.

    This Human Rights Report aims to:

    
      	Explain the right to legal capacity and key obligations under the CRPD.


      	Present up‐to‐date information on legal capacity across the EU Member States, including laws, as well as new measures and policies put in place to support persons with disabilities in exercising their legal capacity.


      	Reveal how deprivation of legal capacity is linked to coercion and control over persons with disabilities.


      	Share promising practices on supported decision‐making, collecting free and informed consent and voluntary support in mental health.


      	Provide recommendations for the Council of Europe, the European Union and Member States.


    

    The report is structured as follows.

    Chapter 1 is common to each issue of the EDF’s Human Rights Report series; in it, we outline general progress on the CRPD in Europe and highlight which European countries are failing to meet their basic obligations.

    Chapter 2 explains what legal capacity is, who is affected, the distinction between mental capacity and legal capacity, models of substitute and supported decision‐making regimes, and how legal capacity affects people’s lives.

    Chapter 3 presents a state of play of the legal capacity laws in EU Member States. It looks at the legislation across Europe and how it complies with the CRPD. It also covers the development of supported decision‐making systems.

    Chapter 4 focuses on how denial of legal capacity leads to a variety of human rights violations across Europe.

    Chapter 5 describes promising practices from different countries on better compliance with the CRPD, from moving from substitute to supported decision‐making regimes, to obtaining consent and ensuring autonomy and choice in mental health care.

    Chapter 6 draws conclusions and offers recommendations for European countries, the EU and the Council of Europe.

    
    
      Methodology

    
    This report was prepared by the Secretariat of the European Disability Forum under the guidance of its Human Rights and Non‐Discrimination Committee, Board of Directors and with input from its members.

    Research was conducted and data collected by Jane Buchanan, consultant.
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      Chapter 1:
CRPD update in Europe

    
    
      [image: Illustration of a diverse group of people enjoying an outdoor park. A person in a wheelchair plays basketball, a blind woman with a guide dog walks, a small girl with a prosthetic leg offers a flower to a small boy. Trees and plants surround the scene.]
    
    The CRPD is an international human rights treaty reaffirming that persons with disabilities enjoy all human rights and fundamental freedoms.

    It was adopted in 2006 by the General Assembly of the United Nations (UN). 191 countries, including the European Union (EU), are States Parties to the CRPD. It is also the world’s fastest‐ratified international human rights treaty.1

    This Convention clarifies that persons with disabilities have the right to participate in civil, political, economic, social and cultural life in the community, just like anyone else. It stipulates what public and private authorities must do to ensure and promote the full enjoyment of these rights by all persons with disabilities.

    The right to equality before the law is addressed in Article 12 of the Convention.2

    
    
      Ratification of the CRPD

    
    In Europe, the CRPD was ratified rapidly.

    The EU is a State Party to the CRPD since 2011. By March 2018, all EU Member States and the EU have ratified the Convention. It is the first time that there has been universal ratification of an international human rights treaty in the EU.

    Other countries in Europe that have ratified the CRPD include Albania, Andorra, Armenia, Azerbaijan, Georgia, Iceland, Moldova, Monaco, Montenegro, North Macedonia, Norway, San Marino, Serbia, Switzerland, Turkey and Ukraine.

    Liechtenstein was the last European country to ratify the CRPD in December 2023. EDF welcomes its ratification.

    
    


    
      Submission of initial report to the CRPD Committee

    
    States Parties are obliged to submit an initial report to the CRPD Committee on the measures taken to implement the Convention two years after the CRPD comes into force in their country.

    San Marino is the last State Party in Europe that has not submitted its initial report to the CRPD Committee, thereby blocking the Committee’s review process on progress made towards the implementation of the CRPD. The state report was due 22 March 2010.

    EDF calls on San Marino to urgently submit its initial state report to the CRPD Committee.

    
      [image: Color coded map of Europe indicating San Marino in red color]
    
     State Party that has not submitted its initial report to the CRPD Committee:

    1 San Marino

    
    


    
      Ratification of the Optional Protocol to the CRPD

    
    The Optional Protocol to the CRPD allows individuals, groups of individuals, or third parties to submit a complaint to the CRPD Committee about human rights violations. Complaints may only be made against a State Party that has ratified the Optional Protocol. If the CRPD Committee finds that the State Party has failed in its obligations under the CRPD, it will issue a decision requiring that the violation be remedied and for the State Party to provide follow‐up information.

    22 EU Member States have ratified the Optional Protocol.

    The EU and the following Member States have not ratified the Protocol: Bulgaria, Ireland, Netherlands, Poland and Romania.

    In addition, Albania, Iceland, Liechtenstein, Norway and Switzerland have not ratified it.

    The CRPD Committee calls on each State Party to ratify the Optional Protocol.

    EDF calls on the EU, as well as Albania, Bulgaria, Iceland, Ireland, Liechtenstein, Netherlands, Norway, Poland, Romania and Switzerland, to ratify the Optional Protocol.
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     Countries that did not ratify the Optional Protocol to the CRPD:

    
      	Albania


      	Bulgaria


      	Iceland


      	Ireland


      	Liechtenstein


      	Netherlands


      	Norway


      	Poland


      	Romania


      	Switzerland


    

    You can read the full text of the CRPD and the Optional Protocol on the web page of the CRPD Committee.

    Back to Contents

    
    
    
      
        1. See the United Nations’ overview of countries that have ratified the CRPD: https://treaties.un.org/Pages/ViewDetails.aspx?src=TREATY&mtdsg_no=IV‐15&chapter=4. 

      
      
        2. Article 12 of the CRPD on “Equal recognition before the law”, https://www.un.org/development/desa/disabilities/convention‐on‐the‐rights‐of‐persons‐with‐disabilities/article‐12‐equal‐recognition‐before‐the‐law.html. 

      
    

    


    
      Chapter 2:
What is legal capacity?
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    Legal capacity is the right to be recognised before the law, to make choices and to speak on one’s behalf. It is an inherent right of all people, equally and everywhere. The right to equality before the law is a fundamental principle of human rights and essential for the exercise of civil, political, economic, social and cultural rights.

    However, throughout history, legal capacity has been denied to many groups, including women, ethnic minorities and persons with disabilities. Denial of legal capacity uses the law to reinforce social prejudices and perpetuates exclusion as well as human rights abuses.

    Article 12 of the CRPD affirms that “persons with disabilities have the right to recognition everywhere as persons before the law” without discrimination, or “on an equal basis with others in all aspects of life”.1 The Universal Declaration of Human Rights, the International Covenant on Civil and Political Rights, and the UN Convention on the Elimination of All Forms of Discrimination Against Women (CEDAW) also guarantee equality before the law.2

    The enjoyment of legal capacity — to make one’s own decisions and have them respected by others — is key to accessing meaningful participation in society. This includes decisions to vote, to sign an employment contract, to go to court, to own or to inherit property, to have children or to not have children, to get married, or consenting to medical treatment, among many others.3 It also includes the freedom to make decisions even when they seem unreasonable or risky to others and to learn from mistakes.

    The exercise of legal capacity also means that others are prohibited from making decisions on behalf of a person with disabilities, known as substitute decision‐making. Substitute decision‐making involves legal systems that designate someone other than the individual with a disability to make legally binding decisions about their life, such as guardianship laws, as well as mental health laws that allow involuntary treatment and placement.4 Instead, persons with disabilities are entitled to “the support they may require in exercising their legal capacity”, as described below.5

    
    
      Legal capacity and mental capacity

    
    Legal capacity and mental capacity are different concepts.

    Legal capacity is an inherent, inalienable right, consisting of the right to hold rights and duties (legal standing) and the right to exercise those rights and duties (legal agency).

    “Mental capacity” refers to the decision‐making skills or abilities of a person. It naturally varies from one person to another and may be different for a given person at different times, depending on many factors, including environmental and social factors. The concept of “mental capacity” and any tests to measure it are flawed because the way people make decisions cannot be measured scientifically.6

    The CRPD Committee notes that “concepts of mental and legal capacity have been conflated [by governments], so that where a person is considered to have impaired decision‐making skills, often because of a cognitive or psychosocial disability, his or her legal capacity to make a particular decision is consequently removed”, which constitutes discrimination against persons with disabilities.7 Any claims of “unsoundness of mind” and other discriminatory labels are not legitimate reasons for the denial of legal capacity.8

    
    
    
      Who is affected?

    
    Persons with all types of disabilities can be subject to denial of legal capacity.

    However, some groups are more at risk:

    
      	Persons with intellectual or psychosocial disabilities, as well as persons with complex support requirements.9


      	Women with disabilities are at serious risk of deprivation of their legal capacity.10 They often experience higher rates of substitute decision‐making than men.11 This happens in addition to often experiencing multiple and intersectional forms of discrimination based on gender and disability, as well as gender‐based violence.


      	Older persons, especially older persons with some condition (such as dementia) that lead to a disability are also particularly at risk of being subjected to substitute decision‐making owing to prejudices and assumptions based on both age and disability.12


    

    
    


    
      How does legal capacity, and deprivation of legal capacity, affect people’s lives?

    
    The right to legal capacity concerns all aspects of life. Restrictions and limitations on legal capacity deny people the right to make their own decisions, leaving them with little or no control over some or all aspects of their lives.

    Deprivation of legal capacity infringes on the full scope of inalienable human rights, including freedom from torture or cruel, inhuman or degrading treatment or punishment; freedom from exploitation, violence and abuse; freedom of expression and opinion. It also deprives persons with disabilities of their rights to access to justice; liberty and security of the person; living independently and being included in the community; access to information; privacy; marriage, family, parenthood and relationships; health, including the right to free and informed consent and sexual and reproductive health and rights; work and employment; and participation in political and public life, such as voting or holding office, among others.13

    In our Human Rights Report on political participation, we explain how some European countries still restrict the right to vote of persons with disabilities under guardianship.14

    Legal capacity restrictions also “perpetuate discrimination and exclusion against persons with disabilities and pave the way to different forms of abuse, corruption, exploitation, coercion, and institutionalisation”.15

    


    
      Coercive measures: involuntary treatment and placement

    
    Due to discriminatory laws and practices, in particular mental health laws, persons with disabilities around the world and in Europe — particularly those with psychosocial and intellectual disabilities — can be subject to forced treatment and forced placement in psychiatric hospitals, institutions, or similar facilities, denying the legal capacity of a person and their right to choose medical treatment based on their free and informed consent. Mental health laws, which allow for forced treatment, are understood as substitute decision‐making measures, because clinicians and other individuals make decisions and provide consent on behalf of persons with disabilities.16

    Forced treatment most frequently involves the administration of medication, in some cases strong psychotropic medication, and the use of mechanical and physical restraints and seclusion. Forced treatment can violate individuals’ rights to personal integrity; freedom from torture; freedom from violence, exploitation and abuse; and the right to the highest attainable standard of health.17

    
    “I had two crises — the first in 2000, the second in 2005. Then nobody asked me, they talked to my mother and she gave consent and signed the document but nobody had explained to me what exactly electroconvulsive therapy is like. Initially I thought it was anaesthesia which helps the medication to reach all parts of the body, but after that I realised it is not this.”

    
    Woman, 29, Bulgaria18

    
    

    Placement of persons with disabilities in institutions against their will, either without their consent or with the consent of a substitute decision‐maker, is a denial of legal capacity and also constitutes arbitrary deprivation of liberty, in violation of Article 14 of the CRPD.19 As described below, persons with disabilities confined against their will, including in residential institutions, often also experience inhuman and degrading conditions of detention, violence, sexual violence, humiliation, and other forms of physical, mental, and emotional abuse. The deprivation of legal capacity and the lack of direct access to the justice system often means that people are unable to challenge their institutionalisation and leave institutions because of their guardians’ power, impeding their right to live independently in the community. 20

    
    “They probably injected me in the hand but I don’t remember now and I fell immediately asleep; my eyes closed. Right after they did electric shocks without me knowing about it. I found out later. They ruined my life.”

    
    Man, 55, Greece 21

    
    

    Many persons with disabilities experience deep, lasting psychological and physical harm and trauma as a result of coercive measures.22 Furthermore, academic and other research has found that coercive interventions in mental health care continue to be used extensively, despite the fact that research does not suggest they are clinically effective or result in better clinical or social outcomes.23 The continued use of these methods, which are not proven to be effective and which actually cause grievous harm rather than promoting improved health and well‐being, is a serious, continuing practice that abuses human rights and which European states should eliminate immediately.

    
    
    
      Women with disabilities

    
    For women with disabilities, deprivation of legal capacity can have particularly negative impacts, among other things due to multiple, intersecting forms of discrimination. It can infringe on their rights to marry and start a family; give or withhold consent to intimate relationships; decide where and with whom to live; own and inherit property, and control their own financial affairs; seek accountability for various forms of abuse through the justice system and participate in all other daily aspects of civil, political, cultural, economic, and social life; and their right to physical and mental integrity.24

    Women with disabilities who marry are at even greater risk of losing their legal capacity.25

    Significantly, when deprived of their legal capacity, women with disabilities cannot make autonomous decisions about — and thus have no control over — their reproductive and sexual health and rights, resulting in highly discriminatory and harmful practices.26 Women with disabilities are frequently subjected to sexual and reproductive health procedures without their consent, including forced sterilisation, forced abortion and forced contraception, due to misconceptions that they are asexual or incapable of making informed decisions about their health and bodies.27

    Women with disabilities can be pressured to end their pregnancies owing to negative stereotypes about their parenting skills and eugenics‐based concerns about giving birth to a child with disabilities.28
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      Forced sterilisation

    
    United Nations human rights instruments, mechanisms and agencies have recognised that the forced sterilisation of persons with disabilities constitutes discrimination, a form of violence, torture and other cruel, inhuman or degrading treatment. Forced sterilisation and forced abortion are also prohibited under the Council of Europe Convention on preventing and combating violence against women and domestic violence (also called “Istanbul Convention”).29 However, the practice is still legal and applied in many countries and disproportionately impacts girls and young women with disabilities, particularly those with intellectual and psychosocial disabilities and those placed in institutions. Legal systems allow judges, health care professionals, family members and guardians to consent to sterilisation procedures on behalf of persons with disabilities.30


    Women with disabilities experience heightened rates of forced institutionalisation compared to men with disabilities and women without disabilities, and women who have been institutionalised seldom have the legal right to challenge their institutionalisation.31

    
    
    
    
      Models of substitute decision‐making

    
    When a person with a disability is deprived of their legal capacity, whether for all decisions or only for some, another individual is given the right to make decisions for them. They are called a “substitute decision‐maker”.

    A substitute decision‐maker is typically appointed by a court, guardianship authority, or other official body at the request of a third‐party, such as a relative.

    The decision to appoint a substitute decision‐maker is based on medical or other assessments, for example regarding a person’s so‐called “mental capacity”, “mental impairment”, “mental disorder”, “inability to understand their actions”, and/or “inability to care for themselves”. Appointment of a guardian can be done against the will of the person concerned and, in some cases, without their knowledge. The substitute decision‐maker is required to decide based on the “best interests” of the person concerned, rather than the person’s own will and preferences, as required under the CRPD.32
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      “Best interest” paradigm

    
    The notion of best interests is found in the UN Convention on the Rights of the Child. Article 3 of the Convention says that “in all actions concerning children, whether undertaken by public or private social welfare institutions, courts of law, administrative authorities or legislative bodies, the best interests of the child shall be a primary consideration”. Assessing the best interests of a child means to evaluate and balance “all the elements necessary to make a decision in a specific situation for a specific individual child or group of children”.

    The concept of best interests is sometimes still applied to adults with disabilities, often based on a paternalistic approach to persons with disabilities.

    The CRPD challenges the traditional application of the “best interest” paradigm to persons with disabilities, as it can often be used to justify decisions made on behalf of individuals with disabilities without their input or consent. Instead, the convention promotes a paradigm shift towards supported decision‐making, where individuals with disabilities are provided with the necessary support to make decisions based on their own preferences and values, rather than having decisions made for them based on what others perceive to be in their best interests.


    There are different models of substitute decision‐making around the world and in Europe. These include full guardianship, also known as plenary guardianship. Also common is partial guardianship, whereby substitute decision‐making should formally be limited to certain areas determined by the court or other appointing agency. Some states use terms as wardship or tutorship for full guardianship systems and curatorship, mentorship or other terms for partial guardianship.
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      Full guardianship

    
    Under full guardianship, the individual’s legal capacity to make decisions is significantly restricted, and the guardian assumes the responsibility for making decisions on behalf of the individual. The guardian typically has broad authority to make decisions in various areas of the person’s life, including financial matters, medical treatment, living arrangements, and personal affairs.


    As described in more detail below, substitute decision‐making also occurs under mental health laws that permit forced treatment and placement in psychiatric hospitals or institutions based on assumptions such as “risk to self or others”, “need for treatment”, “presumed danger”, or “lack of insight”.

    Informal substitute decision‐making happens when an individual, such as family members or others, make decisions on behalf of an individual with disabilities, even if they are not formally recognised as a guardian.

    
    
    
      Supported decision‐making, will and preferences, and informed consent

    
    
    
      Supported decision‐making

    
    Rather than depriving persons with disabilities of their legal capacity, the CRPD requires States Parties to ensure the availability of support for people to help them make decisions, called supported decision‐making.

    This support should guarantee the person’s human rights and ensure they retain control over their lives. It is founded on the principles of respect for the individual’s autonomy, will and preferences. Ensuring access to support in the exercise of legal capacity enables States to guarantee the right to equal recognition of all persons before the law. As noted above, it is guaranteed by the CRPD, the CEDAW, the International Covenant on Civil and Political Rights, and the Universal Declaration on Human Rights.33

    Support in decision‐making can take on a variety of forms. These can be formal and informal networks, support agreements, independent advocates, peer support and/or advance directives. The types of support can include access to information, support for communication, personal planning, independent living assistance and administrative support, among others. Those involved in this support can be a “trusted” person or persons, such as family members, friends or peers. In other cases, supporters are individuals and/or professionals trained to provide support. There can also be a mixed approach with trained individuals providing guidance to trusted persons.34

    The CRPD Committee has set out specific provisions regarding rights‐respecting supported decision‐making and, as part of its QualityRights initiative, the World Health Organisation (WHO) provides extensive guidance and training on legal capacity and supported decision‐making.35

    Supported decision‐making must be voluntary, directed by the person with disabilities and available to all, irrespective of an individual’s support needs and a person’s mode of communication, even where this communication is non‐conventional or understood by very few people.36

    A supporter cannot be appointed by a third party against the will of the person concerned.37 Crucially, the individual with disabilities must have control over the support available, including the right to select supporters, to refuse support, and to terminate or change the support relationship at any time.38 Support must be flexible and specific to the individual.39 Experts also note the importance of accepting risk‐taking, and the “dignity of risk”, whereby the individual’s right to decide is accepted, even if a decision may seem risky or unreasonable to others.40

    Governments must also ensure appropriate safeguards, such as regular independent legal review, including to prevent undue influence and abuse.41

    Support systems must also ensure a mechanism for third parties to verify the identity of a support person as well as a mechanism to challenge the action of a support person if they believe that they are not acting in accordance with the will and preferences of the person.42

    Consistent with the recognition that mental capacity is never a constant, knowable state of a person’s ability to make decisions, provision of support in decision‐making should not hinge on mental capacity assessments, and these assessments should be eliminated altogether.43

    
    


    
      Will and preferences of the person

    
    One of the most central elements of any form of supported decision‐making is that it must consistently reflect and respond to the will and preferences of the person utilising support.44 According to the CRPD Committee, respect for the “will and preferences” of each individual must replace the “best interest” paradigm (explained in the box on page 39).45

    In a resolution on Mental Health and Human Rights, the UN Human Rights Council called upon governments to “abandon all practices that fail to respect the rights, will and preferences of all persons, on an equal basis”.46
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      Respecting the will and preferences of the person

    
    In cases when the will of a person with a disability might be difficult to determine, States must have mechanisms in place to undertake significant efforts to determine a person’s will and preferences. If all attempts to do so have been exhausted, then a “best interpretation of the will and preference” standard should be applied as a last resort. This means ascertaining what the person would have wanted, based on the person’s previous choices, values, attitudes and actions. It is not the same as making decisions based on the “best interest” of the person with the disability.47

    
    
    


    
      Free and informed consent

    
    Consent refers to voluntary agreement as the result of a person’s free will. Examples of consent can be to move to a new place, to have sexual activity, or to accept a medical treatment.

    The decisions that affect the lives of persons with disabilities must be based on their free and informed consent. Denial of legal capacity has led to many violations, including exceptions to this rule of free and informed consent, especially in the area of health care.

    The United Nations International Covenant on Economic, Social and Cultural Rights asserts the right to the highest attainable standard of health, which includes control over one’s health and the right to be free from non‐consensual medical treatment.48 The CRPD guarantees persons with disabilities the right to health without discrimination on the basis of disability, and also specifies that treatment should be provided only on the basis of free and informed consent.49 This is essential to exercising the right to legal capacity.

    Informed consent involves the provision of accurate and accessible information about service options, risks and benefits, as well as available alternatives, such as non‐medical approaches.50 Consent must be free of threat or coercion, including threats of involuntary placement if treatment is declined, and it must be free of undue influence and deception. The right to informed consent also includes the right to refuse treatment. In mental health and social services, there can be risks of undue influence due to power imbalances between providers and persons with disabilities. Therefore, support for decisions should come from outside the service in order to minimise the risk of undue influence or coercion.51

    The right to free and informed consent for medical care, mental health services, and admission to institutions is frequently violated in relation to persons with disabilities, particularly those with psychosocial disabilities. Decisions made by clinicians, family members or others, are prohibited by the CRPD, even if they consider to be acting in the supposed “best interest” of the person with disabilities. This includes decisions regarding any kind of medical care, medication, and placement in institutions.52 The Human Rights Council has called on states to provide mental health services “on the same basis as to those without disabilities, including on the basis of free and informed consent”.53

    Forced treatment, or treatment without consent, is not only a violation of the right to legal capacity but also violates the rights to personal integrity, freedom from torture, and freedom from violence, exploitation and abuse.54

    All governments must ensure that medical providers and others respect the decisions of persons with disabilities and should guarantee systems that provide the necessary support in decisions regarding medical treatment to ensure free and informed consent, including in crisis situations.

    There is also growing evidence on the effectiveness of non‐coercive support practices, as described in Chapter 5 below.5

    
    
    


    
      Summary

    
    
      	Many systems in place focus on substitute decision‐making and wrongful notions of “best interest” that lead to abuse and human rights violations.


      	Persons with intellectual disabilities, persons with psychosocial disabilities, older persons, and women with disabilities are at special risk of abuse.


      	Forced treatment, forced sterilisation and coercion in health care are especially pervasive and dangerous.


      	Supported decision‐making mechanisms need to be put in place to ensure the right to legal capacity of persons with disabilities.


      	States must ensure the correct provision of support, mechanisms to guarantee independent analysis of support and means to seek redress.
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      Chapter 3:
State of play in the European Union
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      Legislation Across the EU Member States

    
    Despite reforms regarding guardianship, legal capacity and supported decision‐making in several EU countries in recent years, many still allow for guardianship, even when supported decision‐making systems exist. Additionally, all EU Member States retain some form of substitute decision‐making under law, which violates individuals’ right to legal capacity and contravenes Member States’ obligations under the CRPD.1

    Four EU Member States, Estonia, Ireland, Netherlands and Poland have issued declarations and reservations regarding Article 12 of the CRPD, asserting that they will interpret Article 12 to allow for deprivation of legal capacity. For example, Netherlands states that it “interprets Article 12 as restricting substitute decision‐making arrangements to cases where such measures are necessary, as a last resort and subject to safeguards”. Estonia declares that it “interprets article 12 of the Convention as it does not forbid to restrict a person’s active legal capacity, when such need arises from the person’s ability to understand and direct his or her actions”, and that it will act only “according to domestic laws”. Despite a significant reform to introduce supported decision‐making and do away with guardianship, Ireland has not removed its reservations under Article 12.2

    


    
      Legal Capacity Regimes in the European Union
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     Full guardianship authorised:

    
      	Bulgaria


      	Croatia


      	Cyprus


      	Denmark


      	Estonia


      	France


      	Italy


      	Greece


      	Hungary


      	Luxembourg


      	Netherlands


      	Poland


    

     Only partial guardianship and similar systems:

    
      	Belgium


      	Finland


      	Latvia


      	Lithuania


      	Malta


      	Romania


      	Slovakia


      	Slovenia


      	Sweden


    

     Guardianship almost fully abolished:

    
      	Austria


      	Czechia


      	Germany


      	Ireland


      	Portugal


      	Spain


    

    There have been notable positive developments towards ensuring better protection of the rights of persons with disabilities. Six EU Member States have (almost) managed to fully abolish the deprivation of legal capacity of persons with disabilities in their law: Austria, Czechia, Germany, Ireland, Portugal and Spain.3

    Croatia had abolished plenary guardianship of persons with disabilities in 2015.4 However, in April 2023, the Constitutional Court declared a number of aspects of the Family Law unconstitutional, allowing again for full guardianship of persons with disabilities, as of 1 January 2024.5 On 15 December 2023 the Croatian Parliament adopted an Act on Amendments to the Family Law (OG no. 156/23) reintroducing plenary guardianship.6 All other 21 EU Member States retain stronger form of either full or partial guardianship.7

    Significantly, all EU Member States which have abolished guardianship and shifted towards supported decision‐making systems, nevertheless continue to allow for some forms of substitute decision‐making, for example for certain types of decisions or in narrow circumstances, as described in more detail below.8

    Any limits on legal capacity and on the rights of persons with disabilities to make decisions for themselves are incompatible with the CRPD which specifically prohibits the deprivation of legal capacity “in respect of a single decision”.9

    Additionally, there is evidence that even under some systems of partial or limited deprivation of legal capacity, persons with disabilities are de facto unable to make any independent decisions once another person is in a role to make decisions on that individual’s behalf. As an example, in Hungary, an individual may be placed under full or partial guardianship, yet in practice, many persons subject to partial restriction of legal capacity have limited opportunity to act in relation to all decision‐making areas.10

    In other cases, courts continue to order more restrictive forms of substitute decision‐making, even when less limiting and more supportive options are available, due to lack of information or insufficient resources in the community for supported decision‐making to happen in practice.11 In many countries, guardianship and deprivation of legal capacity continues to be a norm rather than an exception, such as Belgium, Czechia, France, Hungary and Netherlands.12

    For example, Czechia has provided supported decision‐making formally in law since 2014. However, a July 2023 report by the advisory body of the Ombudsman found that the country’s courts “still prefer restrictions of legal capacity to other forms of support”, resulting in “50 supported decision‐making agreements approved by the courts each year, while at the same time up to 10 000 people are restricted in their legal capacity each year”.13

    Similarly, Italy14 introduced the role of the support administrator, with the aim of protecting persons with disabilities — with the least possible limitation of capacity to act —in the execution of daily life functions through support interventions. However, incapacitation, which completely deprives the person of any capacity, still exists and is still applied.

    In contrast to the persistence of substitute decision‐making and deprivation of legal capacity among EU Member States, other countries, namely Colombia, Costa Rica, Peru and Mexico, have abolished guardianship and other forms of substitute decision‐making entirely and guarantee the right to supported decision‐making for adults with disabilities.15

    
    
    
    
      Development of supported decision‐making systems

    
    The development of supported decision‐making systems in law and in practice in EU Member States is essential to enabling the exercise of legal capacity to many persons across the EU. This reflects a paradigm shift towards respecting the rights to autonomy and choice of persons with disabilities, which is an essential component of Member State’s CRPD obligations. However, fewer than half of EU Member States have enshrined supported decision‐making in law. The 13 countries that have supported decision‐making in their laws are: Austria, Belgium, Czechia, France, Germany, Hungary, Ireland, Italy, Latvia, Lithuania, Portugal, Spain and Sweden.16 In other countries, supported decision‐making programmes may operate, even without legal guarantees to that form of support.17

    


    
      Supported Decision‐making Systems in the European Union
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     Countries with supported decisions‐making systems established by law:

    
      	Austria


      	Belgium


      	Czechia


      	France


      	Germany


      	Hungary


      	Ireland


      	Italy


      	Latvia


      	Lithuania


      	Portugal


      	Spain


      	Sweden


    

    Organisations of persons with disabilities, NGOs and other local and national actors are also actively involved in the implementation of supported decision‐making in EU Member States.

    This section outlines a few examples supported decision‐making systems adopted more recently in EU Member States.18
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      Ireland

    
    Ireland’s Assisted Decision‐Making (Capacity) Act 2015, which came into effect in April 2023, presumes legal capacity and has three tiers of support. The first, assisted decision‐making, allows for a person to appoint an assistant or more than one person to provide information, explain relevant information and considerations relating to a decision, to assist with taking and implementing the decision, all while understanding the individual’s will and preferences. They sign a decision‐making assistance agreement.19 A co‐decision‐making agreement involves a person with a disability identifying a person to make joint decisions, whose roles and responsibilities are consistent with those under assisted decision‐making, but any relevant decisions are made jointly. The supporter must “acquiesce with the wishes of the appointer in respect of the relevant decision”.20 The law also “allows for the appointment of a decision‐making representative [or more than one person] to take specified decisions on behalf of a person and for the taking of certain decisions by a court on behalf of a person in limited circumstances”.21 In this case, a person nevertheless loses the right to legal capacity.
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      Portugal

    
    A new supported decision‐making regime, called acompanhamento — or accompaniment or support —, came into force in Portugal in 2019. While abolishing the previous system that involved total or near total loss of capacity by an individual, the new system is not compliant with the CRPD. A person with a disability chooses an assistant (or assistants) and a court determines the activities in which the supporter will assist the person. However, powers of representation may be granted by the court to the custodian. The court also has the authority to limit certain rights of the person under acompanhamento, such as to marry or to write a will. The requirements for revising the agreement are cumbersome and involve applying to the court again, with the court ultimately deciding about modifications or termination. There are also options for third parties to intervene in the acompanhamento process at different points.22
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      Spain

    
    In Spain, a 2021 legal reform instituted a supported decision‐making system based on respect for the will and preferences of the individual with disabilities and abolished legal incapacitation and guardianship. This system is available to anyone who requests support. This can be a person with a disability but also someone who does not have a formally recognised disability (for example an older person).

    The law envisions four different types of support: those of a voluntary nature, de facto guardianship, curatorship and judicial defender. Support measures of a “voluntary nature” are established by the person with disabilities who designates the supporter and the extent of support and they are recorded in a public deed.

    The law also recognises a de facto support mechanism (known as guardianship). The guardian should provide sufficient support and must have a formal authorisation any time they represent or act on behalf of a person with disabilities. The person with disabilities can dismiss this supporter and change forms of supported decision‐making at any time.23

    A court may also appoint a curator, or more than one, who is required to provide supported decision‐making. Curators are also authorised by the court to take certain decisions on behalf of the individual with disabilities in exceptional circumstances. Persons with disabilities can decide who can and who cannot be a curator for them. The curator will assist the person to whom they provide support “in the exercise of their legal capacity, respecting their will, wishes and preferences; ensure that the person with disabilities can develop their own decision‐making process; and seek to foster the abilities of the person they are supporting so that they can exercise their ability with less support in the future”.24 This aspect of the law allows for substitute decision‐making, and thus for the deprivation of legal capacity.

    The new law also allows courts to appoint a judicial defender for some specific situations, such as when the curator cannot perform their duties for a certain period; there is a change in curator, until the new curator is established; there is a conflict of interest between the support figure and the person with disabilities; or there is circumstantial impossibility for the usual support figure to exercise their support. The person with disabilities is heard by the court in the process of appointing a judicial defender.25

    In Catalonia, reforms in 2010 established an assistance mechanism which allows for supported decision‐making requested and directed by persons with disabilities in the areas of life that they specify. Support can be provided by an individual or an organisation.26 In 2021, further reforms determined that assistance service is the core mechanism of support which replaces and abolishes not only full guardianship, consistent with the state reform, but also partial guardianship known as curatorship (see above).27 The organisation Support‑Girona has provided support to the majority of individuals utilising this mechanism. The government finances the services and assistants are subject to public control and supervised by the court authority on a yearly basis.28
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      Greece

    
    
    Following the recommendations of the CRPD Committee, the Ministry of Justice of Greece established a Working Group to examine the revision of the current guardianship scheme and the adoption of the legal scheme of supported decision‐making. The national confederation of persons with disabilities (NCDP) has a representative in this working group. There were a few meetings during the first half of 2023, but the members of the Working Group have not met since the national elections in the summer of 2023. During the first meetings, the task of the Group was to find good practices from other EU countries.
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      Powers of representation

    
    Most countries also provide for power of representation arrangements that allow individuals to express their will and preferences, including the selection of an individual to make decisions on their behalf, at a time when they may not be in a position to communicate them. Advance plans may also prove particularly useful for persons who may be distressed, who experience psychosis or dementia, so that third parties — including medical staff and others — can understand the person’s will and preferences and not make decisions on their behalf.29 These can take the form of private mandates, advance directives, powers of attorney, or the voluntary designation of a representative. In Germany, advance directives are binding under law, including in the context of mental health care. The law also specifies that, if the person does not have an advance directive, their presumed will and preferences concerning treatment must be determined based on specific evidence such as previous oral statements.30


National law provides for the possibility for vulnerable adults to set up their future protection via private mandates in 16 Member States: Austria, Belgium, Croatia, Czechia, Denmark, Finland, France, Germany, Hungary, Ireland, Lithuania, Malta, Portugal, Romania, Spain and Sweden.31

    In the Netherlands, the law provides the possibility to establish powers of representation by private mandate; but it does not recognise a lasting power of attorney for specific situations involving loss of legal capacity and vulnerable adults.

    In Poland, the only legal solution that can be used as a private mandate is a general power of attorney, which is not designed specifically to protect the interests of vulnerable adults, but may be used to that end.

    9 EU Member States — Bulgaria, Cyprus, Estonia, Greece, Italy, Latvia, Luxembourg, Slovakia and Slovenia — do not have provisions on powers of representation, meaning that people cannot decide in advance to give to someone the power to represent or act for them (for example to sign a contract or to take a decision if they are in a coma).32

    
    
    
      Supported decision‐making and continuing restriction of legal capacity

    
    Unfortunately, across all EU Member States, legal guarantees of supported decision‐making and/or the existence of supported decision‐making systems are not sufficient guarantees for the exercise of legal capacity of all persons with disabilities. All EU Member States retain some form, even if very limited, of substitute decision‐making.

    Even where well‐crafted supported decision‐making systems exist that envisage substitute decision‐making as a last resort, through court‐appointed representatives with appropriate safeguards, allowable only in a limited set of circumstances, the existence of supported decision‐making systems in parallel with the maintenance of substitute decision‐making regimes is not consistent with the CRPD.33

    The examples of supported decision‐making above note the aspects of the systems which allow for substitute decision‐making. Additional examples are provided here.

    Regarding France, the CRPD Committee criticised the government for laws that deprive persons of their legal capacity and autonomy through guardianship and wardship, on the basis of medical assessments of the person’s mental capacity and “the absence of supported decision‐making mechanisms compatible with the Convention.”34

    Austria has almost managed to abolish the full deprivation of legal capacity. However, there is a lack of supported decision‐making offers and services in all regions. So, the new law — which is, in principle, a good law — is not properly implemented across the Austrian regions (Länder) that would be responsible for offering services for supported decision‐making. As a result, the judges are often forced to call for a representation (for single matters only) because of a lack of alternatives, even if a person would be able to make their own decisions with the proper support. This has been criticised by the CRPD Committee in its last concluding observations on Austria.

    Germany replaced its nearly 100‐year‐old guardianship law in 1992 with a custodianship law (Betreuungsgesetz), which has since been reformed twice. Under the reformed law, which came into effect on 1 January 2023, persons with disabilities cannot be formally deprived of their legal capacity. However, courts can still appoint a legal guardian (legal custodian) for a person with a disability if the person concerned “cannot manage their affairs due to illness or disability”. The custodianship court can determine the area of the responsibility of the legal custodian unless the person under custodianship is a person with “free will”. But even if the person does not have “free will”, the court cannot appoint a custodian if “other assistance” is available. The custodianship authority (established under the reformed law) can be asked to recommend such assistance as a form of support, making the appointment of a legal custodian unnecessary. However, the authority is not entitled to determine, select and impose such “other assistance.” “Other assistance” is itself a vague legal term requiring interpretation based on good examples of supported decision‐making. Such examples have not been identified. This is the weak point of the reformed law and one of the reasons that the CRPD Committee came to the conclusion that the reformed custodianship law still does not eliminate all forms of substitute decision‐making and, therefore, is not in line with Article 12.35

    The CRPD Committee has found that in Hungary “attributes of a substitute decision‐making regime have been retained in the supported decision‐making mechanism”, resulting in a measure that is “ineffective and discriminatory.”36 The supported decision‐making regime is available only to persons who have a “minor decrease” in their “mental capacity”. Persons under this regime are restricted in the exercise of certain rights, such as parental rights, and are excluded from holding certain public positions. One supporter may provide assistance to up to 45 persons in some cases and the system is not well known among persons with disabilities and legal practitioners. Other forms of support for exercising legal capacity are not officially available to persons with disabilities.37

    Sweden revised its legal capacity law in 1989. The current law and practice include both substitute decision‐making (administrator) and some possibilities, although weaker, for supported decision‐making (“good man”). In 1989 persons who had previously been declared “legally incapacitated” got an administrator. A Swedish court may appoint an administrator to make decisions on behalf of a person with a disability without their consent. Such an appointment is limited to cases necessary to prevent represented persons from taking “legal actions that might harm their own interests”.38 The person represented is fully deprived of their legal capacity in the specific situations covered by the court decision.39

    Under the less restrictive form for decision‐making, a person, known as “good man”, could be a form of supported decision‐making. A good man should only act with the consent of the person with a disability, who also de jure retains their legal capacity. Nevertheless, the system has been criticised, as the mentor is expected to act in the “best interests” of the person with disabilities. The good man does not have an obligation to obtain their will and preferences, and can take legal and other decisions on their behalf, when a person “does not understand the matter”, implying an assessment of ”the ability to consent”, a concept inconsistent with the right to legal capacity and not acknowledged by the CRPD.40 In addition to what is provided by law, Sweden developed a voluntary, not legally binding support programme in municipalities with a limited scope, called “personal ombud”. The good man, when voluntary, and the personal ombud may contribute to self‐determination and be considered forms of support for decision‐making. Appointed administrators and a good man without consent are forms of limiting legal capacity, constituting substitute decision‐making.

    The Swedish Disability Rights Federation reported that over the last eight years there has been an increase in the number of nomination of administrators, and thus people deprived of their legal capacity. The Council of Legislation has expressed concerns regarding the risk that restrictive decisions could be made on grounds too weak.41 In addition, in March 2024, the CRPD Committee continued to raise concerns about the lack of measures taken by the Swedish government to replace substitute decision‐making regimes with supported decision‐making mechanisms, as well as about insufficient training on supported decision‐making, the lack of nationally consistent application and the unequal access across municipalities to the support provided by the “Personal Ombud” programme.42

    Similarly, when it comes to court decisions, a study on the legal capacity court cases in Portugal, analysing 752 sentences (including only people aged between 18 and 55) in three selected courts, reveals a strong predominance of the more restrictive measures of accompaniment. Between 2019 and 2022, in 82% of the sentences accompanying persons were granted general powers of representation, contrary to the recommendations of the CRPD. In the most recent judgments, handed down between February 2022 and February 2023, this situation changed only slightly: 78% of judgments granted powers of general representation to accompanying persons, and 21% resulted in special representation, i.e. a less restrictive accompanying measure in terms of rights.

    Finally, it was reported to EDF that in Italy the role of support administrator, who should support the person in making their decisions, currently fails in practice. This is due to lack of training of support persons and service providers, shortage of staff, and persistence of stereotypes and prejudices that still influence the actions of operators with respect to disability.43

    EDF was also told that it is sometimes residential care providers, hospitals, or social security institutions and/or professionals such as doctors or banks, who require substitute decision‐making even for very simple operations such as dental care and/or administrative operations.

    
    


    
      The role of the European Union

    
    As Party to the CRPD, the EU has the obligation to implement the Convention within its scope of competence. Because laws on legal capacity are under the competence of the Member States, it cannot impose a full reform of the legal capacity regimes across the Union but could take measures to promote reforms of legal capacity regimes and support the development of supported decision‐making systems.

    In 2015, the CRPD Committee recommended that the EU take measures to ensure that all persons with disabilities who have been deprived of their legal capacity can exercise their rights provided in the EU treaty and legislation. The Committee also recommended to step up efforts to foster research, data collection and exchange of good practices on supported decision‐making, in consultation with representative organisations of persons with disabilities.44

    Despite these recommendations and the adoption of the Strategy on the rights of persons with disabilities 2021–2030, the EU has yet to develop concrete actions to protect the exercise of legal capacity by persons with disabilities, as well as their choice and autonomy.45
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      Cross‐border protection of adults

    
    In May 2023, the European Commission proposed a controversial legislation on the “cross‐border protection of adults”46 which contravenes the CRPD. The proposed law would regulate the situation of adults, mostly persons with disabilities and older adults, who are deemed “not in a position to protect their own interest” and who are in a cross‐border situation.47 Under the proposed text, Member States would have to recognise measures of deprivation of legal capacity, as well as measures of placement, taken by another EU Member State. This proposal has been highly criticised by the disability movement,48 organisations representing older persons,49 as well as by the UN Special Rapporteur on the Rights of Persons with Disabilities and the UN Independent Expert on Older Persons.50 It comes from a push by the European Commission to promote the ratification of the 2000 Hague Convention on the International Protocol of Adults,51 an international convention also denounced as not fully compliant with the CRPD by the UN experts and the disability movement.52

    At the time of the publication of this report, the proposed regulation is being discussed by the EU Institutions. If the text is changed to only accept support to make decision, the regulation would be useful to promote the recognition and development of supported decision‐making systems across Europe. On the contrary, if substitute decision‐making is covered and must be recognised by Member States, even those who have reformed their laws, the regulation risks to crystallise denial of legal capacity at a large scale in Europe.
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      Political Participation

    
    Another area in which the EU could guarantee the legal capacity of persons with disabilities, within its competence, is political participation.

    By revising the European Electoral Law, the EU could ensure that all persons with disabilities have the right to vote and stand for election during the European elections, irrespective to whether they are denied these rights in the national elections. This has been a demand and campaign of EDF for many years.

    
    
    


    
      Summary

    
    
      	Some EU countries have made efforts to move to supported decision‐making systems, with varying success.


      	However, these systems still retain forms of substitute decision‐making and, in general, do not ensure the right to legal capacity.


      	Even in cases where the text of the law is compliant with the CRPD, lack of resources, training and enforcement mean that persons with disabilities are still being deprived of legal capacity.


      	While the EU does not have full competency to act on legal capacity in Member States, current efforts to uniformise cross‐border protection are potentially damaging to the right of legal capacity.
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      Chapter 4:
Denial of legal capacity and human rights violations in Europe
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    As a result of the continued use of substitute decision‐making across Europe, human rights abuses against persons with disabilities persist, both in relation to violations of the right to legal capacity and others. This chapter looks at three specific areas in connection to the denial of legal capacity: forced treatment and placement, violations of sexual and reproductive rights, and institutionalisation. In addition to Article 12 of the CRPD, these practices result in numerous other violations of the Convention, regarding the rights to non‐discrimination, liberty and security of person, access to justice, private and family life, live independently in the community, health, the right to be free from inhuman and degrading treatment, and the rights of women with disabilities — among others.

    The European Court of Human Rights (ECtHR) has issued several important rulings regarding violations of the human rights of persons with disabilities in EU Member States, including regarding legal capacity, institutionalisation and forced sterilisation, as described below. It is not within the scope of this report to analyse the Court’s overall approach. Scholars have found that the ECtHR recognises the need to protect persons with disabilities from discriminatory treatment and the obligation to involve people with intellectual disabilities in decisions.1 However, the ECtHR diverges from the CRPD in recognising the right to legal capacity in all circumstances, but instead requires lawfulness, safeguards, and a tailor‐made, individual response from states when depriving individuals of their legal capacity.2 It has not prohibited guardianship regimes or forced placement.3 The Court has ruled that “forced medication of a mentally ill patient may be justified, in order to protect the patient and for the protection of others”.4
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      Gender perspective

    
    There are a few resources that explore how people are affected by the deprivation of their legal capacity because of their gender and other characteristics. However, ad hoc studies and surveys show that women with disabilities can face higher risks and occurrences of deprivation of their legal capacity and coercion.

    For example, in Ireland, participants in a 2021 consultation regarding Ireland’s compliance with the CRPD felt that there can be gender biases in the diagnosis of mental health, personality and psychosocial disorders, with more women diagnosed than men.

    As a result, women experience higher rates of forced treatment and electroconvulsive therapy.5

    In the United Kingdom, research showed that Black and minority ethnic women were three to six times more likely to be admitted to mental health units than average and more likely to be forcibly admitted.

    On the other hand, they were less likely to be admitted to women’s crisis houses and less likely to be referred to talking therapies.6

    In Spain, the organisation CERMI Women’s Foundation reported to EDF cases of women being deprived of their legal capacity and being institutionalised in psychiatry at the request of their male partner, which is a form of control and gender‐based violence.

    Women and girls with disabilities are also at higher risks of forced sterilisation and forced contraception than men and boys with disabilities. This topic is explored in the section below.

    
    
    
      Forced treatment and placement

    
    Despite supported decision‐making and progress in moving away from guardianship in a number of countries, coercive measures in health and mental health settings remain prevalent in Europe. Mental health laws across the EU allow for medical actions to be taken without the free and informed consent of a person with a disability, in violation of their legal capacity and other rights.7 The Parliamentary Assembly of the Council of Europe has found that “all Council of Europe member states provide for involuntary placement and treatment, mostly through specific mental health laws”,8 and that involuntary placement and involuntary treatment procedures give rise to a large number of human rights violations.9 It also noted that in Europe “there is an overall increase in the use of involuntary measures in mental health settings”, in contradiction to human rights standards.10 The Council of Europe’s Human Rights Commissioner, Dunja Mijatović, has described mental health systems, as “a longstanding source of human rights violations”.11

    The CRPD Committee has criticised states for mental health and other laws that permit the involuntary psychiatric treatment of persons with psychosocial disabilities, the deprivation of liberty on grounds of disability and perceived dangerousness, and the use of physical restraints and solitary confinement, even in states that have supported decision‐making in place.12

    Forced treatment and placement can have long‐lasting and sometimes irreversible consequences for the persons affected. In some cases, it leads to torture, ill‐treatment, overmedication and/or the death of the person. Many survivors of involuntary treatment report a complete loss of trust in the health care system.13
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      Positive and negative examples from the European Court of Human Rights

    
    The ECtHR found violations of the European Convention on Human Rights in relation to forced medical treatment. It has held that an individual’s right to refuse medical treatment and that a medical intervention in defiance of the subject’s wishes will give rise to an interference with respect to private life and in particular the right to physical integrity, although calls for appropriate “safeguards” rather than an outright prohibition.14

    For example, in the case of X v. Finland, the Court found a violation of the right to private life with the forced administration of medication of an individual with a psychosocial disability, who had also been subject to forced hospitalisation. The Court called the involuntary treatment “a serious interference with a person’s physical integrity”. The Court highlighted the automatic authorisation for forcible administration of medication if X refused the treatment and that decision‐making was solely in the hands of the doctors, who could take even quite radical measures irrespective of X’s will and preferences. While significant, the Court also highlighted that the absence of safeguards regulating forced medication gave rise to the human rights violation.15 (See also cases related to forced sterilisation and abortion, below.)

    Relatedly, the ECtHR has found forced treatment of persons with disabilities “who are entirely incapable of deciding for themselves”16 permissible, including as related to presumed “dangerousness”, as long as they are carried out with “clear legal guidelines and with the possibility of judicial review”.17 This is however not something that is acceptable under the CRPD.

    The interpretation of the European Convention on Human Rights, which was adopted in 1950, should not violate the rights of persons with disabilities. A provision under its Article 5 on the right to liberty and security is particularly problematic because it authorises “the lawful detention of (…) persons of unsound mind”.18 Concerns were also raised about national courts following jurisprudence from the ECtHR despite them not being fully aligned with the CRPD.

    
    
    
      The Council of Europe’s draft additional protocol to the Oviedo Convention

    
    Since 2013, the Council of Europe’s Steering Committee on Bioethics (formerly Committee on Bioethics — DH‐BIO) has been in the process of drafting an additional protocol to the Oviedo Convention on Bioethics, which seeks to regulate the use of involuntary placement and involuntary treatment of people with psychosocial and other disabilities in Council of Europe member states, rather than eliminating these practices. It maintains an approach to mental health policy and practice that is based on coercion, which is incompatible with the CRPD. In addition to allowing for continued coercive measures of involuntary treatment, placement and institutionalisation, the additional protocol would create a legal conflict for all Council of Europe member states as they have all ratified the CRPD.19

    The initiative has been criticised by persons with psychosocial and other disabilities, organisations of persons with disabilities, the CRPD Committee, the Special Rapporteur on the Rights of Persons with Disabilities, the UN Special Rapporteur on Health, the UN Independent Expert on Older Persons, the Council of Europe’s own Parliamentary Assembly and Human Rights Commissioner, and many civil society organizations.20

    In its country reviews, the CRPD Committee has called on states to oppose the additional protocol.21

    In May 2022, the Council of Europe’s Committee of Ministers suspended the drafting of the additional protocol and requested the preparation of recommendations on promoting autonomy in mental health care, as well as the participation of organisations of persons with disabilities in the process.22
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      Forced sterilisation, abortion and contraception

    
    Persons with disabilities, and especially women and girls with disabilities, are at risk of non‐consensual medical treatment, often related to their sexual and reproductive health.

    As noted above, forced sterilisation of persons with disabilities is a pervasive abuse and a gross violation of their fundamental rights. It can amount to torture and leads to life‐long trauma. Nevertheless, it is ongoing and widespread across Europe. Legal capacity and forced sterilisation are intrinsically linked. Persons with intellectual and psychosocial disabilities, particularly women and girls with disabilities, and all those who can carry pregnancies and have been deprived of legal capacity, are especially at risk of being sterilised without their consent. Their legal representatives, namely guardians, courts or others, are legally allowed to take irreversible decisions about the individual’s reproductive rights.


    A victim of forced sterilisation, Rosario Ruiz, was threatened with separation from her partner if she did not undergo the surgery. Ruiz reflects on the surgery, saying, “What have they done with my life? Am I useless? Can everyone be a mother except me? Since then, I feel empty every day of my life.” Despite Ruiz’s evident desire to be a mother, her parents had the legal power to take away her reproductive rights.23


    


    
      Forced Sterilisation in the European Union

    
    
      [image: Color coded map of the European Union indicating selected countries in red. The list of the selected countries follows the map.]
    
     Countries allowing some forms of forced sterilisation in their legislation:

    
      	Bulgaria


      	Croatia


      	Cyprus


      	Czechia


      	Denmark


      	Estonia


      	Finland


      	Hungary


      	Latvia


      	Lithuania


      	Portugal


      	Slovakia


    

    EDF research found that at least 12 EU Member States allow some forms of forced sterilisation in their legislation: Bulgaria, Croatia, Cyprus, Czechia, Denmark, Estonia, Finland, Hungary, Latvia, Lithuania, Portugal and Slovakia. A guardian, a legal representative, an administrator or a doctor can authorise the sterilisation of a person with a disability without the individual’s consent. Only 9 EU Member States explicitly criminalise forced sterilisation as a distinct offence. EDF also found that some EU Member States have recently taken initiatives to criminalise forced sterilisation or compensate victims.24

    Women with disabilities in institutions are especially at risk. As just one example, in Hungary, the CRPD Committee interviewed women and girls with disabilities in institutions and observed that they were more likely to experience gender‐based violence, including in the form of forced contraception, forced abortion, and restrictions in the exercise of their sexual and reproductive health and rights and of their parental responsibilities.25

    In November 2022, the ECtHR ruled that three women with disabilities in a psychiatric institution in Moldova had been subject to inhuman and degrading treatment as a result of abortions they were forced to undergo with “gross disregard for their right to autonomy and choice”, after having been raped by the head doctor of the institution and becoming pregnant.26 It also found that one of the women had been subject to forced contraception, in the form of an intrauterine device.27 A later investigation revealed that the head doctor had raped at least 16 patients, reflecting the particular threats and risks women with disabilities confined in institutions can face.28

    The Moldovan legal framework regarding informed consent and persons with disabilities also had a significant role in the abuses.

    The Court found that, contrary to obligations to ensure bodily integrity, Moldovan laws lacked a requirement to obtain valid, free and prior consent for medical interventions from persons with intellectual disabilities, adequate criminal legislation to dissuade the practice of non‐consensual medical interventions carried out on persons with intellectual disabilities, particularly women, and other mechanisms to prevent such abuse on persons with intellectual disabilities, particularly women and particularly those in institutions.29

    Even beyond the context of institutions, the ECtHR has found that “sterilisation bears on manifold aspects of the individual’s personal integrity”, including physical and mental well‐being and emotional, spiritual and family life. The Court has determined that states have a positive obligation to ensure effective legal safeguards to protect women from non‐consensual sterilisation.30

    
    
    


    
      Institutionalisation

    
    Deprivation of legal capacity leads to institutionalisation, lengthens institutionalisation, hinders deinstitutionalisation and impedes independent living.31

    Across the EU, 1.4 million persons with disabilities continue to be confined to residential institutions, especially those with intellectual disabilities.32 Inclusion Europe revealed that in 2023 around 750 000 people with intellectual disabilities were living in segregated “care” institutions with 30 persons or more in one place and 39 000 in psychiatric hospitals.33

    Many of the people with disabilities institutionalised are deprived of legal capacity, wholly or partially. The decision about their institutionalisation has been made by a guardian, usually a relative, often against the person’s will or without their informed consent. As one example, according to a European Union Agency for Fundamental Rights research study, in Bulgaria and Slovakia almost all people living in institutions are deprived of their legal capacity. The director of an institution generally acts as guardian for all residents.34 In some cases, the placement of persons with disabilities in institutions has been motivated by relatives’ own interests, for example concerning property ownership.35

    Another example from Italy shows that institutionalisation is still widespread. Placement in institutions is allowed by law and implemented by tutelary judges, guardians and support administrators, without having consulted and obtained the consent of the person concerned.36

    
    
      Institutionalisation and abuse in Poland

    
    “My child’s nightmare lasted around a year and a half. She was beaten and locked in a caged bed, sometimes for the entire day or even two days.”

    This is how a mother described the ordeal her daughter Kasia (pseudonym) went through in a residential institution for girls and women with intellectual disabilities in Jordanów, a small town in southern Poland. Having entered two months before her 18th birthday, when Kasia was removed from the institution almost two years later, her family said she was barely able to speak or walk, a side effect of the medication she was given.37


    The deprivation of legal capacity also results in the lack of direct access to the justice system, meaning people are unable to challenge their institutionalisation and leave. As noted above, those confined to institutions can be subject to inhuman and degrading conditions38 and the use of solitary confinement, seclusion, chemical and mechanical restraints sometimes lead to their death.39

    


    
      Institutionalisation and forced sterilisation in Austria

    
    Institutionalisation can also make women more vulnerable to sterilisation, as in the case of a 34‑year‑old woman from Tyrol (Austria). In 2009, she was forced to sign the consent form for her tubal ligation without reading the terms of the surgery. Further, the institution threatened her with expulsion from their care if she did not have the surgery. Unable to challenge their authority and dependent on their care, she was sterilised. Reflecting on the surgery, she said “I no longer had trust in people, I was so disappointed and so hurt. I don’t feel like a woman anymore.”40


    In some of its jurisprudence, the ECtHR has condemned the detention of persons with disabilities in psychiatric hospitals and the lack of remedies available to them to challenge incapacitation decisions, which led to their institutionalisation. This includes the 2012 judgment in the Stanev v. Bulgaria case.

    
    
      Detention in psychiatric hospital in Bulgaria: the Stanev v. Bulgaria case

    
    Mr. Stanev, a man with a psychosocial disability, was deprived of his legal capacity and placed under partial guardianship of a government worker at the request of his relatives. The guardian placed him in an institution against his will where he was subjected to poor living conditions and physical violence. Mr. Stanev had no ability to challenge this situation as he could not initiate any legal proceedings, including a proceeding to have his guardianship lifted, without his guardian’s consent. The Court found that Mr. Stanev had been unlawfully deprived of his liberty, subject to degrading treatment, and denied the right to a fair trial. Significantly, it also recognised that an individual’s legal capacity is vital for the exercise of all human rights and fundamental freedoms.41

    
    
    


    
      Summary

    
    
      	Deprivation of legal capacity is pervasive in Europe and it leads to a serious, recurrent violation of human rights.


      	Women with disabilities are more likely to be deprived of legal capacity and have their rights violated because of it.


      	Despite this, the legal system — including the European Court of Human Rights — does not fully apply the CRPD’s interpretation, leading to accepting violations of the rights of persons with disabilities as lawful.


      	The most remarkable human rights abuses enabled by deprivation of legal capacity include forced and coerced treatment; forced sterilisation, contraception and abortion that in turn enable sexual abuse and exploitation; and institutionalisation that leads to violence, abuse and neglect.
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      Chapter 5:
Promising practices
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    In addition to addressing the legal framework’s shortcomings described in the preceding chapter, EU Member States should ensure that policies enable supported decision‐making arrangements in line with the CRPD. Governments should also develop and promote tools to support the collection of free and informed consent, and foster dignity and autonomy in health care setting, including mental health care.

    
    
      Moving from substitute to supported decision‐making

    
    Chapter 2 outlines the key elements for rights‐respecting supported decision‐making systems. The UN Special Rapporteur on the Rights of Persons with Disabilities has identified some key elements regarding policy frameworks governments should incorporate, including:1

    
      	a comprehensive system to coordinate access to supported decision‐making, including in rural and remote areas;


      	promoting the creation and sustained operation of community‐based supported decision‐making alternatives;


      	ensuring adequate resources;


      	promoting pilot projects;


      	undertaking or promoting research on supported decision‐making.


    

    Governments must actively involve and consult persons with disabilities and their representative organisations in the development of relevant laws, policies, and programmes.

    A number of promising practices in supported decision‐making exist and are emerging in some EU Member States, including programmes organised by governments as well as ones led by civil society organisations. This chapter describes a few examples of different types of services.2

    
    
      Sweden: Personal Ombud Programme

    
    The Personal Ombud system in Sweden is one model of supported decision‐making, in which an individual provides support to a person with psychosocial disabilities.3 In 2000, the government established it as a nationwide system with approximately 300 ombudspersons who support 6 000 to 7 000 persons with psychosocial disabilities.4 The support offered is voluntary, highly flexible and adaptable to the specific requirements of the person with a disability. The ombudsperson works at the request of a person with a disability and adapts to their needs and schedule, meeting them at home or other convenient locations. They assist in areas including health care, housing, access to services, employment, family issues, and assisting people who would like to challenge the partial guardianship still legal in Sweden.5 The system operates under an overarching Personal Ombudsman management body consisting of representatives from local government, primary care and psychiatric health services, employment and social insurance services, local advocacy groups and/or organisations of people with lived experience.6 Research has found key positive benefits, including improved well‐being and independence for persons with disabilities and less cost on the social service system.7 In March 2024, the CRPD Committee recommended that Sweden review the programme to consider its application to all persons with disabilities and to ensure national coordination and consistency across municipalities.8

    In Catalonia, Spain, the organisation Support‑Girona provides assistance based on a similar model.9

    
    
    
      Finland: Open Dialogue

    
    The Open Dialogue model is a practice originally developed in Finland, as an alternative to the traditional mental health system for people diagnosed with psychosocial disabilities. It is an example of community‐based mental health support programme. This approach respects the decision‐making power of the person concerned, including about where to meet, and engages the person’s network of family and friends. The approach is not medicalised, is flexible and adapts to the changing needs of the person. A strong emphasis is placed on transparency in treatment planning, and on decision‐making processes respecting a person’s will and preferences and safeguarded from undue influence. It also enables the members of the network to openly voice and reflect on their thoughts and feelings. Such support enables the person to retain their legal capacity and to make the final decision on, for example, their treatment, after exchanges and reflection within the group.10

    
    


    
      Various Countries: Personal Assistance Budgets

    
    Several European countries have Personal Assistance Budget systems, which, while not exactly a supported decision‐making system, can be significant in increasing opportunities for persons with disabilities to make decisions about their lives.11 A Personal Assistant Budget is a user‐centred funding mechanism, in which an amount of money is given to a person with a disability by the public authorities. It is for the person to decide how to use this budget to meet their support needs and arrange the support. Czechia, Ireland, Italy and Spain are currently implementing initiatives in line with the personal budget model. Finland and Sweden have already introduced Personal Assistance Budgets in national law and have been adapting and extending the model.12

    However, budgetary cuts often threaten such programmes. The region of Flanders in Belgium was implementing a personal assistance budget under which the holder was deciding who works as an assistant, for which assignments, at what time, and where and how the assistance would take place.13 However, insufficient budget or a potential budget cut may threaten the programme and the payment of the personal budget. The organisation GRIP reported that the government does not invest enough financial means to put the right to support to personal assistance in practice and that there are no actions to make sure there are enough good personal assistants in the labour market. There are also fears that potential budget cuts will threaten the programme in Finland.

    
    
    


    
      Understanding and collecting free and informed consent

    
    As noted above, informed consent for medical and other services is an essential component of enjoying the right to legal capacity, as well as other rights, including to bodily integrity, and the right to be free from inhuman and degrading treatment.

    The Special Rapporteur on the Rights of Persons with Disabilities has noted that providing support to persons experiencing an emotional crisis and severe distress can pose certain difficulties in obtaining informed consent. However, the support paradigm offers a rights‐based approach.

    
    
      Training and material

    
    The development of training and material on legal capacity and consent can support professionals, families, friends and other persons in contact with persons with disabilities, to respect the autonomy, as well as the will and preferences of the person with a disability, even in situation of crisis.

    In 2019, the WHO published its QualityRights materials for training, guidance and transformation14 to build capacity among mental health practitioners, persons with disabilities, families, care partners and others, on how to implement a human rights and recovery approach in the area of mental health in line with the CRPD and other international human rights standards. The training materials include a core training, covering human rights principles as well as legal capacity. They also include specialised trainings, for example on supported decision‐making and advance planning, and a course for transforming services.

    Many organisations of persons with disabilities and other civil society organisations developed their own tools to promote autonomy and free and informed consent.

    Ensuring that persons with disabilities know and understand their rights is an essential part of guaranteeing informed consent. In Belgium, the association Esenca developed a toolkit on contraception and sterilisation aimed at persons with disabilities and their support persons,15 including a version in Easy to Read.16

    
    
    
      Advance planning

    
    Advance plans (or advance directives), allow persons with disabilities to give instructions on how to deal with future emotional crises and/or to appoint a person to support them in those circumstances.17

    
    
      Difference between powers of representation (or “private mandate”) and advance plans

    
    Advance plans or advance directives are different from a power of representation or private mandate.

    The terms “power of representation” or “private mandate” are used to refer to such power that may be granted by an adult, under a contract, or a unilateral act, to be exercised when the grantor is not in a position to act in their interests.

    An advance directive or “living will” is an instruction given by a person, when they still have full capacity, providing guidelines in case the person becomes unable to express their preferences. Such directives may relate to health care and end‐of‐life decisions.

    It may be that an adult grants a private mandate and also issues advance directives.


Much of the research on advance directives in Europe appears to focus on the frequency of their use, primarily in the context of end‐of‐life decisions. Overall, the use of advance directives or advance care plans remains low in Europe, with some variation across countries, due to lack of knowledge or bureaucratic obstacles, among other reasons.18

    A study in Portugal found that there were positive attitudes among the population towards advance care planning and noted the importance of community‐based practices in encouraging the use of advance directives tailored to individuals and responsive to their needs. It found that “Community‐based initiatives are a promising roadmap for bringing planning options to a broad audience, tailoring programmes to meet the distinctive social, cultural, and religious needs of the particular populations they serve.”19

    
    
      Psychiatric advance directives

    
    Research in recent years in a variety of countries on psychiatric advance directives (PADs) has found a 25% reduction in compulsory admissions for psychiatric treatment for people with PADs compared to usual care, and that PADs lead to an improvement of “empowerment and self‐determination, awareness, comprehension and appropriation of symptoms and partnership.”20

    In Europe, a participatory research study in Marseilles, France, between January 2019 and June 2021 among people diagnosed with psychosocial disabilities and with PADs facilitated by a peer, found a 32% reduction in forced admissions among people with PADs, compared to those without. Those with PADs also exhibited lower self‐perceived symptoms, greater empowerment and higher recovery, according to the study. The study also noted the importance of encouragement, explanation and facilitation among peers and individuals with disabilities in the creation of a PAD. It concluded that involving peer workers in the completion of PADs supports the current shift of mental health care from substitute decision‐making to supported decision‐making.21

    
    
    
    
    
      Autonomy and support in mental health

    
    Respect for the right to legal capacity also involves respecting people’s right to consent to or refuse treatment.22 In the mental health service context, this means that mental health systems and services must shift away from a more medical model, which relies on diagnosis and medication, to include a holistic and community‐based approach. A person‐centred, human‐rights based approach considers people in the context of their whole lives, respecting their will and preferences in treatment, implementing alternatives to coercion, and promoting people’s right to participation and community inclusion. The WHO asserts that countries that apply this approach “will vastly improve not only the lives of people with mental health conditions and psychosocial disabilities, but also their families, communities and societies as a whole.”23

    Known as the “recovery approach”, this paradigm aims to address the full range of social determinants that impact people’s mental health, including relationships, education, employment, living conditions, community and other aspects. Rather than isolating and controlling a person with disabilities, the recovery approach focuses on connectedness; hope and optimism about the future; rebuilding or redefining a positive identity; pursuing a meaningful life; and empowerment through personal responsibility.24

    Community‐based mental health services have been shown to reduce the use of forced medication, restraints and forced placement in facilities. They also promote decision‐making and informed consent for treatment by persons who are most at risk of being subject to coercive practices. Community‐based mental health services can take different forms, including crisis services, community outreach, peer support, hospital‐based services, supported living services and community mental health centres.25

    
    
      Open Dialogue approach

    
    The Open Dialogue approach, described above, is one example of a community‐based approach to supporting people with psychosocial disabilities. The Trieste network of community mental health services in Italy is also founded on a human rights‐based approach, to support and involve a network of community mental health centres, active 24 hours a day, 7 days a week. The network aims to support persons with disabilities, including those who experience severe distress. Each person using a community mental health centre is assigned a small multidisciplinary group of staff, that becomes responsible for their care and support. The centres are also available to people who wish to visit periodically for individual and group therapy sessions and meetings, medication support, informal contact with others, or to share a meal together. Community mental health centres also provide outreach activities, home visits, crisis support at home, and support for individuals to access education, employment, social or leisure‐related services in the community. The service has resulted in a reduction of coercive measures and better outcomes for persons with psychosocial disabilities, including fewer relapses and improved integration into the community.26

    On a smaller scale, the Kliniken Landkreis Heidenheim is a mental health clinic, located in a small rural town, Heidenheim, in south‐west Germany. It is a flexible, user‐oriented and community‐based mental health service to support people with psychosocial disabilities and prevent coercion. All services are available without delay or waiting lists, including outpatient services, inpatient services, day clinics, and home treatment and support, as preferred by the user. Service users select from the therapeutic activities offered, which include group and individual psychotherapy, peer support, social assistance, and art, dance/movement and occupational therapy. In addition, it has direct links with community groups and social service providers.27

    
    
    
    
      Summary

    
    
      	Despite the stark environment, there are promising practices that can be scaled up and replicated.


      	These include personal ombuds, advance directives, as well as adapting training and material to guarantee free and informed content.


      	There are also specific practices to guarantee mental health care, that focus on a holistic recovery model and on community living, instead of medicalising. These practices includes the Open Dialogue approach and community‐based clinics.
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    As this report shows, persons with disabilities continue to be deprived of their legal capacity all over Europe. As a result, they are not allowed to make decisions about their lives and face numerous human rights violations. This goes on despite the ratification of the CRPD by all European countries and the European Union itself.

    Most European countries, including all EU countries and the European Union itself, failed to adopt measures to promote and protect the legal capacity of persons with disabilities. Worse still, the European Commission proposed a law — the regulation on the protection of adults in cross‐border situations — which explicitly violates the right to legal capacity by recognising deprivation of legal capacity and placement in institutions and hospitals.

    The Council of Europe has also been developing a draft additional protocol to the Oviedo Convention on Bioethics, which is not compliant with the CRPD. In addition, the European Court of Human Rights (ECtHR) failed several times to ensure human rights standards as ambitious as the CRPD in its jurisprudence.

    This is in stark contrast with other international organisations. The CRPD Committee, UN experts and the WHO have developed more guidance and material to support countries in their obligation to protect this right, such as the Quality Rights initiative of the WHO.

    Positively, some countries and regions have developed and are developing policies and projects to support the transition from substitute to supported decision‐making regimes. Much more is still needed, however, to make the right to decide a reality in Europe.

    The European Disability Forum calls for strong actions by European countries, the European Union and the Council of Europe.
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      European Countries

    
    Legislation and policy:

    
      	Abolish all forms of substituted decision‐making and ensure that supported decision‐making is enshrined in law and policy.


      	Ban coercive measures, including forced treatment, placement, sterilisation, abortion and contraception.


      	Adopt measures for the deinstitutionalisation of persons with disabilities and provide support for independent living and community‐based services, with time‐bound targets for the number of people entering and leaving institutions. Information about the measures and the targets should be made public and easily available, and the results should be monitored to assess the progress of the country’s transition from institutional to community‐based living.


      	Review laws and policies to align them with Article 12 of the CRPD.


      	Oppose the adoption and implementation international and European laws and policies that violate the autonomy and legal capacity of persons with disabilities.


    

    Support for autonomy and decision‐making:

    
      	Invest in measures supporting the autonomy and the independent living of persons with disabilities.


      	Provide better‐targeted support for autonomy, available free of cost to those who need it.


      	Budgets for personal assistance should be delivered directly to the person with disabilities to facilitate their control.


      	Ensure that service providershave sufficient resources, are trained on the CRPD, autonomy and support, and that they are monitored for CRPD violations.


    

    Trainings for professionals:

    
      	Develop and implement trainings for professionals that are in contact with persons with disabilities at national, regional and local levels.


      	Focus trainings on autonomy, free and informed consent, will and preference, and the CRPD.


      	Prioritise training for legal professionals (including judges), medical professionals, families and support persons.


    

    Opposition to international or European laws and policies that do not comply with the CRPD:

     Policymakers should question proposals, call for amendments, and oppose adoption if they are not CRPD‐compliant.

    Involvement of representative organisations:

    
      	Representative organisations of persons with disabilities, including self‐advocate organisations and those for persons with intellectual and psychosocial disabilities, must be closely involved and consulted.


      	Pay particular attention to older people, including those with dementia, and women with disabilities.
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      European Union

    
    Legislation and policy:

    
      	Ensure new legislative or policy proposals, as well as funding programmes, do not violate Articles 12 (Equality before the law), 14 (Liberty and security of the person) and 19 (Living independently and being included in the community) of the CRPD.


      	Amend the European Commission’s proposal for the Regulation on the Protection of Adults in Cross‐border Situations proposed by the European Commission, as its original text violates the CRPD.


      	Revise European Election Law to ensure voting and candidacy rights for all persons with disabilities, regardless of legal capacity.


      	Criminalise forced sterilisation, in line with the Istanbul Convention on combating violence against women and domestic violence.


      	Revise any current law or proposal not aligned with Articles 12, 14 and 19 of the CRPD.


    

    Guidance and support to EU Member States:

    
      	Provide guidance on the right to legal capacity and supported decision‐making.


      	Provide guidance on deinstitutionalisation and support to independent living and community‐based services, and link this guidance to the rules governing the use of EU Cohesion funding in the Member States.


      	Facilitate the exchange of good practices to support Member States in legal capacity reforms.


      	Adopt recommendations against coercion in various areas.


    

    Research:

    
      	Collect data on deprivation of legal capacity and coercive measures.


      	Conduct research on effective supported decision‐making regimes and existing measures to collect free and informed consent.
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      Council of Europe

    
    Withdrawal of draft additional protocol to the Oviedo Convention:

    
      	Withdraw the proposed draft additional protocol to the Oviedo Convention dealing with involuntary treatment and placement in psychiatry and violating the CRPD.


      	Focus on the adoption and implementation of strong recommendations on autonomy in mental health settings.


    

    Support for legal capacity and prevention of coercion:

    
      	Support the exchange of good practices to ensure the legal capacity of persons with disabilities.


      	Promote initiatives aiming to end coercion in all areas of life.


    

    Action against coercion faced by women and girls with disabilities by the Council of Europe Group of Experts on Action against Violence against Women and Domestic Violence (GREVIO):

    
      	Adopt strong recommendations to end coercion faced by women and girls with disabilities.


      	Pay particular attention to coercion of women and girls with disabilities and adopt targeted recommendations to end coercion, when evaluating the implementation of the Istanbul Convention by countries.


    

    Respect for disability rights by the European Court of Human Rights:

    
      	Refrain from adopting judgments that do not respect disability rights as enshrined in the CRPD.


      	Ensure consistent reference to the CRPD in judgments related to cases involving persons with disabilities.
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    Stay updated with our actions:

    LinkedIn

    Twitter

    Youtube
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    Facebook
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