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Foreword
The World Network of Users and Survivors of Psychiatry (WNUSP) is the international 
organisation of users and survivors of psychiatry and people with psychosocial 
disabilities. It was established in 2001 to represent users and survivors worldwide and
promote their human rights and interests.  In its Statutes, “users and survivors of 
psychiatry” are self-defined as people who have experienced madness and/or mental 
health problems, or who have used or survived mental health services.  Some WNUSP 
members identify as people living with psychosocial disabilities. 

This Report documents the events of the Cape Town meeting of 2013, which was an 
integral part of a capacity-building project called Strengthen our Voices.  Included are 
the results of a Research Survey that many WNUSP members generously contributed 
towards. Strengthen Our Voices brought together activists, leaders and experts from 
our global movement. One of the main goals was to develop practical recommendations 
for the WNUSP Board, the democratic decision-making body of the World Network. You 
can read these Recommendations in the last chapter of the report. They have been put 
forward in the hope that they will make a constructive impact in the critical period 
leading up to WNUSP’s next General Assembly and beyond.  

We think the meeting in Cape Town will have important and lasting consequences. It 
was a rare opportunity for WNUSP participants to convey regional concerns in depth
and reach new understandings about our international advocacy and organising. This 
process was undoubtedly possible because it was controlled by users, survivors and 
people with psychosocial disabilities ourselves. The decision to facilitate our own 
process was not an easy one in the face of recommendations to the contrary, but it led to 
a richer and more transformative discussion than could have been the case otherwise.
As one participant put it, “Something that Cape Town taught me:  it is possible to follow 
our own instincts and intuitions, to be guided by inner wisdom, to trust ourselves and 
come out with something precious. “ 

We hope that you enjoy this Report and welcome your comments and questions about 
the work of building our World Network. This task continues, driven by the voices and 
efforts of users and survivors of psychiatry and people with psychosocial disabilities 
and their groups around the world. Please visit the Strengthen our Voices blog at 
http://wgwnusp2013.wordpress.com/ and our WNUSP facebook page for regular updates.

Annie Robb and Debra Shulkes

Drafters of “Strengthening our Voices: A Report on the WNUSP Cape Town Seminar of 
2013”
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1.Bringing our Voices to Cape Town
Between 13th and 18th of May 2013, 18 participants in the World Network of Users and 
Survivors of Psychiatry (WNUSP) gathered in Cape Town, South Africa for an historic 
information-sharing and strategy-building seminar. The name of this event was 
“Strengthening Our Voices“. This report tells the story of this important meeting held 
in a place of deep significance for campaigners for equal human rights and freedoms. It 
also shares some of the most promising outcomes. 

The Cape Town seminar brought together individual experts, activists and leaders from 
the grassroots political movement of users and survivors of psychiatry and people with 
psychosocial disabilities in five world regions: Asia, Europe, Latin America, North 
America and the host continent Africa. It was a unique occasion to share and debate 
opportunities and barriers for advocacy and to build towards an enhanced strategy to 
promote and protect the rights of all our people internationally.

This introduction sets the scene for the five days of our meeting in Cape Town.

Background: Why Strengthen Our Voices?

The Cape Town meeting was a milestone in a WNUSP Capacity-Building Project that 
began in early 2013 and is now nearing completion. Called “Building the Network of 
Users and Survivors of Psychiatry (WNUSP)“, this Project aims to strengthen WNUSP so 
that it can effectively carry out its purpose of being a global forum and voice for the 
rights and interests of users and survivors of psychiatry and people with psychosocial 
disabilities.

This goal comes at a critical moment of growth and change in our international 
movement after the adoption of the United Nations Convention on the Rights of People 
with Disabilities (CRPD) (2006), which WNUSP co-developed.  It answers a call for a 
strong and united international movement of our people to advocate in the human 
paradigm and effectively challenge violations and marginalisation.

This Project is helping to build up the capacity of WNUSP with these expected outcomes:

• WNUSP will have a clear direction. 

• WNUSP will have an improved organizational structure.

• WNUSP will have a Strategy and Action Plan.

• WNUSP will grow its membership.

• WNUSP will have a deepened understanding and knowledge of the needs of 
users and survivors and people with psychosocial disabilities.

• There will be increased ownership of WNUSP by its membership
Strengthening Our Voices was the culmination of a five-month effort to amplify the 
voices of users, survivors and people with psychosocial disabilities at the grassroots in 
the regions and bring them to the very fore of WNUSP’s agenda. This included a baseline 
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research survey “This is My Voice!“ inquiring into the concerns, needs and expectations 
of WNUSP’s constituency. It also entailed the appointment of a Working Group of eight 
highly diverse activists and organisers from the five regions whose mandate was to plan 
and advise on the Project. This group was steered by Project Co-ordinator Annie Robb 
of Ubuntu Centre, WNUSP’s member organisation in South Africa. 

The Working Group

  

Key: The members of the Working Group, from left to right above, were Michael Njenga (Kenya), 
Salam Gomez (Columbia), Tina Minkowitz (USA), Moosa Salie (South Africa), Gabor Gombos 
(Hungary) Bhargavi Davar (India) Annie Robb (South Africa) and Debra Shulkes (Czech Republic)

The Working Group held regular Skype meetings to develop and plan the 
Strengthening Our Voices meeting.

Our vision was a roundtable where movement activists, leaders and experts from across 
the regions could communicate their knowledge, priorities and core values and share 
technical skills and experiences in advocacy, law, organisational development and 
research. The hope was to move towards common recommendations of

 A clear vision and direction for WNUSP that reflects the concerns of users, 
survivors and people with psychosocial disabilities around the world

 The organising structure(s), policies and procedures needed to realize that 
vision.  

Our Principles and Priorities

Drawing on insights and approaches from different corners of the globe, the Working 
Group developed some basic principles and priorities for the Cape Town meeting:
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1. Hearing Voices at the Margins

We committed to creating space for the voices of those who are often missing or 
marginalised in the international user/survivor movement. This meant:

 Ensuring a good gender and age balance among the delegates. 

 Special attention to the representation of younger people whose absence from 
WNUSP forums is striking.

 A two-thirds majority of participants should be Global South delegates, 
addressing the long-time domination of WNUSP’s agenda by the advocacy of
users and survivors from the Global North.  This could enable more diverse 
South voices to be heard.

Despite these efforts, we were conscious of those whose perspectives were missing 
from our discussion. Language was a significant barrier, and the participation of those 
who did not know English—WNUSP’s main language—was restricted; our budget 
allowed for only limited Spanish interpretation. No voices were present from some 
regions (e.g. the Pacific, the Middle East, French-speaking Africa, much of Asia) where 
WNUSP lacks strong ties with local users/survivors or people with psychosocial 
disabilities.  

We agreed that these people must not be spoken for. Instead, their absence should be 
publicly observed as a concern. 

2. Building from the Grassroots 

It was vital to root our work in the issues and concerns of grassroots users, survivors, 
people with psychosocial disabilities and their organizations. Therefore delegates of 
each region were asked to give a presentation about the most important challenges 
facing their people locally and to outline their advocacy goals. 

3. Taking Forward Our International Human Rights Advocacy

We also saw the need to share information widely about WNUSP’s breakthrough 
advocacy with human rights instruments, especially the CRPD, in the United Nations
and other forums. The Seminar was a key chance to shine a light on what had been 
achieved and discuss how to extend and deepen this work globally and protect its 
future.

4. Fostering the Global North/South dialogue 

It had become clear that diverging approaches were being developed by 
users/survivors and people with psychosocial disabilities in the North and South in the 
face of different conditions. We recognised with concern the potential for a rift within 
the movement based on these global asymmetries.

Creating a safe space at our Seminar for North-South dialogue was essential. It was 
especially important to speak of external pressures on solidarity and unity such as 
regional and national partnerships and alliances. Sensitive facilitation and ample time 
were needed for this dialogue.
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2.The Seminar

Several side events filled out our Seminar in Cape Town. They were:

 A tour of Robben Island, where Nelson Mandela was jailed for many years and 
where the first lunatic asylum was built in South Africa.

 A meeting with South Africa’s Deputy Minister of Women, Children and People 
with Disabilities during which WNUSP’s International Representative presented 
WNUSP’s work .

 A dialogue with the United Nations Special Rapporteur for Disability Shuaib 
Chalken and a session with a donor representative.

You can find details of these events in Chapters 7 and 8 of this Report.  The main focus 
of the Cape Town delegates though was our work together on WNUSP’s strategic 
development. The Working Group created a four-day programme; it mapped a journey 
in which each day built on the last, adding another guiding question:

Day 1: Reaching Regional Understandings

Our guiding question was: What are the issues Users and Survivors 
face in the different regions represented in the room?

Delegates from Africa, Asia, Europe, North America and South America each gave a 
presentation and answered questions to establish the current realities in each region.

Day 2: The Role of WNUSP

Our guiding question was: What should be the global agenda of 
WNUSP?

With the regional reports still vivid, we drew out commonalities and differences in our 
advocacy and organising challenges around the world. The next step was to identify the 
role of WNUSP and the areas of its advocacy. 

Day 3: Structures to Support WNUSP Global Work

Our guiding question was: How can WNUSP strengthen its advocacy?

Switching to a practical focus, we considered the current way that WNUSP operates. We 
then envisioned  the organising structure(s) needed for WNUSP to achieve an impact.  

Day 4: A Visionary Way Forward

Our guiding question was: How do we take WNUSP's work forward?

We reflected on alliances, partnerships and donor issues and their impact in the Global 
North and Global South. Our final task in Cape Town was to set out our
recommendations for a stronger WNUSP and to discuss the vision emerging.
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The four days of discussion ended with a walk on the beach and time for reflection and a 
group photograph:  Biographies of all the participants can be found in Appendix 2 of the 
Report.
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3.Reaching Regional Understandings
To assist WNUSP to reach an understanding of the diverse experiences and challenges 
faced by users and survivors and people with psychosocial disabilities in the 5 regions 
represented at the Seminar, presentations were prepared and shared on the first day. 
This exchange of knowledge laid the foundations for increased understandings and 
enhanced cooperation needed to strengthen the capacity of the World Network.

The structure of the Regional Presentation was a 15-minute presentation, followed by a 30-minute 
discussion and 15-minutes identifying the key advocacy issues. The presentations focused on the 
following core question:

What are the issues Users and Survivors face in the different regions 
represented in the room?

Africa
The presentation was given by Michael Njenga from Pan 
African Network of Users and Survivors of Psychiatry. 
Michael is the Programme Coordinator of USP Kenya. 

A brief Background was given of the Pan African Network of 
Users and Survivors of Psychiatry (PANUSP).  It is a 
continental organisation established (2005) to represent the 
legitimate voice of people with psychosocial disabilities in 

Africa and aims to increase continental solidarity amongst organizations that promote 
and protect the rights of people with psychosocial disabilities. PANUSP has member 
organizations in Kenya, Rwanda, Uganda, Ghana, The Gambia, Malawi, Zambia and 
South Africa. 

PANUSP aims to increase continental solidarity by embracing the available legal 
frameworks such as the Convention on the Rights of People with Disabilities (CRPD) 
and also building the capacity of member users and survivor organizations. For 
example, in 2011 PANUSP had a capacity building meeting in Cape Town focusing on the 
CRPD, speaking about disability in respective Countries and looking at this in respect of 
the Constitutions of our respective countries. 

PANUSP work is based on the following background:  The human rights of people with 
psychosocial disabilities largely remain unaddressed and ignored in Africa.  As probably 
noted recently is the Human Rights Watch Report on the prayer camps and conditions 
in Ghana, West Africa, people with psychosocial disabilities are chained, tied up, 
subjected to violence and maintained in appalling conditions, suffering extreme stigma
and discrimination in many communities on the Continent. And this is where we say 
that many of the abuses do not occur in institutions but in the community. Most people 
are not accessing services within institutional settings. Other issues include lack of
access to justice and barriers in education where people with psychosocial disabilities 
do not adapt to the education system and people with psychosocial disabilities often 
drop out of university or are expelled. Unemployment, the right to be included and
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participate in the community without discrimination and freedom from violence and 
abuse are all overlooked. The issue of political participation is another huge challenge 
where there are so many laws in Africa where it says that people of “unsound minds” 
cannot vote. There are efforts in Ghana to get people in institutions to vote. We aim in 
Kenya, that in the next 5 years our people will be able to vote.  The issue often has to do 
with voter registration and the question asked is how does a registration clerk know 
whether I have a psychosocial disability? We view “unsound mind” as a very vague 
concept from a legal perspective and there is a right to participate in the community 
without discrimination. There is also a lot of violence and abuse perpetuated against 
our people with psychosocial disabilities in our communities. 

The Approach of PANUSP

Fundamentally we believe in building the capacity of u/s to understand their rights so 
that they can claim those rights. If people in the community do not know their rights 
they will accept anything that is given to them. They will believe that forced medication 
is OK and just accept – so that is why this is one of our principles.

Without building U/S awareness of their rights and how to articulate them, stereotypes 
will persist and stigma will remain. Human rights abuses will continue unmonitored 
and ignored. This results in unequal and limited access to protection. 

Because of the extreme marginalization of people with psychosocial disabilities in 
Africa, there is a need therefore for strategic relationships to promote and protect the 
human rights of persons with psychosocial disabilities in Africa. Examples will be given 
of working with National Human Rights Institutions (NHRI’s), and in the cross-disability 
movement whether this is to promote our fundamental freedoms and rights or to target 
particular discriminatory practices. 

Challenges faced by Users and Survivors in Africa

There are many challenges faced by Users/Survivors in Africa. The following are core 
and key:

 Marginalisation of our voices at the community, national and international level 

 Human rights violations within the community and institutional settings 

 Archaic and outdated Mental Health Legislation

 Stigma and discrimination 
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 There are barriers to knowledge sharing and communication 

But importantly:

 Rampant Poverty intersects at all levels. In rural areas where peer support is 
done, people want something more that talking about their issues. At the end of 
the day, they want to know what are they to eat? We need to start thinking about 
issues of social protection and we also have to start thinking of issues of 
sustainable livelihood of the people if we want to provide peer support.

There is the whole issue of exploitation when we are working with international 
organizations which results in marginalisation of their voices at the community, 
national and international level. 

At the community level, users and survivors and people with psychosocial disabilities 
are not able to participate effectively within their community networks due to high 
stigma and discrimination.  

Users and Survivors are not well coordinated and empowered at the grassroots level. It 
is the result of how the user and survivor organizations are poorly structured. And we 
find the doctors and professionals, coming from the medical model, may not understand 
the human rights discourse. It is these doctors and professionals that are articulating 
the issues and they are saying that they are building the capacity of the users and 
survivors and people with psychosocial disabilities, but they do not raise the issues and 
this leads to further marginalization.

At the National level, it is very difficult to participate. This is why we argue that strategic 
relationships are necessary. We have examples where Kenya, South Africa and Malawi 
have relationships with the National Human Rights Institutions’ (NHRI’s) and the cross 
disability movement. It gives you a lot of leverage to participate in processes.  And again 
we need to look at professional organizations that are powerful at this level.  An 
organization will be there and claim that they represent 10 000 users and then the 
simple question to them is “Where are those users?” “How come you cannot bring one of 
those users to the meeting?” “How can you claim that you have been building the 
capacity for the last 10 years and yet you cannot bring one of those users?” This is a 
critical issue that must be addressed and this is a huge issue when mental health 
legislation is to be addressed. 

Exclusion from legislative processes, poor representation within government structures 
and lack of political goodwill is a challenge to be faced.
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At an international level, the global North factor and international organizations are 
purporting to represent the global south Global North organizations come to work in 
Africa and then purport to represent our issues. They do not know how we live or relate 
in Africa.

Human rights violations within the community and institutional 
settings

In the community setting, verbal, physical, sexual abuse, and deprivations of liberty 
such as chaining and being locked up are experienced. In institutional settings, there is 
abuse, physical and verbal, which is a very serious offence at grassroots level, from the 
professionals (nurses, doctors and support staff) and fellow patients. Forced treatment 
and deprivation of liberty violate rights.

Archaic and outdated Mental Health Legislation

Current drafts are versions of draft template laws introduced by World Health 
Organization (WHO) at the start of the century before the CRPD was adopted. They are 
not compliant with the CRPD and continue to be promoted. This template is an 
“improved” version of archaic laws often dating back to the turn of the 20th Century. 
They do not however embody the paradigm shift required by the CRPD. There is a lack 
of a legal capacity framework, which makes concepts in these laws and bills that rest on 
how legal capacity is addressed, flawed in the following area: 

 consent to treatment (very problematically qualified and used interchangeably 
with consent by un-appointed others), 

 confidentiality disregarded on the basis of best interest principle, 

 wide margins for involuntary and emergency admission, 

 conflation of the rights of carers and individuals, 

 continuation of seclusions and restraint, 

 provisions around prisoners with psychosocial disabilities

 continued use of archaic rights violating guardianship models for example in the 
administration of property or other assets 
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Then there is the whole issue of moving from institutions to community care, and we 
cannot see any clear framework in this. Other problems are the technical skills of the 
drafters, no support from the cross-disability movement and then we find other 
organizations just bring users to validate the process.

Extreme Poverty

Users and Survivors in Africa live in deplorable and degrading conditions due to 
extreme poverty.  This is aggravated by the following factors:

 Social exclusion from family, friends and society in general

 Lack of social support from the State e.g. social protection, cash transfer 
programs

 Limited education and employment opportunities

 Lack of sustainable livelihoods 

 Stigma and discrimination is cross cutting on all these issues

Knowledge sharing and communication is a huge challenge as to what is happening in 
other countries.

Opportunities for advocacy in Africa

 Strategic advocacy with Government and collaboration with NHRI’s 

 International engagements e.g. with UN and associated bodies such as WHO and 
international NGO’s

 Use of the PANUSP website and other social media

Examples of strategic advocacy with NHRI’s in Africa

In South Africa:
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Ubuntu, holds a seat on the Section 5 Disability Committee. According to the South 
African Human Rights Commission (SAHRC)Act 54 of 1994, legislatively constituted 
bodies can be created to address particular human rights concerns of the nation. 

In 2012 the SAHRC, through its ongoing collaboration with this Committee forum, was 
instrumental in coordinating consultation between the psychosocial disability sector 
and the South African Law Reform Commission in the drafting of the Supported 
Decision Making Bill.

In Malawi:

The Malawian Human Rights Commission conducted a monitoring exercise of Mental 
Health Facilities.  Included in the monitoring team was a member of the PANUSP 
Malawian organization. This Report will serve as a powerful advocacy tool to highlight 
and raise awareness of the current conditions in mental health care facilities and the 
legislative inadequacies of the colonial 1948 Act that governs the mental health sector. 

In Kenya: 

Users and Survivors of Psychiatry in Kenya (USPKenya) is currently working with the 
Kenya National Commission on Human Rights (KNCHR) in the following areas:

The Legal Aid Bill 2012 which provides an opportunity to ensure access to justice for 
persons with insufficient means to pay for legal services and those marginalized or 
more vulnerable than others to injustice. Other work done in collaboration with 
KNHRC:

 Development of a suggestion paper on a legal capacity framework.

 Countering discriminatory practices e.g. tax exemption

 Monitoring the rights of Persons with Disability

Other Advocacy Tool:

The Cape Town Declaration of 2011 is a call for the full inclusion and participation of 
persons with psychosocial disabilities in determining their life journeys and for the end 
of discrimination and human rights violations on the Continent has been used as an 
advocacy tool.
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It also recognizes that the alleviation of poverty is inescapably linked to the dignity of 
people on the continent and their mental well being.

Discussion

Question:  “Often we hear that this concept of human rights is a western Northern concept, 
maybe it is not true but many people believe it, do we face this within our movement? Are 
there peers that believe that human rights cannot empower them? If it is so, how do we 
address this issue? How do you envisage reconciling this complexity it demands when you 
describe peer support? Because it also seeks to answer how the person does eat at the end 
of the day? There are extreme demands in a biological sense compared to the issues of 
human dignity and all the other human rights mentioned.”

Response: Yes, that is a question we encounter: “You want to build the capacity of human 
rights and then what?” People do not seem to think that the human rights discourse is 
important. What we try to do is look at the specific challenges faced by people and then 
draw out the specific human rights issues and so when we start the training on human 
rights it is more orientated towards people’s problems at the grassroots rather than 
thinking that these people want to know about the CRPD. We do not want them to end up 
going around quoting the CRPD but rather they understand it as a tool to resolve their 
problems. For example, our work on tax exemptions, it provides that all people with 
disabilities must get a tax exemption from the Kenyan Revenue Office – we saw that most 
people did not know. Our problem was then that people were seeing it as a medical 
condition and not a disability. So we looked at the Constitution, the Kenyan Disability Act 
and then encouraged them to apply.   So we got a group of about 20 together and then 
went to the Kenyan HRC and filed a complaint that we are being discriminated against. 
The Kenyan HRC called a meeting and so we are now in a process of gaining that right. 

There is the argument in Africa that human rights belong to families and the community 
and not to individuals. But in most of the forums we engage do not confront this argument. 
We must also bear in mind that disability rights are seen as soft rights. But this argument 
needs to be parked for discussion amongst the network.

Human rights also demand that we have survival. Women need to be empowered. We 
have many communities where women have been taught not to answer a man. So when 
they raise their human rights, it is said that problems have been brought. So there is the 
issue of basic needs that need to be met and woman are empowered.

Question: Why did you choose to change the name from Pan African Network of Users and 
Survivors of Psychiatry to Pan African Network of People with Psychosocial Disabilities?

Response: One of the reasons we changed the name was that there was no psychiatry in 
Africa and so talking about u/s is very limiting in its scope.  We find it easier to use 
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psychosocial disability when explaining what exactly we are referring to. There is the also 
less resistance from the cross- disability sector. 

Question: I want to ask about the outreach of your network in Africa. So how many 
countries have you reached? We in India work with similar ideas around legal capacity but 
there are great differences across the Continent.  How far is the outreach that could give 
you the great spectrum of differences?

Response:  We are greatly challenged into going into other linguistic zones – we have not 
been able to go into Arab speaking or Francophone regions.  Language is a huge barrier. 
We work in 8 countries with contacts in 3 other countries. But it is mainly East, West and 
South with a huge gap in Central and North Africa.

Question: With reference to young people, this makes me think also of older persons 
because in Europe there are a lot of issues around old age, institutionalization and 
psychiatrization. Because you do not have psychiatry as such an oppressive force in Africa, 
what are the human rights issues you confront with older persons in Africa?

Response: One of the main issues raised is witchcraft that has been a challenge faced by 
older women and this was often linked to issues around land inheritance. Older persons 
with dementia are connected to false accusations of witchcraft and violence and deaths do 
occur. Another feature is that there is no political self-representation of their issues.

It should be noted that we do not have any self-representation by older persons of their 
issues at this forum.

Question: What is Africa’s perspective on Mental Health Bills? 

Response:  That presentation was made on the assumption of the need for mental health 
law, and if it only dealt with health, I would not have a problem with it, but the problem is 
that they deal with issues of property, and a lot of issues that are beyond the scope of a 
MHL. The same threshold for other Health laws must be applied if we have to have that 
particular law. 

In regards to community mental health – what are the time frames?  We cannot be in 
transition for years and years.  What are these services that will be provided in the 
community?  Will they be provided within a human rights framework with free and 
informed consent? What initiatives are being taken by government to develop 
alternatives?

Monitoring is not just in institutions, we need also to look at issues of social protection and 
decision making and this is for all persons with psychosocial disabilities.
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Question: Do PANUSP members have a position on access to more psychiatric medications 
etc. because that is position that is being promoted in Africa. We are often called on to 
take a position in terms of if we want more or less? Most mental health laws are designed 
around involuntary commitment, how do you see laws that only see to the rights and 
delivery of services?

Response: Involuntary treatment is complex and intersects with free and informed 
consent.  As a young man I did not want to take the medicine.  I was not told what the 
medicine was for and so I just stopped taking it. But then I go to the rural areas and people 
tell us that “our families did good to take us to hospital” Asking people why they do not 
want to take medicine, why they do not want to go to hospital etc. [is the issue] and so this 
issue needs to be unpacked. We discussed this in Cape Town and we noted that psychiatry 
haunts our present and that these were practices and ideas that were brought by 
colonizers to the Continent and that we are stuck in this discourse that we recognize as 
Western and not indigenous. 

Increasing mental health is simply seen as providing more medication and this is OK as 
there is none in the community but it must be administered with free and informed 
consent but then the Government must introduce other services because community 
mental health cannot be about medicines only.

The influence of WHO in Africa is very, very strong and you will find a WHO representative 
in every room saying how the Mental Health Bill draft is CRPD compliant and now they are 
even bringing along the Global Action Plan. I do not think that Mental Health Law is going 
to work in Africa and so what role is WHO playing in Africa in trying to make us have 
archaic law? We need a more holistic approach.

An important step to understand the differences across the continent is to look at countries 
that have no mental health legislation so as to have fuller picture. Another subject is to 
have a fuller discussion on CRPD compliant alternatives because if we are to continue to 
critique psychiatry and do not have alternatives – that is limiting our own choices. Sharing 
knowledge and information is thus very important.

Legal capacity is an issue to develop in Africa because what are we talking about in MHL’s 
and access to justice because people may want to move from substituted to supported 
decision making and so we need to know what is this support and what is reasonable 
accommodation. So knowledge around legal capacity is very, very critical to us. 

Final Comment:

Political participation issues, torture, reaching out and including young people and older 
people have not been raised. Also social and economic rights must go hand in hand with 
other rights. Traditional understandings of madness that include witchcraft must be 
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investigated. Indigenous traditional healing does have a place in Africa but knowledge 
around this is ignored and under researched and therefore rendered invisible. We also 
identifying with other groups in Africa that experience gross human rights like LGBTI, 
people with Albinism, people with leprosy, refugees and migrants etc.

Asia 

The Asia presentation was given by Bhargavi Davar and 
entitled: “Trans Asian Strategy Group of Persons with Psycho-
social disabilities”

In Pune April 2013, the “Transforming communities for Inclusion of people with 
psychosocial disabilities: A Trans-Asia initiative” workshop was organized by the Bapu 
Trust and supported by the Foundation of the Open Society Institute. 

The objectives of this meeting were to provide a regional space for people with 
psychosocial disabilities to share, learn from each other, and create strategies for 
inclusion; and to find a common vision for future advocacy on the implementation of 
CRPD for people with psychosocial disabilities, supported by the national cross-
disability movements.

Already you will see that there have been strong alliances that we have depended upon 
for the region. In some countries there is movement forward while in others there is not 
so much especially in the areas of legal capacity and legislation. 

Statement of Purpose:

We called ourselves the Trans Asia Strategy Group and we created our Statement of 
Purpose.

There is a lot of discussion in the region surrounding our identity. We asked questions, 
are we people with mental illness? Are we users or survivors of psychiatry? Are we 
people with psychosocial disabilities? And so we addressed it in this manner:

Human experiences of ‘identity’ are broad and all encompassing, including gender, 
ethnic, professional, creative, recreational, sport, spiritual and other possibilities of 
belonging in groups. 
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There was quite a strong opinion that our identity (as ‘user’ or ‘survivor’) should not be 
determined only in respect of our individual relationship with mental health system. 
When we are calling ourselves users and survivors, we are then already validating this 
system that gave us this identity and that is the medical system. And so we should find 
ways to escape that and have a broader range in choosing our identities. 

Where there are no services, there are no ‘users’ or ‘survivors’ of services.  The reality of 
the region is that where there are no services, therefore there are no ‘users’ or 
‘survivors’ of services. While it may be true of certain regions in India and China, for 
vast areas of Asia there are no services. Also where there are no services, there is no 
forced treatment in the way that happens in some other countries and nations. In some 
countries there are only 20 psychiatrists and barely any institutions. So in those
countries, speaking about forced institutionalization and treatment will only address a 
small number of people who face violations day to day in their community. 

Our purpose is to advocate for the inclusion of persons with psychosocial disabilities in 
the Asian region by using comprehensive strategies of creation of a knowledge base, 
development and sharing of social innovation and skills and public policy advocacy in 
the region. This covers a broad range of things that the group would like to do especially 
in the creation of new knowledge’s in legislation and policies in the Asian regions. We 
know what is happening in one or two countries, but we do not know the scope of work 
that needs to be done in the entire regions. In the scope of social innovation and skills 
we have to look at development and psychosocial disability, and then we also have to 
look at policy, budget allocations and things like that. 

Congruent with the CRPD frame, we are not singularly focused on medical treatment 
issues, either for or against. 

We highlight a range of issues: poverty, social security and inclusion, safety, self-dignity 
and the fulfilment of human rights, liberty and freedoms, education, independent living, 
employment, etc.  The focus is therefore not for or against treatments but we want a 
broader based strategy and practices aimed at inclusion and the different things that 
need to be done in this area.

In further discourse of our human rights, our priorities will be all civil and political 
rights, as we, as a constituency, are at more risk of losing these rights through incapacity 
norms.  Again, in the region, incapacity norms are varied and there is no single norm 
across all countries. For some, for example people in India who have inherited the 
colonial British laws, we have about 200 – 250 laws to be addressed in terms of 
incapacity laws. But in other countries such as Nepal, the laws are there but they are not 
so all encompassing and many have been rendered obsolete through the ways lawyers 
are using those provisions in courts. 
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Health care services, minimally, are already available as part of our choice in most 
countries of the region. 

But we have certain expectations from healthcare services, viz., care and treatment 
should be available based on our choices and freedoms. 

Governments should recognize diversity of needs across the spectrum of mental health 
and psychosocial disability, and enable a diversity of services across the spectrum. 

In most Asian countries, governments are thinking about bringing mental health 
legislation where none exists. There is a variety of legislation that allow for the 
incarceration of people with psychosocial disabilities, and this is not just in mental 
health institutions. In China and India, the old colonial architecture still exists where a 
huge number, say 2000, are inside a single institution.  In some countries, such as India, 
you will also find the growth of private institutions, which we are calling a neo-colonial 
development, using an old archaic law, the business people are making quite a lot of 
money by forcibly institutionalizing people in private institutions where monitoring is 
very poor and we hear about a lot of violations. But this is not true of the entire regions. 
For example, in Manila, they have just one institution and it is a public one. But these 
countries are watching India to create new legislation. Countries like Bangladesh have 
had a draft law for a long time. 

One of the concerns that exist is that where non-medical alternatives exist in Asia, and 
there are many traditional healing practices in the region, health service providers often 
end up gate keeping, in the name of “best interest”. So you have medical doctors that tell 
you not to go to that meditation centre,  not to go to a yoga camp, all that is 
supplementary, first try these medications – but by the time the medications are tried, 
the disability is so exacerbated they cannot participate in these other alternatives.  We 
expect existing health care service providers to go beyond gate keeping on alternatives.

Government should ensure and promote a wide range of non-medical support systems 
and alternatives, so that we can truly exercise choice.  Much discussed in Pune was the 
issue of alternatives and we look to import something like Soteria into our country but 
this would be very, very expensive while a range of alternatives are already available in 
our country.  There are indigenous systems that may work in some countries and not in 
others. We need to find out what works where and how. 

We have inherited many social, cultural and spiritual traditions and practices, which can 
be developed as stand-alone alternatives and / or to complement medical treatment, 
based on personal choice and genuine free and informed consent. 

We favour de-institutionalisation in the Asian countries where institutions do exist. It 
will be easier to do that in some countries like China and India. 
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We favour the preparation and transformation of communities for the inclusion, and full 
and effective participation of persons with psychosocial disabilities, by developing 
holistic community level support systems. 

In the age of the CRPD, restriction of human rights is not an option, and we are focussed 
on exploring ways of facilitating the support of persons who have a psychosocial 
disability, in ways which are respectful of everyone’s human rights as human beings. 

A lot of discussion came up about extreme states. There may be people in our 
community who experience extreme states and will appear to need involuntary 
treatment. But we can be respectful of their consent through the creation of different 
kinds of formal and informal support systems. It must be holistic and not just a case of 
get them in and treat them with medicines. Concerning the fear of violence around the 
first case of an extreme state, harm reduction strategies must be introduced and a wider 
range of skills and supports available at this stage. And there must be legal mechanism 
to ensure that the person’s right to free and informed consent is not violated. 

We believe, based on new scientific knowledge, that early interventions must be skilled 
in holistic and alternative approaches, so that a chance at recovery can be provided 
right at the start of the psychosocial distress experience. If addressed early, many 
people who experience extreme states need never enter the medical system.

We envision healthy mind and body for the region, not dependent on medicine but free 
of medicine as much as possible. 

We are concerned about overall medical negligence towards people with psychosocial 
disabilities who are diagnosed as ‘mentally ill’, homeless or who are living in 
institutions. If suspected to be ‘psychotic’, they are not given proper medical diagnostics 
and treatment, and their general health issues are considered to be additional 
symptoms of their mental illness. This is very common, where the health system itself is 
so poor..

There are a number of countries in our region, where new laws or amendments of old 
laws are being proposed.  We want laws, old and new, existing and proposed, relating to 
disabilities or general laws, applying to us to be fully compliant with the CRPD.  If you 
take our 2 major concerns of legal capacity and forced institutionalization, there is a 
variety of laws and some countries have progressive case law and it is very complex. So 
this is a very general statement that we want them to be compliant with the CRPD. 

Discussion:
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Question: How do we engage with allies within larger Development agendas and goals for 
the region?

Response:  The strategy group will highlight the demand for equal and equitable 
distribution of resources to promote and protect people with psychosocial disabilities of  
the Asian region from the government and international community, donors and 
multilateral development agencies and business communities (MDGs, post-2015 
Development agenda, World Bank, etc.). What is our relationship with CBR and local 
organizations engaged in this?  We need to be in position to engage them on our rights. 

We understand the full political map of players who are within our action map and our 
individual engagements with various groups: They include the various medical and 
medical-cultural groups active in the region; the World Health Organisation and its 
different departments; cross-national human rights institutions active in the region; 
worldwide organizations on social innovations, psychosocial interventions and 
alternatives; the world and regional networks of users and survivors of psychiatry; bi-
lateral aid agencies; and finally, cross disability alliances representing people with 
disabilities regionally and worldwide. In terms of who we will dialogue with among these 
players, the door is open. 

We engage and dialogue with everybody. Doors are open.

As a strategy group, we need to educate and skill ourselves in learning about global 
alternatives to give support and care to people in extreme states. 

We need to brainstorm on one or more legal strategies which will start a support system in 
place when someone is in extreme state.

Question: Do we engage as our own movement or with the cross -disability movement? 

Response: We need better internal organisation and communication to prepare for any 
political intervention as a group. We will work at an appropriate time in future, towards 
the creation of a movement for persons with psychosocial disabilities in the Asian region. 
That is not our present priority.

Final comment: 

We need to develop an overarching strategy of understanding institutional relationships of 
governance, law, policy and our constituency in the region.



24 | P a g e

We need to bring in more country participation. We have 9 countries with us in this effort 
and we could bring in more. 

We need examples of implementation of CRPD in localities and neighbourhoods in some 
countries to guide best practices.

Expectations from this exchange in Cape Town are clarifying for ourselves who we are and 
what is WNUSP for us? Clarifying our relationship and possible partnership for the future 
is our goal.

Europe

The European regional presentation was conceived as a dialogue 
among the four delegates from Europe: Mette Ellingsdalen, Gábor 

Gombos, Erik Olsen and Debra Shulkes. The text below tries to capture the themes of the 
presentation and ensuing group discussion:

We can speak of three key human rights issues for users and survivors across the 
region. Of course, there are important differences that need to be thought through 
between conditions in various parts of Europe, especially when we compare east and 
west. There are real social, economic, political and cultural differences. But we can talk 
about some cross-cutting concerns. Mette identifies these as the focus of much user and 
survivor advocacy:

1)  We are denied our right to legal capacity under national laws and practices 

2)   We are targets for forced psychiatric detention/ institutionalisation and forced 
treatment

3)   We face a desperate lack of humane supports and accessible alternatives to 
biomedical psychiatry”

1) Expanding on denial of legal capacity:

Denial of legal capacity can take place through formal guardianship—for example, 
under mental capacity laws that allow full or partial guardianship—once you are 
certified ‘mentally ill’.  Most users and survivors in this predicament are not allowed to 
manage their own finances, not allowed to decide where and with whom to live, not 
allowed to make decisions about their health care, and not allowed to marry or to vote. 
Their guardian can very easily confine and keep them in an institution and consent to 
ongoing psychiatric treatment. All this is called the ‘voluntary’ decision of the person. 



25 | P a g e

A person’s legal capacity can also be denied in other informal ways—for example, 
where family members effectively control the decisions of a user or survivor. This is 
especially likely if people are denied options for economic independence (such as access 
to adequately paid work/social welfare). Users and survivors in this situation are 
frequent targets of exploitation and violence, Gabor says:

“We heard both in Africa and Asia of abuse and violence in institutions and in 
communities. In Europe, it is also the case. In some countries they started to do research on 
that. They found enormous problems come from domestic violence in the family against 
users and survivors of psychiatry. Since we have a well-developed institutional structure, 
violence against the user and survivor of psychiatry happens equally there also.”

2) Expanding on forced detention and forced treatment

Across Europe, thousands of people are held against their will in psychiatric hospitals, 
wards and institutions every year on mental health grounds. They are almost always 
then forced to submit to psychiatric treatment. Though the physical conditions of those 
wards vary, this institutional captivity is always traumatising and dehumanising.

Forced psychiatric treatment in Europe can mean manual and mechanical restraints, 
such as belts, straps, and straitjackets, chemical restraint with powerful drugs like 
neuroleptics, solitary confinement and electroshock. Often these things happen to 
someone in combination. In the Czech Republic, cage beds are used in psychiatric 
settings.

These practices are condoned by national laws and policies and accepted by the public 
at large.

In eastern and south Eastern Europe, we also find large residential institutions called 
“social care homes” to which people are sent for life. Gabor has described them:

“They are residential ˝social services˝ institutions for people diagnosed as mentally ill, who 
˝do not require˝ hospital treatment˝ but are ˝in the need of care˝. They are widespread in 
former communist countries. The average size is between 100 and 1000 residents per 
institution. Almost all of them are under guardianship and the guardian ˝consented˝ to 
placement and treatment. Everyone is put on neuroleptics. No doctors are regularly 
available. Very few people have left such institutions alive. Once admitted, detained for life. 
Until the recent Stanev case the European Court has not seen such placements as 
detention, as it does not happen under (mental) health law or criminal law but upon the 
guardian´s request. Briefly, social care homes are modern concentration 
and death camps”.
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There has been some pressure to shut large institutions in the European Union, but 
governments continue to favour institutions or ‘mini-institutions’ (institutional 
structures ‘in the community’). Debra says “In some places like Greece, the private sector 
(NGOs) runs these community based institutions, and there are frequent reports of terrible 
abuses”.

In some countries—the UK and parts of Scandinavia, for example—the use of 
community treatment orders (CTOs) is established and on the rise. (People are forced to 
report regularly for psych drugging as a condition to stay outside institutions.)Erik 
describes how the administration of neuroleptics, causing feelings of helplessness and 
distress, often leads to self-harm, iatrogenic damage or even death. Debra says, “The 
majority of people on CTOs in the UK are poor and Black or Minoritised Ethnic people .”

Because the UK and Scandinavian countries are so influential, there are justified fears 
that more countries in Europe will follow suit with CTOs. 

3) Expanding on the lack of humane supports

Across Europe, the biomedical model of mental illness (based on our ”broken brains”, 
‘’chemical imbalances”, ”mental disorders”, “personality disorders” and so on.) holds 
sway. As a result, psychiatric treatment is the only serious focus:

Mette says that people often get away from the psychiatric system only to find 
themselves forced back because there are no alternatives

“Medication is in high usage. In Norway, there is no question that you don’t get your 
medication. Getting by without getting medication is a problem. We must have those 
conditions that will enable an independent life. Those conditions do not exist. For this, the 
voice of public opinion matters a lot, how there are limits on your own good life because of 
people around you. You can get incarcerated in yourself in a way because of this social 
cage set up by people around you.”

Despite the high value that users and survivors place on social supports that respect 
personal autonomy (e.g. Hearing Voices groups, the Personal Ombudsman system in 
Sweden), and the pioneering work done on alternatives to psychiatry in Europe, these 
services are few and far between.  

Community-based services and supports barely exist in some countries in the region. 
Gabor points out the impact of the 2008 global financial crisis: “Economies are going 
down. The implications within the EU are not fully known. We do know immediate budget 
cuts are being made to the weakest government ministries. Psychiatry does not suffer so 
much, but social services do.” Debra says in the worst-hit countries “users/survivors are 
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losing pensions and benefits along with support services; suicides are on the rise and more 
people are ending up homeless or being forced back into psychiatry”.

User/survivor organisations in Europe

There are big differences in the extent of self-advocacy by users/survivors across the 
region. (We do not talk here of more conservative medical model-based groups, which 
often have resources from industry.)

Some independent user/survivor organisations in Western Europe have some 
resources and even have offices and staff. They are able to do important and tough 
human rights work like lobbying for the repeal of mental health laws and the promotion 
of CRPD standards. In Denmark, the national user/survivor group ran a very successful 
public campaign about deaths in psychiatry. Erik says it attuned government and a 
mainstream audience to the links between neuroleptics and early mortality. 
User/survivor groups in the Netherlands and Norway have brought complaints to UN 
treaty bodies such as the Human Rights Committee and the Committee against Torture 
about forced psychiatry as a human rights violation. 

In other places, independent user/survivor groups lack any resources and struggle to 
survive; they may be temporary, highly scattered network of individuals.  

Debra stresses “in some countries there are no user/survivor-controlled groups at all”. 
These are also places where human rights violations are dire—for example, in post-
Soviet Georgia, where institutionalisation and guardianship are widespread among 
users and survivors. One Georgian survivor activist attributes the lack of self-advocacy 
to the isolation and poverty of users and survivors and high levels of discrimination. 
People are faring with daily survival issues and it can be very dangerous to be ‘out’ and 
visible as a survivor. In addition, the human rights framework is not so well-known or 
believed in; people are not aware of their rights. 

Debra asks, “How can WNUSP respond to this situation? What about Article 29 [of the 
CRPD] – the right to political participation? Without a local user/survivor movement, who 
will speak of local issues and monitor CRPD implementation?”

Erik says there are three 3 areas of ENUSP’s strategy (capacity-building):

1) Organisational development: “this is about becoming a “real” and stronger 
organisation; it includes communication and becoming better organised. It’s not 
only about money”.

2) Lobbying and representation: “we look concretely at how we are going to do this”. 



28 | P a g e

3) Knowledge sharing: “there are many options to get political input; often we don’t 
share knowledge as there is no time. There are technical solutions to this, if we use 
the Internet, and so on”

There have been obstacles to the strategy’s implementation. He also describes his 
experience as ENUSP’s representative in the European Disability Forum (EDF):”People 
with psychosocial disabilities are extremely marginalized; our concerns are seen either as 
a health problem or as indication that we are severely handicapped. There is a lot to be 
done in this process. We need strategies to foreground human rights”. 

Other points Erik emphasises are the need to make allies (“Partnerships with similar 
organisations are useful; they can change the positions of the big organisations in our 
favour”) and the importance of organisational values such as “accountability, 
participation, communication, consultation”. The training of leaders in the European 
movement and publication of clear position papers are two other actions to be taken. 

Discussion

During the discussion, participants asked for more information about some topics and 
commented on emerging themes:

Question: “Could you give more information about the situations of older people and 
children? What about forensic prisoners?”

Answer: The situation of older people and younger people is very worrying; they are on 
the receiving end of more and more abusive psychiatric treatment. There is a crisis
around the heavy use of neuroleptics on older people, especially in institutions and 
when people are diagnosed with dementia. These drugs are lethal for some of these 
peopple, and cause intense suffering and physical harm. They have no therapeutic 
purpose; they aim to ‘make patients manageable’.  We can speak of medical 
experimentation here. 

Children are increasingly the targets for psychiatric diagnoses and treatment. ‘Early 
intervention’ can translate to a prescription of dangerous, heavy-duty drugs in 
childhood and a diagnosis for life. Gabor mentions the psychiatric abuses committed in 
some youth ‘rehab’ facilities. 

What we know of the forensic system is deeply disturbing:  along with indefinite 
sentences and forced treatment, we have heard about medical experimentation with 
drugs like clozapine on these prisoners.  Like all psychiatric inmates, these people lack 
credibility in the eyes of the public.

“What about electroshock?”
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Answer: Electroshock is used widely; often it is done to women and older people. There 
have been fears about the likely rise of ECT, with recent endorsements from psychiatric 
associations in some countries (Italy, Germany). ECT often happen against a person’s 
will.  There is no explanation that it causes permanent brain damage; there is no 
informed consent. Debra has heard of people being given electroshock without their 
knowledge in the Czech Republic.

Comments on emerging themes:

“What is coming up is the need for action to change laws and the legal framework.”

“I notice the appearance of intergenerational injuries, families with successive 
psychiatrised generations.”

“We have to spread information about the psychiatric industry and the harm it does.”

“There is such a call for alternatives—We heard about a few survivor-controlled projects. 
Information and resources must be widely accessible on the Internet. This should be in a 
format used by young people”  

“We must pay special attention to the treatment of Othered groups”

“The need to strengthen our organisations and ensure they are representative, 
transparent and democratic is really coming out.”

North America

The North American regional presentation was delivered by Erick 
Fabris, Amy Smith and Tina Minkowitz. They spoke in turn about 
the main advocacy issues for users (consumers) and survivors 
across the region.

Erick began with a presentation about the situation in Canada:

Urban, rural, First Nations is one way that we can approach experiences of psychiatric 
care and coercion in Canada. This means considering migration, displacement, and 
reservations, as well as the expansion of psychiatry into all communities regardless of 
the physical and social distances between them. 
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We can also think about experiences in terms of language and cultural differences, from 
the more common English and French to minorities like Portuguese, Cantonese, and 
many other ethnicities.

Psychiatry also responds differently, often more oppressively, towards women, 
transgendered and gay people, and many other marginalized identities.

Ableism is common in psychiatric services, affecting people with impairments that are 
related to mobility, perception and may be congenital, acquired, or iatrogenic.  Indeed 
psychiatry is disabling as it imposes treatments that lead to iatrogenic impairments, and 
also blames the victim by labelling them with anosgnosia.

People with physical and ‘‘psychiatric“(psychosocial and iatrogenic) impairments may 
experience further disablements that are related to governmental, social and familial 
factors.

Psychiatric disablement often results from interventions seen as treatments. 
Intersections of oppression are evident when, for example, ECT is overprescribed for 
women and the aged. Major tranquilizers are overprescribed for racialized youth and 
the aged. The use of legal constraints to impose such treatments is increasing. 

Unfortunately in Canada, few respites exist for people being psychiatrized. 
Psychological supports, indeed social connections of any kind, are scarce in a political 
economy of enforced competition for dispiriting work.

Psychiatry will be difficult to challenge in a punitive political climate:

Canada’s Prime Minister is sabotaging international efforts for environmentalism and 
peace.  The provincial and territorial health ministers empower corporate health 
services. Psychiatric services start and end with iatrogenic intervention.

Rights Advocacy has been slashed recently in Ontario, which in psychiatric terms is the 
leading and more progressive province in Canada.

More than ever consumers and survivors face dilemmas of how to look at all these 
issues and how to protect our rights collectively (especially without existing activist 
connections and resources) and how to sustain these efforts over time. 

Poverty, homelessness, physical medicine, employment, education, and social supports 
have been addressed without talking about rights. 
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Clinicians often speak of the right to receive services. But the right to treatment choice 
is often framed in terms of choice between services or no services rather than between 
many voluntary services. Autonomy is often overlooked in treatment decisions.

Despite these issues, some consumers, or users, sometimes claim to be silenced by 
survivors’ resistance against force. People who want services may think those who 
refuse them are preventing the government from providing more. They claim their 
emotional and mental difficulties are not important either to sanestream [i.e., this is 
what I call mainstream medical and sanist thinking] politics and advocacy or to survivor 
advocacy. The refusal of one kind of service can mean fighting for many options too.

Ethnic minorities and gender and sexual minorities also claim to be silenced by user and 
survivor politics. They say those politics do not distinguish between sources of mental 
distress, or kinds of interventions. For example, survivors often talk about distress in 
individualistic terms, like family abuse, and not in intercultural terms, like racism or 
ethnocentrism. Also, people who seek treatments like sex reassignment surgery may see 
resistance to psychiatry as threatening. 

Finally, a politics of solidarity which seeks common understanding is sometimes 
critiqued as erasing differences in experiences of oppression and psychiatry, and 
attacked as “presumptuous“ or “universalizing“.  It is claimed that the differences 
among users and survivors have not been properly clarified prior to calls for solidarity. 

Queer theory abounds with psychoanalytic and other therapeutic interpretations of 
behaviour. So does some feminism and postcolonial theory. Thus many progressive 
movements have already been influenced by coercive psychiatry and pathologizing 
psychology. Whites need to be in solidarity with people who oppose psychiatric 
discourses in ways that we may not understand.

Amy next highlighted a number of critical conditions now converging in a “perfect storm” 
in the United States:

There are several factors converging in the United States that are creating a potentially 
difficult cultural and service provision situation that may be harmful to any causes 
promoting human and civil rights of those experiencing psychosocial difficulties.  These 
include:

Persistence of Western Biological Theories of Psychiatry: 

Patients and clients are still told they have a chemical imbalance, a life-long disease and 
chronic condition that require life-long treatment.  Anti-stigma efforts are focused on a 
‘disease like diabetes’ approach, despite studies showing the biological disease idea 
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increases stigma and allows a socially acceptable eugenics mindset.   The biological 
theory only allows for a narrow treatment perspective focused on somatic 
interventions, all of which disrupt normal brain functioning.  Most cause permanent 
brain damage.  Typically, most biological interventions for psychosocial disabilities have 
slightly less positive outcomes than placebo.   No matter the prevalence of outstanding 
positive outcomes of treatment interventions more oriented to social and cognitive 
approaches elsewhere, all interventions aside from pharmaceutical, surgical, or 
electrical are always considered adjunct to “real” treatment in the US.   According to 
statements made by representatives of the US federal behavioural health funder and 
policy office, the Substance Abuse & Mental Health Services Administration (SAMHSA), 
it is unlikely that ‘alternative’ or independently-delivered peer services will be 
reimbursable through either public or private insurers. 

The Patient Protection and Affordable Care Act (also known as PPACA, 
the ACA or Obamacare) 

The ACA is a federal statute signed into law by President Obama in March, 2010.  It is 
one of the most sweeping and significant changes in healthcare policy in United States 
history, however, it is primarily insurance reform and not healthcare reform.   Due to 
the complexity of the bill itself, the extreme infrastructure changes that must occur, 
political and cultural pushback and resistance from some factions, and the perceived 
need to tailor state and municipal policy, many of the final details of implementation 
have been left to the states.  Generous fiscal incentives were offered to states willing to 
implement certain policies early, including Medicaid (government-funded, low-income 
health insurance) expansion and 15 states, including my state Colorado, took them up 
on it to various degrees.  In Colorado, we instituted Medicaid expansion and were only 
able to meet about 11% of the target population, primarily because of scant workforce 
resources.  We eliminated a key federally-mandated policy and advisory council that 
focused on mental health and reformed it as the Behavioural Healthcare Planning and 
Advisory Council, including substance use community policy-makers, administrators, 
providers, family members and persons in recovery.  Our upcoming contract proposals 
for the behavioural health managed care companies will emphasize care integration (of 
mental health and substance abuse), prevention and early intervention and care 
coordination (including shared electronic health records) designed with an emphasis on 
effective service delivery.

To my mind, the integration of substance use treatment services and mental health is 
most alarming.  Substance use disorder (SUD) treatment is extremely coercive, with the 
vast bulk of participants in court-ordered treatment to avoid incarceration in jail or 
prison.  Some of the treatment protocols are the very essence of torture, using aversion 
interventions and manipulative cognitive practices.   While there is a great deal of grey 
area and crossover between the two populations of people who manage with 
substances and those who think and react differently than others, there are significant 
differences in the skills, resources and actions of the two groups that do not lend to a 
therapeutically beneficial blended environment (assuming any therapeutic 
environment currently offered might be helpful in some way). In the policy reform 
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occurring in Colorado, the most distressing elements of each system are the very 
policies and values in place as we begin the arduous and lengthy task of integration: the 
coercive nature of SUD care, the pharmacological first-line intervention of mental health 
treatment and the pervasive notion of a disease state for both.

Another important aspect of Obamacare is the emphasis on “prevention and early 
intervention”, a nicely alliterate phrase that has benign outcomes in physical healthcare, 
such as smoking cessation classes or gym memberships, but one that takes on an 
entirely different and much darker aspect in behavioural care.   Behavioural health 
screening tools are subjective and interpretive and are easily misused as social control 
mechanisms.  Most show extreme socioeconomic, racial and gender bias.  When almost 
all treatment interventions involve immediate and long term pharmaceutical use, 
universal screening programs for all US young school children, a popular notion at this 
time, is a dark plan that could have unimaginable consequences for generations to 
come.

Most national advocacy groups claim that at any given time, one in four Americans is 
“suffering from a treatable mental illness” and not getting the “help they so desperately 
need”.   In order to function properly, capital managed care, the essential underpinning 
of Obamacare, requires healthy enrollees who are not costing the service delivery 
system but that they are being reimbursed for.  In Colorado’s 13 years as a state using a 
capitated managed care system, I can say with confidence that it is not a fiscally 
workable proposition for a treatment system that is creating chronic disability and 
disease states among its members. 

Social and Cultural Shifts in the General Community: 

Colorado’s reaction to a second mass shooting in our state’s history was immediate and 
will have significant consequences.  The Governor’s office began meeting within days of 
the Batman theatre shooting and developed a comprehensive reform in our public 
behavioural health system.  The provider system, the advocacy community and even the 
peer network embrace these changes and the state legislators will form them into law in 
the next session.  The fear-based scapegoating of “mental health patients” is an easy 
solution for politicos and the advocacy community sees it as an unfortunate but 
convenient opportunity to increase services.   The general public, who now hesitate to 
send their children to school or attend a movie, are placated and the idea that “crazy 
people” are the root of the problem, will not hesitate to further leverage resources and 
reduce civil & human rights when the first round of services fail and something terrible 
happens again. 

Increasing Rift in the USA Consumer, User and Survivor Movement: 

Historically, there has always been a gap between people who receive treatment for 
psychosocial disabilities and would like to see more services provided and those who 
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avoided it or feel they escaped treatment not quite intact and would like to see 
alternative services developed.  Anecdotally, I have seen this rift deepen and become 
much more clearly defined in the last few years.  In some cases, communications have 
broken down and become quite negative, prompting some discussion of the possibility 
of a formal separation.

Technological Developments in Treatment Interventions: 

In the midst of increasing interest in early intervention, mandated screening through 
public agencies, forced care, expanded residential treatment facilities, and fear-based 
incentives, the industry has focused a great deal of resources on creating interventions 
that address compliance issues.  The Federal Food & Drug Agency (FDA) recently 
approved “smart pills”, which have a metal chip embedded in them so that a patch on 
your skin is notified when the pill has been ingested and digested.  The patches are 
linked to the Internet and have medical measurement tools and GPS capability.  Many of 
the measurements have to do with somatic emotional markers such as skin 
temperature, pulse and perspiration level.  So, if you did not take your pill, you are on 
the move and excited or agitated, medical professionals or the police can be notified of 
your location to pick you up.

Finally Tina reported on the latest human rights advocacy work by survivor activists in the 
United States:

Since the adoption of the CRPD, in addition to continuing to represent WNUSP, I 
became founder and President of the Center for the Human Rights of Users and 
Survivors of Psychiatry (CHRUSP), which aims to provide strategic leadership in the 
user/survivor movement within the United States, through global advocacy, and by 
providing technical advice and support to the user/survivor movement and allies in 
other countries.  CHRUSP advocates for full legal capacity for all, an end to forced 
drugging, forced electroshock and psychiatric incarceration, and for support that 
respects individual integrity and free will.

CHRUSP‘s work has a national and a global aspect; this report will focus on the national.  
For more information see the CHRUSP page on Activities.

CHRUSP supports the Campaign to Repeal Mental Health Laws, which launched in the 
United States and Canada in 2012. The purpose of the campaign is to educate the public 
about all forms of forced psychiatric treatment/interventions and, most importantly, to 
take action to eradicate laws that allow these human rights violations to occur. The 
group has a facebook page and welcomes new members who agree with its mission.

Another important development is the campaign to Stop Psychiatric Profiling, which 
was initiated by CHRUSP, Occupy Psychiatry and others. This comes in response to 
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proposals at federal and state levels to create databases of people labelled as mentally 
ill, scapegoating us for the high level of violence in American society. A mob mentality 
has developed to further restrict our rights and force more people to endure harmful, 
counterproductive, psychiatric interventions. Protests took place on a national Day of 
Action on January 21, 2013 (this date was a holiday celebrating the birthday of 
assassinated civil rights leader Martin Luther King, Jr). There were subsequent rallies 
and protests and legislative hearings.  However, we continue to be not only scapegoated 
but also excluded from the political processes that result in more discriminatory laws.

As a result of my presence in New York and the participation of other activists in the UN 
meetings around the CRPD, some New York and east coast organizations have taken up 
the issues of psychiatric torture, full human rights including legal capacity, and abolition 
of psychiatric incarceration and coercion.  They are using the language of psychiatric 
torture and citing the Special Rapporteur on Torture and the CRPD.  This is significant 
for the U.S. since the political culture has generally been hostile to the application of the 
international human rights framework at home, and the legal system does not recognize 
international human rights treaties as having a direct effect in domestic law.   

There is a lot of activity in opposition to the medical model of mental health and the 
creation of alternative ways of understanding madness, especially with trauma-
informed approaches.  The Mad in America website is a good resource and forum for 
this; despite not being user/survivor-controlled many of us including myself blog there 
on human rights issues as well as alternatives.  In addition, US survivors and allies have 
voiced strong opposition to the Diagnostic and Statistical Manual of Mental Disorders, 
the labelling bible of the American Psychiatric Association (APA).  It is not only 
opposition to the latest (5th) edition but to the use of diagnoses in general.  In May, the 
Occupy Psychiatry group held a speak-out outside the APA meeting in San Francisco. 
This advocacy aims to expose that the medical model of mental illness is a fraud: there 
are no proven chemical imbalances or other known brain defects that result in what 
gets diagnosed as mental illnesses.

CHRUSP demands the ratification of the CRPD in the U.S. without any reservations, 
understandings and declarations (RUDs). We oppose the package of RUDs currently 
attached to the proposal for ratification of the CRPD by the U.S. Senate, and hold that 
some of these RUDs violate international law. Contrary to what other disability 
advocates are saying, CRPD requires deep and meaningful changes in U.S. law - in 
particular to abolish laws that allow commitment and forced treatment in mental 
health.  More details of our lobbying work on this issue can be found on the CHRUSP 
site, including a letter to the Senate endorsed by a number of user/survivor 
organizations including WNUSP, and by law professors and other allies.

CHRUSP also uses shadow reporting, a way for civil society to participate in UN human 
rights monitoring processes.  Our first endeavour in shadow reporting was in 2010 
when the U.S. was being reviewed in the Universal Periodic Review process of the 
Human Rights Council.  We worked in a cross-disability collaboration led by CHRUSP, to 
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submit a joint stakeholders report from the disability sector, which addressed 
involuntary euthanasia, institutionalization, abuses against children and youth in 
psychiatric institutions, and psychiatric incarceration and forced interventions, along 
with a call to ratify the CRPD without reservations, understandings and declaration 
(RUDs) .  Our advocacy was unsuccessful except for Mexico urging CRPD ratification 
without RUDs; however it helped to build solidarity. 

Along with six other organizations - Law Project for Psychiatric Rights (PsychRights), 
Voices of the Heart, Campaign to Repeal Mental Health Laws, MindFreedom 
International, WNUSP and IDA – we submitted information to the UN Human Rights 
Committee (HRC) for their List of Issues to be developed on the United States (questions 
that they would like the U.S. government to address further). This is a part of the 
periodic reporting process under the International Covenant on Civil and Political 
Rights (ICCPR), which the US has ratified.  This March, I went along with Maxima 
Kalitventsev, another psychiatric survivor,   to meet with members of the Human Rights 
Committee in Geneva. We urged them to ask questions related to forced psychiatry and 
psychiatric profiling as violations of our human rights.  

This advocacy was successful. In April, the HRC asked the U.S. government to clarify 
how the possibilities for non-consensual medication in psychiatric institutions comply 
with their obligations under Article 7 of the ICCPR Rights – i.e. the obligation to ensure 
that no one is subjected to torture and ill-treatment.  This is the question they asked:

15. Please clarify how, in the State party’s view, the possibilities for non-consensual use 
of medication in psychiatric institutions and for research and experimentation, as 
outlined in paragraph 31 of the Committee’s previous concluding observations, are in 
conformity with the obligations upon a State party under 7 of the Covenant.

We are planning more missions to lobby the U.N. Committee against Torture and the 
Committee on the Elimination of Racial Discrimination.

Through the work of shadow reporting, we are developing a good relationship with the 
US Human Rights Network, which led the U.S. NGO delegation to Geneva.  I am a 
member of the USHRN [US Human Rights Network] ICCPR Task Force, and many 
USHRN members have endorsed our letters opposing RUDs on the CRPD.

Psychiatric profiling makes us aware of how deeply we are oppressed and excluded by 
the government.  We raised this as an issue in our ICCPR shadow report in addition to 
the need for abolition of forced psychiatry1. 

                                                            
1 Unfortunately, no recording, flip charts or transcripts were available of the group discussion 
due to technical issues.
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Latin America

Salam Gomez presented “Latin America and its relationship with 
WNUSP”. 

Fundamental Colombia was founded in 2007 - 2008, out of 
experience in mental health processes and the potential of each 

person to achieve their own personal development in line with their reality. We are 
implementing actions, strategies, programs and high-impact projects in line with 
comprehensive human development.

Fundamental has established partnerships in other Latin American countries and is a 
non-governmental, non-profit organization (NGO) that participates regionally and 
globally. We are made up of people with psychosocial disabilities, users of mental health 
services, survivors of inappropriate practices and interventions in mental health, family, 
caregivers and individuals committed to human rights and human 
development.                               

International Fundamental has established itself as a leader in national and 
international human rights and disability, leading joint activation and support networks 
to inform and educate, manage knowledge, implement social responsibility actions, and 
impact on politics, national and international cooperation and the development of 
projects for the inclusion of vulnerable populations within a human rights framework.

It specifically aims to generate and develop processes of participation and social 
inclusion for people with psychosocial disabilities and their families and caregivers. It 
aims to positively influence the transformation of collective social perceptions in the 
field of mental health and disability.

In Latin America, users and survivors of psychiatry were separated into diagnostic 
category groups.  This is what the landscape has looked like for users and survivors 
organizing, but not what they are advocating or pursuing as Fundamental.

“We work with people not patients.” 

In Latin American there is a history of violence that results in naturalization of abuse. 
For example, war is the context of the new Argentinean mental health law.

Challenges experienced are:
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 People are declared legally incapable to get services.

 Forced interventions

 Abuse is naturalized.

In addition, in many countries there are no groups; people are overmedicated, 
abandoned, in precarious conditions.

From the period of 2009 – 2013, the visibility of WNUSP in Latin America has been 
increased and identification of psychosocial organizations in the region has now been 
established. The creation of national and regional network has been achieved.

Fundamental has strengthened organizationally in the region and work has happened
in the following 11 countries: Mexico, Honduras, El Salvador, Nicaragua, Costa Rica, 
Colombia, Ecuador, Peru, Chile, Argentina, and Paraguay. 

This work was done through:

 International cooperation projects

 Working with other networks on disability (e.g. RIADIS)

 Consultancies

 Using Social Networking

 Strategic Alliances

 Working with academics and universities, consultancies potentiate our work

The most important issues for users and survivors in Latin America:

 Lack of recognition of the rights of persons with psychosocial disabilities.

 There exists a prevailing medical approach
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 The organizations are very weak and do not have autonomy

 Organizations are based on individual Psychiatric Diagnosis

 There is a lack of knowledge of the CRPD 

 There is a lack of regional articulation between DPOs

 Emerging mental health laws in the region are under the medical model

 There is a scarcity of groups of people with psychosocial disabilities in many 
countries of Latin America. 

Stigma and discrimination result in the following:

 Deprivation of liberty, forced and involuntary psychiatric treatment remains 
considered legitimate

 Human rights as a subject only for lawyers, not people with psychosocial 
disabilities. 

 Lack of regional articulation between DPOs

 Emerging mental health laws in the region reinforce a medical model

 Inexistence of groups of people with psychosocial disabilities in several 
countries of Latin America.

There exists a lack of denunciation of cases of abuses for example in the case of Rosario 
Congo v. Ecuador – a prisoner was beaten in cell, placed in solitary confinement, denied 
medical treatment and which resulted in his death.  

Legal capacity is denied in South America, and without legal capacity, human rights 
violations will continue. Currently, a project is being undertaken that will map the 
existing conditions of legal capacity of people with psychosocial disabilities in 6 Latin 
American countries.

Objectives of Fundamental International in Latin America are:
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 Creation of the Latin American Network of people with psychosocial disabilities.

 Development of international cooperation projects that enable the increased 
visibility of psychosocial disability and organizational sustainability.

 Make WNUSP visible throughout the continent

 Form Strategic alliances to further efforts 

 Value experiential expertise in psychosocial disability processes

 Establish real social inclusion mechanisms

 Establish CRPD as an advocacy mechanism

 Establish that issues around Psychosocial Disability constitute more than Article 
12

 Promote leadership in the Region 

Work being done in Latin America:

Fundamental Columbia is leading a project called "Promoting recognition and 
awareness of the legal capacity of persons with psychosocial disabilities"

In January 2012, the Trust for the Americas, a contributor to the Organization of 
American States (OAS), with the support of Open Society Institute (OSI) started to 
implement “Promoting knowledge and awareness of the legal capacity of the People 
with Disabilities in Latin America ", which covers the following countries: Mexico, 
Colombia, Peru, Argentina and Chile. Also in this effort, it has the technical advice 
of Fundamental-Colombia as an organization dedicated to promoting and defending the 
rights of persons with psychosocial disabilities

The main activities of this project are to process leadership training in psychosocial 
disability for self-advocates.  In Colombia, the term psychosocial disability status was 
relevantly appreciated by the state and society, it would be necessary to make visible 
and improve the conditions of thousands of people living in extreme violation of their 
rights. 
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Leadership in the area was a developed strategy led by Users and Survivors of 
Psychiatry (USP) for training in human rights that transcends the medical model.  One 
of the outcomes is the development of a toolkit to promote the social and political 
impact of people with psychosocial disabilities in human rights issues. It focuses on 
article 12 and its implication in other areas of everyday life.  It is hoped to develop 
leadership of people with psychosocial disabilities that are representatives have the 
ability to influence both socially and politically. 

Further contributions were given by Alejandra and Eduardo:

In Costa Rica, working for access to justice for all people with psychosocial disabilities is 
seen as a priority. Article 13 of the CRPD is seen as the gateway to rights. 

In Argentina racism as discrimination intersects with psychosocial disability; in asylums 
there are black people and poor people. Most countries in Latin America have a race 
distinction where there is a dominant privileged class of white person and an underclass of 
black, indigenous and mestizo people.

Even when rights are included in reformed mental health legislation, the law isn’t 
implemented.  The psychiatric sector is lobbying against that. The barriers are often that a 
lawyer is required. However, initiatives of social movements, people who occupy houses, 
connect with people coming out of institutions, who are constructing their own houses.
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4.The Role of WNUSP
Building on the understandings and knowledge shared from the 5 different regions, it 
was important to discuss commonalities and differences in the experiences of users and 
survivors and people with psychosocial disabilities internationally. These talks lay the 
ground for identifying WNUSP’s role globally.

Our guiding question was: What should be the Global Agenda of WNUSP?

We began by acknowledging some of the voices that had been missing from the reports 
the previous day: 

They included our peers from Pacific basin nations, the Middle East, French-speaking 
Africa and much of Asia. 

Our facilitator, Annie then invited everyone to reflect on the grassroots issues raised 
from the 5 regions represented.  We were asked to draw out commonalities and 
differences and reflect on the impact for WNUSP’s global agenda. Our comments opened 
up both advocacy and organising issues:

Commonalities and Differences in Our Advocacy Issues 

The Human Rights Violations We Face

• We can see a lot of differences in the presence of psychiatry and the types of 
tortures and abuses in the North and South – but there are important similarities in our 
experiences too.

• Denial of our right to legal capacity is a burning issue everywhere.  We are all 
faced with this and related abuses like deprivation of liberty and violence to our person.

• From North America, we heard about the frightening direction psychiatry is 
headed in: smart pills/surveillance drugs, the diagnostic screening of children.

• There is less psychiatry in many areas of the Global South. In some places, there 
are no institutions or mental health laws or services, but families and communities 
commit violence and abuse against people with psychosocial disabilities. 

• Some community coercions under cultural laws like witchcraft persecutions 
should be considered as acts of torture also. They come under Article 16 (of the CRPD).

• We could look at the differences in our experiences as being about the form of 
the violence – consider family suppression and institutional oppression.

The Discrimination We Experience

 We are all targets of poisonous stereotypes such as ‘dangerousness’. We are 
community scapegoats. 

 Discrimination against us is an issue everywhere: in the medical system, 
government, the law, the community, education, employment, the family.
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 There is a common message that inequalities around class, gender, ‘race’, 
sexuality, age, need to be reflected in WNUSP’s work. The most marginalised 
people are often targets for the worst forms of force and abuse. Forensic 
prisoners are an example.

Human Rights (CRPD) Advocacy

 CRPD implementation is pressing everywhere: We need to develop direct, 
indirect and creative strategies to make the CRPD a reality. How are we going 
to achieve the repeal of mental health laws? How do we overcome resistance 
from governments and the public? 

 Work related to UN institutions (CRPD Advocacy, Development and Disability 
work) is important to us all.

   The right to political participation has been mentioned. There are no 
independent user/survivor organisations in many places. Without these 
organisations, who will voice local people’s concerns or monitor respect for 
their rights?

 Access to justice has been highlighted as a gateway right; it is being
emphasised in Latin America

Commitment to Building Better Communities

• Many of us are working on building better communities for people with 
psychosocial disabilities – by creating alternative social support.

• Community support is important in the Global South. There may be more stigma 
about seeking formal supports in the Global South.

• We need to search for strategies for distress prevention, rather than 
‘management’. We should look at basic needs.

External Challenges for Our Advocacy 

 We need to act up against World Health Organization and its global agenda. 
They promote boilerplate laws based on pre-CRPD standards.

 How do we respond to psychiatric globalisation Activists from the South confirm 
the extreme efficiency of the Global Mental Health Movement. This is the
colonial-style export of Western psychiatry to the South. It attacks traditional 
healing approaches valued by local people.

 We see perspectives from the user/consumer movement being used to support 
force/ mental health legislation.

Internal Challenges for Our Advocacy

Social, Economic and Cultural Differences
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 We do our human rights advocacy in very different social, economic, 
historical and political contexts.

 Some Global South activists are exploring arbitration and negotiation as 
basic principles when responding to conflict and distress.  Culturally relevant 
solutions are key.

 In some cultures (e.g. in some part of the South), group and family decision-
making may be more common than individual decision-making. This has 
consequences for the approach of advocates.

    Issues around Identity and Language

 Words like ‘mental illness’, ‘mad’, ‘disability’, ‘trauma’, ‘early intervention’, etc. 
resonate differently across the regions.  We need to discuss psychosocial 
identity, language and other issues in term of regional and local contexts.

 Identity must not be dictated: each of us has our own words and identities. Still 
common identities and terms are possible and could be useful.

 We need to discuss and define the language we use to express our perspectives 
and positions –words like ‘psychosocial’ and ‘torture’ are examples.

 The language we use is very important. Some of us suggest reducing the use of 
instrumentalising words like ‘intervention’ as well as medical model language—
words like ‘stigma’ and ‘symptoms’.

 Some of us suggest reflecting on the effects of using militant language. This 
language can alienate some outsiders.

 Medical model advocates have stolen some of our concepts like ‘recovery’ and 
‘peer support’. We need to create new languages.

Working against Overwhelming Abuse and Injustice

 Our work on psychiatric abuse exposes deeply troubling information: we see 
often that those who end up in the psychiatric system are past survivors of 
sexual violence and other family abuse.

 Psychiatry is brought to bear against those who speak the unspeakable 
(veterans, survivors of sexual violence, suicide attempt survivors).

 We confront the reality of violence against users and survivors/people with 
psychosocial disabilities. Institutions are often like concentration camps: how do 
we hear inmates’ stories?’

Commonalities and Differences in Our Organising  

Access to Resources and Regional Differences
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 The capacities of our movement vary from region to region (continent to 
continent) and also nation to nation.

 Stable access to resources like computers can be a challenge in some parts of the 
Global South and for people who live in poverty.

 English is the Network’s No.1 language, but knowledge of English varies a lot 
across the regions. Access to translators may be limited.

 The Latin American strategies are organisationally unique.

 Medical model user/consumer groups tend to have a lot more funding than our 
groups. There is more money for physical disability groups than for psychosocial 
disability

Growing Our Network 

 There is great strength to be found through sharing our experiences, stories, 
languages and contacts. We need to create publications for our members. We 
need to do outreach to share knowledge and build our strengths and strategies. 

 Young people need to be brought into the Network: ‘early intervention’ 
strategies have increased the number of psychiatrised people. Their voices have 
to be given space and listened to.

 We have to work on increasing membership everywhere.

 We must increase our visibility and accessibility to people who have not heard of 
the Network.

 Social networking/new media have truly liberating potential for us.

 Developing and sustaining our own knowledge and resources is a priority. We 
can also use these for outreach and education.

Building Up Our Organisation

 The reports from the regions confirm that WNUSP needs to address gaps in its 
structures. There is a need for action around Board functioning and 
communications.

 An ethics committee is needed to deal with conflicts.

 Each region and area has to coordinate its communications and outreach.

 We need to organise our advocacy better and to coordinate our activists in 
monitoring abuses.

 The global movement has to listen to local priorities and not cherry pick issues. 
We need to think about structures to raise local and regional issues at world 
level.
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Support for Activists in our Movement

 Being out as an activist can be very harrowing. In some places, it is downright 
unsafe. Individuals face personal attacks, discrimination, and worse. This is 
political persecution.

 The work conditions of activists and leaders in our movement often bring 
isolation and loneliness; many of us have minimal interaction and support.

 Some voluntary work (especially by women) is not recognised or supported. 
Gendered work is ignored.

 We need to address the impact of sexism on the movement.

 There is also no discourse around sexuality and gender expression in the 
movement.

 We must guard against the exploitation of survivors who are struggling to meet 
their basic needs. They are not in a position to volunteer endlessly. To do that 
could cut short their lives.

 How do we support the growth of each activist? How do we find personal 
support against the hatred we face as activists?

Partners and Allies

 We need to exchange knowledge with other groups of people with disabilities to 
promote reciprocity of understanding.

 We need to strategise our work with “normals”. How do we represent our issues 
and wishes? How do we respond to their questions like “How can we help?”

 There are differences in our alliances from region to region though they are 
similar in substance. 

Employing Peers and Non-peers

 There are questions about our employment policies: Should we hire only peers 
for advocacy? In what work do we hire non-peers?
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Identifying WNUSP’s global role

In the afternoon, we launched a discussion to map out areas for international action 
based on commonalities and differences in the different regions. This discussion aimed 
to assess and determine the role WNUSP could play. Together we arrived at five key 
areas of our collective work: 

 Human Rights Advocacy

 Mental Health Advocacy

 Public and Social Advocacy

 Creating Support Systems and

 Development Advocacy

Human Rights Advocacy

Much of this work was seen to have an international focus and related to United Nations 
treaties, bodies and the various mechanisms. A lot of work has been done in this area 
and it is of a technical nature. Our capacity needs to be built in this area.  Knowledge of 
the UN Mechanisms needs to be broadened along with our understanding of methods to 
engage.

Creating position papers was regarded as important to guide the work.

The Convention on the Rights of People with Disabilities (CRPD) needs to be worked 
with more deeply, in terms of what it means for further advocacy. Shadow reporting on 
the CRPD was highlighted as an area of work, not only because of the impact this work 
can have, but also because it may receive funding. A way to work faster and more 
efficiently in this area was needed. 

Individual Complaints under the Optional Protocol are another avenue to be explored.

Further work in lobbying the Torture Mechanisms of the United Nations was proposed. 
The Special Rapporteur for Torture, submissions to the Subcommittee for the 
Prevention of Torture (SPT), and shadow reporting on the Convention against Torture 
are areas to work in.

Political participation as defined in article 29 of CRPD and the International Convention 
on Civil and Political Rights and the role of user and survivor groups in ensuring these 
rights is another area of work.

Other important treaty work relates to the Convention on the Rights of the Child, 
International Convention on Economic, Social and Cultural Rights, Convention on the 
Elimination of Racial Discrimination, Convention on the Elimination of Discrimination 
Against Women.
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We need to recognize that our activists can be subject to persecution.  One avenue is to 
look to UN mechanisms such as the Special Rapporteur on Human Rights Defenders.

We need to look at intersections with other groups at risk of discrimination such as 
gender, LGBTI, youth, older persons, indigenous and minority groups.

We need to look at individual cases of users and survivors that have experienced human 
rights violations. We need to record this information and make it available so that we 
can share and learn about incidents and patterns of abuse.

Access to justice is another important area of work. 

Strategic litigation is another avenue for human rights advocacy.  It was noted that 
having partners in this work was helpful provided briefs are authorized by the 
petitioner. 

In the field of accessibility and reasonable accommodation, we need to elaborate our 
positions and needs. Hearing voices, our needs when we become distressed, fears about 
public places, aversion to touch, fear of unknown people, worrying about security etc 
are possible areas to be explored.

Socio-economic rights or “material” rights including housing and employment are 
another area of interest. We note the link between psychiatric systems and welfare 
“benefits”; this is another aspect of psychiatric control.

Public and Social Advocacy

Advocacy in this area can be defined as being directed at communities and society to 
educate around our issues and rights.

There is a need to adjust our language and avoid technical language when talking about 
ourselves and issues. 

There is a need to popularize the CRPD and our rights through means such as 
storytelling and describing how rights relate to people’s lives.

Awareness-raising should take places in schools and academic institutions (students in 
all faculties and levels) where our rights should be included in curricula. Also there is a 
need to ensure reasonable accommodation of students with psychosocial disabilities. 

Literature and media was discussed as another avenue where stigma and 
discrimination can be addressed. It is important that it is understood that psychiatry 
can take the form of persecution and the links to the concept of “dangerousness” and 
the medical model are challenged. We need to develop ways to respond to this negative 
stereotyping and stories.

Educational materials and projects need to be developed that can be used in public 
forums, family and friends. An archive needs to be developed to collate our materials 
and the subject of “mad studies” needs to be explored. Education and archival materials 
need to counter negative imagery which acts as barrier to inclusion. This material can 
also highlight contributions to the world.
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We also need to explore how we can use mainstream media and social media.

A position paper on our identity, what language to use and our intersectionalities with 
non users and survivors needs to be considered and drafted.  

Mental Health Advocacy

Mental health advocacy was discussed as advocacy that was directed towards the 
mental health industry. 

There is a space to advocate that mental health policies are compliant with CRPD.

Importantly it was decided that a globally relevant document needs to be drafted on the 
repealing of mental health laws.

Creating Support Systems

Alternative support systems that can create inclusive societies must be worked on. The 
development of these alternative care-giving systems will involve school systems, the 
communities and the cultivating of local authorities’ understanding. We need to map the 
alternatives in different parts of the world and collect this information about 
alternatives.

Survivor institutions of knowledge need to be built.

Peer support needs to be developed at different levels: local, national and international. 
This is an important area as there is great loneliness in doing advocacy work.

We must define our path so that co-optation does not occur.

Development Advocacy

Work needs to be done on defining our position on the post 2015 Millennium Goal 
discourse. The relevance of psychosocial disability within the development context 
needs to be explored.
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5. Structures to Support WNUSP’s Global 
Work

Building on the discussion of WNUSP’s global agenda, the third day of our meeting 
unpacked the question:

How can WNUSP strengthen its advocacy? 

Our facilitator Gabor set out the task before the 18 survivor delegates: to envision the 
organising structures needed for WNUSP to work effectively. To focus our thinking, we 
reflected on the 5 suggested areas of work with some examples:

• Human rights advocacy–such as shadow reporting to treaty bodies 

• Mental health advocacy– such as lobbying about mental health policies 

• Creating support– such as building up resources about alternatives to psychiatry

• Public and social advocacy–such as outreach and education using the media

• Development and disability –such as work on the Millennium Development Goals 

Gabor invited us to share our concepts of the organising structures and systems that 
would enable WNUSP to achieve an impact. We were encouraged to be visionary and 
creative in our suggestions, drawing on regional and technical knowledge and expertise. 
To set the context, we first heard two overviews of the way that WNUSP currently
operates:

What is WNUSP’s situation at the moment?

The first presentation was by WNUSP Chairperson Moosa Salie. He spoke to us about 
governance and communications:

“The primary structure that governs and manages WNUSP is its Board. The key 
roles and duties are defined in the Statutes. Each of the regions has 
representation, consisting of 2 voting Board members and 2 deputies. There used 
to be a structure of Co-chairs, but for the past 2 years there has only been one 
Chairperson.

The current Board was elected at our third General Assembly and conference in 
Kampala, Uganda in 2009. 

A word about regional representation: Originally WNUSP was conceived as a 
global network, and the only regional structure in place was the European 
Network. But now, the Pan African Network also exists, and it has its own 
regional governance structures. These are the challenges now arising. This is a 
result of the way we have developed.
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Communication and information-sharing have been challenging for us at many 
levels. There is no funded secretariat to carry out administrative duties.  We put 
out a few editions of a WNUSP newsletter, but have not published one regularly. 

We also have a WNUSP human rights Google group. It has 69 members. This is 
where most of our communication happens. 

I serve as WNUSP’s representative in International Disability Alliance (IDA). My 
vision of IDA is that it was and still is an alliance of all the global and some 
regional DPOs. My primary role is that I am one of the IDA global representatives.

There are annual IDA meetings–one in New York, one in Geneva–and occasional 
additional conferences or seminars. In the Asian region, I have been participating 
in some of their capacity-building projects about training in human rights. 
Representing IDA has helped me to give WNUSP a visible face while it does not 
have a funded secretariat. 

I have focused on acting as personal ambassador of WNUSP and meeting with 
users in various international locations. Inviting user/survivor groups to join the 
WNUSP has been one of my main priorities. I have met and engaged with 
user/survivors from and in many countries since being sole Chair and before. 
The following list is just some of the countries where I had travelled and met 
users/survivors (quite a few of these groups have joined WNUSP in this time): 
Mexico, Indonesia, Turkey, Croatia, Fiji, Philippines, Italy, Rwanda, Ghana, 
Nigeria, India, and Nepal.

A last thought on the regions and the World Network: There has not been much 
oversight of regional issues. We should become clear about how we connect with 
the regions.”

International Advocacy

Then Tina Minkowitz, WNUSP International Representative, gave some insight into how 
WNUSP’s human rights advocacy happens at the moment:

“I am a former Co-chair, and I stepped down because I wanted to focus on an 
advocacy role rather than governance. This is to explain my experience, and also 
how my role became what it is. 

What is happening now: most of my work starts out by identifying a key aspect of 
UN work. This started out with my work with the CRPD. This means that it is 
generally work of my interest and where I feel that I have something to 
contribute. Often, much of the work is done in writing: it is a submission to a 
consultation with civil society or we take the initiative where there is an opening 
to approach an official body or official at the UN. Sometimes, because of the 
volume and short time frames, there is not time, so the submission only goes to 
the Board.  (It is not a case of not wanting to do a full consultation but a matter of 
time available.)  Examples are submissions to consultations on legal capacity, 
accessibility, harmful cultural practices, and many other issues.
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At times we have collaborated with human rights NGOs to draft advocacy 
submissions to the UN. Since many of these collaborations have taken place in 
relation to work in Europe, there has developed an informal group of mainly 
Europe-based survivor experts who have done this work. Gabor Gombos joined 
us to lead the drafting of our first amicus brief in the European Court of Human 
Rights. An amicus brief means that an organization can ask the court to let it 
share its expertise as a “friend of the court”. These advocacy papers have been 
led by WNUSP/ENUSP and fully reflect our positions; they were approved 
through the usual process by our boards.

All this has developed through our work on the CRPD. We are developing the 
same positions in various applications. The more input we get, the richer it is, 
and the more perspectives we get, the more we fill the gaps. 

Some advocacy programmes have emerged after the CRPD: one that is happening 
now is on the rights of older persons. The UN is contemplating a convention on 
the rights of older persons, and there is a similar process in the Organization of 
American States that is much further advanced. We played a small but significant 
role there. This has implications for legal capacity. 

There is also an advocacy programme around the rights of prisoners that relates 
to a process in which the UN is revising an old document called the Standard 
Minimum Rules on the Treatment of Prisoners. I have convened a group that 
includes allies as well as WNUSP members, to further explore and develop our 
advocacy on the rights of prisoners with psychosocial disabilities, so that we can 
influence the revision process to be in line with the CRPD. 

I maintain our UN Economic and Social Council (ECOSOC) status. We have 
consultative status at the UN (”special”) based on our expertise in the subject 
matter. 

I share information. If an issue comes up that I do not have the time or ability to 
work on, I share information on the WNUSP email list. Often it is not taken up. 
We need to consider how more WNUSP members can get involved. An example 
of this concerned the Special Rapporteur on Extreme Poverty, and there is the 
issue of development. I also share information about national opportunities that 
are coming up for shadow reporting, or when a UN expert is planning a visit. “

WNUSP Experts Share Their Visions 

Then it was time to move on to the main task of the day: sharing our visions of 
organising structure to take WNUSP forward.

Our discussion was rich; we reflected on our own experiences of structures, practices 
and values, applying them to work at global level. Here are some of the different 
suggestions made by individuals:

 WNUSP’s structure should support allied work happening at the grassroots.

“The main part of the work must be done nationally and regionally. We need a structure 
that will enable the regional and national levels to do the work. This is not absolute. The 
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work of WNUSP can forge the way in some areas, and WNUSP has a responsibility to make 
room for individuals that do not have national organizations and want to work in the 
Network…Still our main aim should be to support the regional and national levels.”

”WNUSP gives strength to the regions. It can be very helpful if I can show that I act in this 
international network.” 

 The structure should foster and grow our human rights advocacy. 

“If we look at how WNUSP has grown in the last 5 years, how it has developed this organic 
way of working[…]it is because of the strength of our human rights advocacy. We should 
build on the existing strengths[…]Other work should not be at the cost of this work. “ 

“ It is really impressive how much WNUSP has done in the field of human rights advocacy. 
This is something to celebrate and be proud of, but we must not sit back.”

“Today is about developing structures that will be the pillars of our advocacy work.” 

 An open and accessible structure is needed. The focus should be on 
connecting and informing people:

“WNUSP should host dialogue and debate, communicating through a blog or website and 
a newsletter to help us connect and be understood.” 

“Newsletters and regular publications need to be well-managed. “

“We need to know what is happening in India – because this exchange of experiences and 
good practices can accelerate practice, and we do not want to have double action, but 
bring things from one area to next. One project you have in Norway can be copied in Latin 
America.” 

 WNUSP needs a structure that enables many to participate 

“We need a structure that informs, connects and gives people opportunities to feed into the 
work. We need empowerment and training. That is a responsibility for the Network: 
Strengthening the members; creating opportunities for members to work with WNUSP, 
without being regimented and rigid.”

“It’s correct that we must give a lot attention to informing people and giving opportunities 
to work. We must also recognize that the CRPD is one big opportunity to be involved […] 
We need to reach members beyond and connect them to the work that we have done on 
global advocacy.”

 Bureaucracy must be avoided.

“I caution against a top-down approach which often multiplies the work, and scatters it.”

“Streamlining is important to avoid wasting resources.”

”The structures should not be too rigid. Flexibility is also important.”

 Working groups on specific topics could be helpful. 
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“A WNUSP newsletter could be the task of a working group. Other working groups could 
be developed to work on human rights advocacy and guidelines for creating resources 
about social supports/alternatives to the medical model.”

 A fundraising group is integral to the structure:
“There has to be a focus on generating resources and fundraising. You cannot do much of 
the advocacy if you have no resources.” “We need a resource mobilization strategy.”

Principles and Values

Our discussion also uncovered important organisational values and principles for any 
structures or processes in WNUSP:

 Democracy:

“Democratic principles include: transparency and accountability. There must be a 
responsibility on the Board to report back and consult with the broad membership.  
Therefore, it is very important to have policies and processes on how to communicate.’

 Inclusion/ accessibility

“English is not a common language everywhere. There is a lot of invisible work around 
this.”

“It is very difficult to change the information and to translate it into English. We have been 
looking at google translate as a way to facilitate translation.”

“We need to find ways for more Global South representation to happen at the UN. We need 
to make it a priority that there is representation from the Global South to make 
submissions and to travel to meetings. We need to look at what the barriers to this 
participation are and what are good mechanisms to make it happen.”

 Valuing survivor work and opposing peer exploitation

“We need to avoid putting everything on one person’s shoulders. We must distribute our 
jobs and work so we avoid fatigue and exhaustion.”

“When we say that work is volunteering, it is not really correct, because that sounds like it 
is something that does not carry much weight or responsibility. I prefer to say “pro bono”. 
Many of us have professional and technical knowledge, and this must be recognized and 
respected.”

 Gender equality

“We need to look at gender, especially when it comes to such work as well as support-type 
admin work. We need to consider the gender perspective on how support is given and 
unpaid work is done, how work is valued or not valued, and how this is perceived.”
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“There is a pattern, whereby women do all the work and men float to positions of power 
that was written about extensively during the USA civil rights movement. Whatever vision 
we adopt must take note of this and put in measures to address the issue.”

 Exploratory dialogue and peaceful conflict resolution:

“Dialogue is important when working in countries and regions where there are not yet any 
user/survivor organizations. We must first get to know the situation and have a dialogue, 
find out what is happening, and ask them to set out the issues.”

“We need to recognize the potential for very divergent opinions, and thus, the potential for 
conflict, and therefore we need to have structures that address conflict within the Board 
and between the Board and the general membership. We must be welcome to open debate, 
but have mechanisms to resolve the conflict and try and reach consensus.”

 Support for the development of our leaders and emerging leaders

“It’s important to help people learn technical language; I call these ‘soft skills’. Giving time 
to this in our forums can make them more accessible.”

“How do we support the continued development of leaders and emerging leaders? I need 
support to develop myself and my abilities in this work. We all do; we are not just the ones 
that give support to others. […] [This is about] having resources and learning 
opportunities shared with me. “

 Fostering a CRPD-compliant work culture

“There is a question about what ‘reasonable accommodations’ means inside our 
movement. We need to ask what it means in the spaces we make for ourselves. The 
pressures of productivity and efficiency may threaten reasonable accommodation.”
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6. A Visionary Way Forward

Finally, our programme in Cape Town turned to the critical question: How do we 
take WNUSP work forward?

The day began with a discussion of Alliances, Partnerships and Donor Issues
focusing on Global North and South considerations. The facilitator Debra invited us 
to share experiences and opinions about these relationships. This was a long-awaited
exchange. Because of its highly sensitive nature, it was also a closed working session. 

This discussion yielded powerful insight into the challenging, often unequal, at times 
very unsettling nature of relations between organisations of users/survivors/people 
with psychosocial disabilities and other stakeholders internationally. In the face of this, 
some participants called on WNUSP to develop a principles and values statement on the 
issue of working with others. Below we share general comments from the session:

-Clear principles and values are needed for our partnerships and alliances. 
Otherwise we may experience disrespect and misinterpretation of our issues or even
exploitation and abuse. 

-Abuse and exploitation are dangers because user/survivor groups are so under-
resourced. This is said to be an issue especially in the Global South where much Western
research is now happening.

-Some suggested values for user/survivor organisations when it comes to alliances 
are: respect, integrity and independence. 

- Another key principle is that we, the people with lived experience define the issues:
When people who do not have personal experience take it on themselves to speak for us, it 
is a problem. When we make alliances, we must make clear that while we need support, we 
speak for ourselves and REFUSE to allow others to speak for us.

-We are aware of national or local level groups in every region that say they are 
‘user/survivor organizations’, but are not user/survivor-run.

- It is important to have a dialogue about the global, regional and national 
implications of our alliances. This gives us a much-needed larger view and is a basis for 
solidarity. We have to understand the issues in the countries of each region and for the 
whole.

-We must stay aware of funding streams and their implications.

-We can broaden our concept of traditional allies and work with other groups on 
women’s rights, human rights, children’s rights, GLBTI rights, and so on.  We need to 
build partnerships and alliances and to become mainstream. Some of us argue, “the 
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changes we want to see in the world will not happen if we just see our issues as our issues 
and so it is vitally important that others see this as their issue as well.”

- The first step is to build ourselves up.  Partnerships can drain our resources, and we 
need to be strong in ourselves when we take them on. 

-Let’s also access our existing capacities and feel empowered to do things ourselves. 
We don’t need partners for something we can do on our own. This is not to undermine 
partnerships and alliances in some areas. It is just to say there is much that we can do 
ourselves. We have started to establish our own evidence. Many users /survivors are now 
also working as academics and starting their own critical global health movement. 

Practical recommendations to strengthen WNUSP

Then we moved to considering the practical ways to go forward and continue the work 
after the Seminar.  Our facilitator Michael invited participants to share their initial 
thoughts on practical recommendations to strengthen the World Network.

You can read some of the input from this session below:

HUMAN RIGHTS

Formalise WNUSP human rights technical support 

“Some of us are effectively operating as resource people when it comes to human rights 
advocacy; we are supporting organizations with doing shadow reporting basically. I 
suggest formalizing this arrangement and including representation from all of the regions 
in the group. The regions should designate someone for this purpose. If someone is 
interested and willing to do a shadow report, they can draft it and then come to us. We will 
comment on the subject matter of human rights and on how to frame things or how to go 
to the UN. ”

Prepare for the upcoming UN Civil Society Forum in the Conference of States 
Parties (COSP) and the UN High Level Meeting on Disability and Development
(HLMDD). “My recommendation is that the Board look carefully at representation at 
these UN meetings and preparations for these important events.” “We need to have a voice 
in the outcome documents related to both the COSP and the HLMDD.”

COMMUNICATIONS

Put out regular publications. “I know about language barriers, they are very 
important, but we need to communicate. We will have more power and more strength.”
“My recommendation is that we must have a monthly NEWSLETTER. We can create a 
virtual community through Google’s NGO site.”
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“I want to say something about the idea of the newsletter. I’d like to suggest that we 
expand this to an ONLINE MAGAZINE! We could publish different cases and news about 
different matters. This would give us a better voice.”

Expand the website. “We should open a channel where people can express their 
experiences and disappointments and report on their projects via the World Wide Web. We 
can all communicate through the Net. It will be a map of cooperation.”

“It’s almost important to have a webpage to showcase and reach different regions. That 
will be a reference point for whoever looks at it.” “We can do monitoring projects via the 
web.”

Create a shared space for resources. ‘’About creating a shared space for resources: 
much has already been done on this, but we need to establish a proper way to share this 
information. How do we share it? And where do we put it? I mean ‘resource’ in a wider 
sense. We need to find information we can use for our advocacy. There’s lots of information 
out there.

This can be done as a project of the World Network, or by a national organisation that 
starts creating the framework. Everyone would need to fill in the content. Ownership and 
administration would belong to the World Network.”

“It’s important to have good statistics, data and studies available online.  Many users look 
for this when trying to make sense of what is happening in different places.”

Foster dialogue on open issues. ’We need to hang on to the issues that have been 
identified this week. l am thinking about issues around identity, allies and donors and 
areas where there are no user /survivor organizations.”

STRUCTURE: WORKING GROUPS

Create Working Groups for each task. “The groups should include representation from 
every region so the discussion is fleshed out. There can be one Working Group for each 
problem, and they can advise the Board. They won’t be a decision making body, but they 
can examine the issues carefully. “ The number of working groups is limited because of 
the capacity of the World Network, but these are some of the groups proposed:

 “One group should focus on Article 13 of the CRPD, the right to access justice. 
Governments in different countries have a duty to provide justice to everybody. If 
this does not happen, we need to take the initiative and work towards this.”

 “A working group of women from all regions needs to be set up to look at 
gender issues.”

 “Another working group needs to work on the global position paper on 
mental health. That’s also urgent. We need a process of consultation about that. “
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 “One working group should look at communications.”

 One group should look at “the particular characteristics of an organization of 
people with psychosocial disabilities” in order to develop protocols.

TRAINING AND INTRA-MOVEMENT SUPPORT

Create training and support on different themes, e.g. monitoring and responding 
to abuses, and defining respectful terms and conditions for our involvement

Create mentorships and training aimed at younger activists. “We should set up our 
own training programmes, as well as mentorship to help mould the younger generation”.

STRUCTURE: GOVERNANCE

Strengthen the Board by appointing a second Chair. “In this way we will give a second 
push to organize and really restart and move on. “

Start preparing for the General Assembly. “There is so much to do and so few of us. 
Maybe we should look at short term plans and time frames in order to prepare ourselves 
for the next General Assembly.” “I propose establishing a working group on on preparing 
for the General Assembly and upcoming elections”

STRUCTURE: ETHICS

Create an ethics committee for internal conflict resolution. 

Create a committee to monitor and share information about the external 
exploitation of users/survivors and their organisations. 

Establish a list of desirable values for the World Network. “I am talking about values 
such as mentoring, open dialogue or exploratory dialogue, not using or instrumentalizing 
one another; the quality of relationships; representativeness in terms of the regions and of 
gender.”

Final exercise: Towards a Vision Statement
After a short break, we gathered back for our final exercise. Gabor was the facilitator for 
this last part of the day:

He reminded us that although we had developed much rich material, it was necessary to 
think about a Vision Statement coming out of our seminar:

“What is a Vision? It’s a statement that encompasses all the values we have discussed 
this week. It’s a concise outcome of our meeting to share with others.”
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Gabor opened the floor for each participant’s suggestions of important words and phrases 
that belong in the Vision Statement.:

INCLUSIVITY. INTERDEPENDENCE. INTERSECTIONALITY OF OPPRESSIONS 
(GENDER, AGE, LGBTI, ETHNICITY, ETC). EMPOWERMENT. CELEBRATING HUMAN 
DIVERSITY. EQUALITY.

VOICES STRONG: WE HAVE THE STRENGTH. MORE LIBERATED BY ACCESSING THE 
STRENGTH WE ALREADY HAVE. 

PERSONS WITH PSYCHOSOCIAL DISABILITIES, NOT ONLY USERS AND SURVIVORS, 
OR ALL THESE IDENTITIES!

ISSUES OF VIOLENCE AND STIGMA. ACKNOWLEDGEMENT AND REPARATIONS:
THE WORLD MUST RECOGNIZE OUR SUFFERING AND THE HARM DONE.  DIGNITY 
OF PERSONHOOD. DEFIANCE. RIGHT TO CHALLENGE. ALTERNATIVES. LIBERTY

WE ARE NOT WEAK:DISCRIMINATION AND OPPRESSION MAKE US APPEAR WEAK. 

SELF-REPRESENTATION. WE ARE A CIVIL RIGHTS AND POLITICAL MOVEMENT.  
POLITICAL PARTICIPATION. STRENGTHEN. COMMITMENT. CULTIVATION. 
SOLIDARITY. UNITY. ABILITY. ARTICULATE. TRANSCENDING BARRIERS. 

GOODWILL. CAPACITY. PROJECTION. CHANGE. NEW ORGANIZATIONAL SYSTEM. 
REDESIGN. REENGINEERED. EXPERTISE AND DIVERSITY OF 
SKILLS.DEVELOPMENT AND GROWTH.  

RESPECT FOR DIVERSITY. SISTERHOOD AND SOLIDARITY AMONG WOMEN.
GENEROSITY AND CREATING SPACE FOR EACH OTHER. SPACE TO SPEAK FREELY.  
FOCUS ON THE GRASSROOTS. LOCAL PERSPECTIVE. INVITATION TO ALL 
USERS/SURVIVORS TO JOIN OUR MOVEMENT. ALL VOICES HAVE TO BE HEARD.
HIGHLIGHT THE ISSUES.

IN SOLIDARITY WE DON’T NEED CONFORMITY.  UNITY.

FOR CHANGES IN THE WORLD AND JUSTICE.

DEMOCRATIC AND REPRESENTATIVE. COMMITTED TO ACCOUNTABLE 
LEADERSHIP AND TRANSPARENCY.  CONSULTATION AND DIALOGUE. FROM 
MONOLOGUE TO DIALOGUE TO TRILOGUE TO MULTILOGUE. SUPPORT FOR THE 
FRONTLINE SOLDIERS/LEADERS IN THE FIGHT. 

SPACE FOR CREATIVITY AND ART. PSYCHO-DIFFERENCE. ART AS ACTIVISM AND 
ACTIVISM AS ART. 

“THE JOURNEY IS NEVER LONG WHEN FREEDOM IS THE DESTINATION”: NELSON 
MANDELA. 
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Gabor thanked everyone for their contributions:

“All the thoughts will be collected. Then the Working Group will process them. After 
that, they will be circulated and everyone will have a chance to have their say on the 
result.’
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7. Robben Island
In Search of the Untold Survivor Histories of Robben Island

Early on the 13th May, our first day together as a WNUSP delegation, we travelled to 
Robben Island in Table Bay, ten miles to the west of Cape Town. We were joined by local 
survivor activists from Ubuntu Centre on the windy boat ride out of the city.

It was an important trip for us, knowing the Island’s use during apartheid as a place of 
incarceration and brutal treatment of Black political prisoners. It was the site where 
former democratic President Nelson Mandela spent two decades locked up for resisting 
a discriminatory and unjust regime. 

But we had also come here for another reason.  We wanted information about the 
Island’s use as a dumping ground for others judged non-effective members of South 
African society over the last two centuries. We wanted to know about the people, 
described by modern historians as ‘the lunatics’ and by their contemporaries as ‘the 
mentally unfit’. Little is said of these people though it is known many came from a
reviled underclass of the urban poor and homeless. What is clear is that they were
classified as social rubbish, rounded up and handed over to the growing discipline of 
colonial psychiatry. They were segregated in a psychiatric institution—South Africa’s 
first—on Robben Island. In death, as in life, they were seen as refuse, their bodies 
discarded in unmarked graves. The asylum stayed in operation until the 1930s.

Today Robben Island is a heritage site that houses a museum. Independent of WNUSP 
and Ubuntu, the museum staff put together a bus tour of the Island for us. It had two 
focuses: the treatment of anti-apartheid activists and of ‘the lunatics‘.

We found these two tours very different. The first, taking us inside the blocks and cells 
for political dissidents, was emotional and politically charged. Our guide, a former
inmate, returned some twenty years later, described the experience of being confined in 
this space: 

“When you first arrive in prison, they body search you, they take your clothes, 
they take your money, they take all your particulars, they give you prison clothes. 
They also give you a number. That number represents your name. My name in 
those days in the form of a number, it was 7/67”

Prisoners, he said, had slept on the floor, bathed in freezing cold water and obeyed a 
routine of strict and arbitrary rules. They had lived in constant fear of capricious 
warders known for using brutal force. Mandela and others had tried to alert human 
rights organizations like Amnesty International about these abuses going on behind 
closed walls.  They had wanted to make the situation to the world, to make it end.

This information resonated with us, users and survivors from around the globe. We 
were reminded of the places used to incarcerate and ‘treat’ our peers in each of our 
communities: not only insane asylums sealed off in the past, but today’s public and
private hospitals/institutions, social care homes, camps and ‘Colonies of the Mentally Ill’ 
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(like Leros Island ‘Psychiatric Hospital’, Greece for ‘difficult patients’, described as a 
“concentration camp” by journalists in the late 1990s). We thought of the places where 
our people are right now being secluded, strapped down, force drugged, electroshocked 
and caged in the name of ‘psychiatric help’. 

Then we were taken on the tour about ‘the lunatics‘. Our guide, a museum historian, 
showed us areas of the Island where psychiatric prisoners had lived and worked as 
slaves. He agreed that back then the situation was horrific. Back then they had not known 
what they know today about mental illness, he said, Treatment today is thankfully 
different.

These were no doubt well-meant comments, but they were disquieting. We recognised 
this telling of the psychiatric past instantly: it is the dominant narrative of the modern 
psychiatric industry. It is, as psychiatric survivor Peter Beresford has said, a history “in 
classic modernist terms of centuries of progress, culminating in modern psychiatry“. We 
hear it recited continually by charities, academics, government and the media.  These 
authorities steal and appropriate the past of psychiatric survivors in a public relations 
exercise for ’modern humane and effective psychiatric care’. Meanwhile, the voices and 
perspectives of the people on the receiving end of ‘treatments’, past and present, are 
silenced and ignored.

In response, Beresford and other survivors call for a survivor-controlled history of our 
people based on our own research and analyses. We agree with him that “now is a 
crucial time to reclaim our past” and so expose “the failure and the cruelty of the 
medical model of madness”. A movement is afoot, led by users and survivors of 
psychiatry, to return the identity and the facts of the lives of people who died in 
psychiatry to the world. The history of Robben Island, and its links with current 
psychiatric abuses in South Africa, needs to be claimed and told by the survivor 
movement.
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Afternoon on Robben Island: Presentation of WNUSP’s International 

Advocacy Work and Meeting with Deputy Minister

We had lunch at the Robben Island Guest House. This was followed by a meeting with 
the Deputy Minister for Women, Children and People with Disabilities Hendrietta 
Ipeleng Bogapane-Zulu. 
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The meeting started with a presentation by WNUSP’s International Representative Tina 
Minkowitz. Titled CRPD and Beyond, it described WNUSP’s international advocacy 
work:

It was noted that it was important to honor all our struggles around the world, the 
founders of the user and survivor movement and the activists that have made 
achievements possible in the Movement. 

One of the most significant achievements to celebrate was the role played by WNUSP in 
the drafting of the Convention on the Rights People with Disabilities. WNUSP had played 
an influential part; it had succeeded in incorporating human rights defined from a 
user/survivor/ psychosocial disability perspective into the treaty. This contributed to 
building and strengthening the global movement. It also led to recognition of the rights 
of users and survivors and people with disabilities by the UN, and a growing respect for 
WNUSP advocates as independent experts. 

During the drafting of the CRPD, the following advocacy principles guided the 
participation of WNUSP:

• We define our human rights

• It is necessary to overrule the Mental Illness Principles (which WNUSP rejected 
for its medical model, procedural safeguards approach that condoned human 
rights violations)

• Our core issues can be presented as an application of the principle of non-
discrimination based on disability, which mainstreams us within the disability 
community and fosters solidarity as well as better understanding of the values 
and principles involved. Our core issues are: 

– Prohibit disability-based detention (which is discrimination in the 
enjoyment of the right to liberty and security of the person)

– Prohibit forced interventions claimed to be “therapeutic” (which we hold 
amount to torture)

– Equal legal status including full legal capacity

– Non-discrimination in all human rights (economic, social, civil, political, 
cultural)

– Provide services without restricting freedoms

In the CRPD text, the following articles reflect WNUSP’s advocacy and have been the 
focus of our ongoing work of implementation and monitoring:
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• Article 12, which ensures that all users and survivors and people with 
psychosocial disabilities enjoy legal capacity on an equal basis with others

• Article 14, which guarantees liberty and security of the person on an equal basis 
with others. 

• Articles 15, 16, 17, which guarantee freedom from torture and violence, 
exploitation violence and abuse and respect for integrity

• Article 19. which guarantees the right to live independently and be included in  
the community

• Article 25, which guarantees equality in healthcare on the basis of free and 
informed consent

To realize these rights, State Parties have obligations and the following must be noted:

Article 4.1(b) requires that State Parties abolish laws and practices that 
discriminate based on disability

Article 4.3 requires that State Parties consult closely with persons with 
disabilities and representative organizations

The purpose of the CRPD is to ensure that all human rights of all persons with 
disabilities are respected. Guiding principles of the treaty include respect for individual 
autonomy and freedom to make one’s own choices and there must be an end to all 
discrimination. 

Our successful participation in the CRPD negotiations resulted in:

• Incorporation in the text of WNUSP core issues

• The rights of users and survivors and people with psychosocial disabilities are 
mainstreamed as disability non-discrimination

• The Mental Illness Principles are superseded by CRPD as a core human rights 
treaty

• DPO self-representation of users and survivors was respected

• Awareness raising at a global level

• Creation of international law in the image of people with psychosocial disabilities

• The building of WNUSP as a global movement and increasing its capacity for 
human rights work 
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Post-CRPD adoption, I believe the following areas of work and advocacy are needed 
(which are being pursued, but unevenly, by WNUSP and its members): 

• Securing the interpretation of CRPD through various mechanisms and 
representation at OHCHR, Special Rapporteur on Torture, CRPD Committee etc.

• Law reform and participating in strategic litigation

• Monitoring and enforcement (shadow reporting, European Court submission)

• Human rights education, awareness-raising

• Extending the analysis of the CRPD into other relevant areas (such as the rights 
of older persons, and the rights of prisoners).

Recent successes and work include:

 The Special Rapporteur on Torture called for an absolute ban on 
nonconsensual psychiatric interventions, in his report earlier this year.  
He also stated to the Human Rights Council that in his opinion detention 
on mental health grounds is unjustified, and cannot be justified based on a 
motivation to protect the safety of the person or others.

 This development suggests we might explore  additional implications of 
the torture framework and how to use it, including the right to remedy 
and reparation for victims, which encompasses systemic measures and 
legal change as well as individual measures.

 We are working on the rights of older persons, in two processes: an OAS 
draft treaty, and a process to consider proposals for an international (UN) 
treaty.  We have influenced the OAS draft to comply with CRPD Article 12 
(legal capacity), but there are still problems in relation to Articles 14 and 
19 (liberty and living independently in the community). 

 We are participating in the review of the Standard Minimum Rules on the 
Treatment of Prisoners, where there is a danger of maintaining outdated 
and discriminatory standards if the CRPD is not followed.

Challenges Framework

I have used this framework to identify different kinds of challenges we face in 
implementing the changes required by the CRPD.  They are:

Political – where does opposition come from and how can we address it?

Technical – how can the rights in the CRPD be effectively put into domestic law 
and mechanisms?
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Practical – what does support look like and how do we make it available?

Philosophical – are we comfortable with the implications of the new paradigm?  
This gives us an opportunity to explore the outer edges of an issue and find 
creative ways to meet challenges while affirming our core beliefs and values.   

It was very powerful to hear our concerns, and the human rights standards that WNUSP 
had fought hard for, articulated so clearly.

Then it was the turn of the Deputy Minister to speak. She described South Africa’s own 
participation in the CRPD negotiations. She praised the work of WNUSP and Tina 
Minkowitz in that process. South Africa, she told us, is dedicated to CRPD 
implementation and respecting the rights of people with disabilities. The country also 
has a role to play in promoting international observance of human rights, she said.

Next she asked WNUSP and Ubuntu members to express their own questions to her so 
we could have a dialogue.

Inspired by Tina’s presentation, delegates voiced concerns about urgent human rights 
issues in South Africa and abroad: these included the repeal of mental health laws and 
the recognition of forced drugging and other coercion as torture. One African 
participant highlighted the need for ‘new‘community-based treatments to respect the 
CRPD.

The Deputy Minister thanked us. She affirmed her commitment to working with DPOs. 
She had personal insight into our topic, she said, since she had been affected by mental 
health issues. 

It was very important, she stressed, to reduce the “stigma around mental illness''. 
Another key point was to ensure that everyone in South Africa can access medications 

and psychological treatments. This brought the day’s discussion to an end.

Over the next few days in Cape Town, many of us kept this session in mind. It connected 
with our work on how our organisations can communicate and work with potential 
partners, including governments and human rights NGOs. This work peaked on the final 
day when we looked closely at how we can set the agenda and define support when we 
work with others.



68 | P a g e

8.Conversation with the UN Special 
Rapporteur for Disability

Shuaib Chalklen was appointed the United Nations 
Special Rapporteur on Disability in 2009. He is the only 
Special Rapporteur based in New York and has a 
mandate different from other Special Rapporteurs that 
are based in Geneva and report to the UN Human Rights 
Council. Each Special Rapporteur gets a mandate. The 
Standard Rules for the Equalization of Opportunities for 
People with Disabilities make provision for the 
appointment for the special Rapporteur based in New 

York offices of United Nations Department of Economic and Social Affairs (UNDESA), 
reporting to the Commission on Social Development. Among the major outcomes of the 
Decade of Disabled Persons was the adoption, by the General Assembly, of the Standard 
Rules on the Equalization of Opportunities for Persons with Disabilities in 1993. 
Although not a legally binding instrument, the Standard Rules represent a strong moral 
and political commitment of Governments to take action to attain equalization of 
opportunities for persons with disabilities. The rules serve as an instrument for policy-
making and as a basis for technical and economic cooperation. The Standard Rules are 
not a rights based document. It cannot be legally enforced such as the CRPD. It has a 
focus on development rather than rights. 

Shuaib Chalklen does do work with other Special Rapporteurs.  His mandate encourages 
ratification of CRPD, encourages inter governmental co operation and promotes 
vulnerable groups such as women and children with psychosocial disabilities. These are 
the focal areas he has chosen. There are other tasks added to his mandate. Last year the 
Commission for Social Development requested he report and consider people with 
disabilities in situations of risk, tsunamis, earthquakes and other human disasters. Also, 
the Special Rapporteur must participate in the process leading up to the high level 
meeting in September 2013.

Shauib shared with WNUSP:

Every year the United Nations General Assembly meets in September and have High 
Level Meetings on a particular topic.  The United Nations has been under so much 
pressure from civil society organizations about excluding people with disabilities from 
the Millennium Development Goals. UN had to admit eventually that they did exclude 
people with disabilities. The Secretarial General released a report on the inclusion with 
people with disabilities and now there is in September 2013 a High Level Meeting on 
disability and the realization of the MDG’s and people with disabilities.
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This comes at a time globally are now discussing the new round of global development 
goals. The High Level meeting is important and there has been a process of consultation 
going on all over the world in different countries. Generally the UN does not consult 
with civil society when it runs its own processes such as this high level meeting. Civil 
society is there as a secondary source. The UN will run process with governments and 
all these document feeds into what will become the outcomes document at the high 
level meeting in September. The document coming out of the high level meeting 23 
September 2013 will feed into this global dialogue around the next development goals.

There is a challenge when we talk about development goals.  Consultations sometimes 
do not happen at the appropriate level and where it is most needed. In the Global South 
and poorer Global North countries, we need to develop and need the rights. Priorities 
differ from region to region. Priorities are different in Africa and completely different 
than in Europe, Canada or USA. However, this does give the opportunity as the World 
Network to give your inputs to this consultation process.

Shuaib suggested that WNUSP should prepare a document for the High Level Meeting. 
WNUSP should prepare strong statement of its own. 

Question: “People with psycho social disability are marginalized. People are 
brainwashed by psychiatry. Other people are speaking on our behalf. “Nothing about us 
without us” is not working yet. How do you develop a strong movement?”

Response: “There appears to remain little understanding and support for people with 
psychosocial disabilities. Presence of leadership of WNUSP in New York and Geneva will 
raise awareness by what you say.” 

Question: “What can you do for us as your role as Special Rapporteur to raise the issue 
with governments that are friendly to you with how they are perceiving and addressing 
our concerns and human rights issues and psychosocial disabilities?”

Response: “I took it as part of my interpretation of my Mandate to focus on 
psychosocial disability. I’ve have never gone to a government of a country and not 
raised awareness of it. But it is important for WNUSP to use resources as an 
organization. For example, within the International Disability Alliance creates 
opportunities to have a much wider reach.”
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9.Making our Voices Heard: 
Recommendations from Cape Town

These recommendations were formulated by the 2013 Working Group and reflect the 
concluding discussions that were held in May 2013 at the Cape Town Capacity building 
Seminar. They were sent to the Cape Town participants for input and the final 
document was forwarded to the Governing Board of WNUSP: Moosa Salie, Tina 
Minkowitz, Salam Gomez, Jolijn Santegoeds, Mari Yokomoto, Sam Badege and Daniel Iga

These recommendations are offered in support and with the aim to strengthen the 
Board’s governing structures and functions.

Recommendations to Strengthen the Board Governing Structure:

 It is recommended that a second Chairperson be urgently appointed to support 
the current Chairperson.  This we believe will strengthen the capacity of the 
current Board Chairperson in carrying out required duties and will fulfil the 
requirements of the WNUSP statutes. 

 It is recommended that actions are taken so that the Board can operate as a team 
with 2 Chairpersons and that it begins to hold regular meetings and to consider 
the work that needs to be done leading up to the next General Assembly and 
beyond.

 It is recommended that preparation for upcoming international events 
commences. The Conference of State Parties (COSP) in July 2012 and the High 
Level Meeting on Disability in September 2013 must be prepared for. 

 It is recommended that there be the formation of Working Groups to carry 
forward the work of WNUSP. The following working groups are recommended 
with the responsibilities and tasks outlined:

Technical Resource Working Group:

Some WNUSP members have been operating as a technical resource team to assist 
national user/survivor groups with shadow reports and to work collaboratively with 
other organizations on joint UN submissions and amicus briefs. It is recommended that 
the existing technical resource group is enlarged to include more experts especially 
from Global South.

 It is recommended that this Technical Resource Working Group be formalized so 
that work can be made more effective.  
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 It is recommended that this team also begin overseeing the drafting of a Global 
Position paper on Mental Health Laws and issues around “Global Mental Health” 
and development or creation of subworking group.

 A technical resource working group that considers Access to Justice as a 
mechanism to address discrimination is formed as a subgroup.

Ethics and Structure Working Group:

The appointment of a working group that commences work on issues that implicate the 
ethical processes and practices as well as structure of WNUSP and would result in the 
following results:

 prepares a Draft Code of Ethics for WNUSP members, workers and volunteers.

 proposes a mechanism (a body and procedure/policy) to respond to concerns, 
complaints  and processes to mediate disputes and conflict if they arise. 

 examines the existing WNUSP Statutes and draft proposals for amendments at 
General Assembly to be circulated amongst membership.  Amendments to the 
statutes may be required in order to address the issues enumerated below, and 
otherwise to improve the capability of WNUSP to perform its mission and take 
on the work being proposed by the Cape Town strategic planning meeting.  

 considers membership criteria and finalize membership database of the WNUSP.

 drafts a document that describes the roles of the Board Members and the [Co-
]Chair[s]. 

 considers the election process for next General Assembly and drafts 
recommendations in this regard . 

 considers how WNUSP’s consultation of its members can be improved and 
formalized and makes recommendations in this regard.

 considers the articulation of regional organizations with WNUSP (together with 
representatives of ENUSP and PANUSP) and makes recommendations in this 
regard.  

 drafts a Code of Ethics that will guide a  ‘monitoring mechanism’ to share 
information and report about exploitation, human rights violations and other 
harmful actions by human rights and mental health NGOs, lawyers and donors, 
etc. .  

Communication Working Group
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It is necessary to improve communications both internally within WNUSP and 
externally, including outreach to the general public. This Working Group would 
consider and make proposals regarding:

 It is recommended that these communications are addressed through an 
improved website, other social media and opening up the channels of 
communications without excluding those with no access to internet. 

 Develop outreach to membership and mechanisms of maintenance of 
membership database be explored.

 Broaden opportunities for member involvement in the work of WNUSP should 
be promoted.  

 Strategies developed to including the voices of youth Users and Survivors of 
Psychiatry.

 Different language options, media and formats should be investigated, taking 
into account the accessibility needs of users/survivors/people with psychosocial 
disabilities globally.

 A Survivor Institution of Knowledge resource base should be established that 
collects user survivor knowledge that is owned by the user survivor movement.  
Options for user/survivor-controlled training /education should be explored.

 Publication of newsletter and platforms to share information should be 
developed. 

 Issues such as identity and preferred terminology need to be discussed within 
the global movement in a thoughtful and systematic way.

 Create a platform for a ‘monitoring mechanism’ to share information and report 
about exploitation, human rights violations and other harmful actions by human 
rights and mental health NGOs, lawyers and donors, etc. .

Working Group on Fundraising and upcoming General Assembly

 It is recommended that a Working Group is appointed to collaborate and 
strategize on raising funding to carry through the work of WNUSP

 Draft proposal for funding of the upcoming General Assembly.

A Woman’s Group

Gender dynamics, concerns and issues of power within the movement and broader 
society need to be addressed. This is not a proposal to the Board to form a woman’s 
group but a broader proposal to the membership of women. It is proposed that the 
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Board support this initiative of women, give valid recognition to this group and address 
any concerns raised by this group.

Working group on Intersectionality

An interest group be created to work on the intersectionality with other discriminated 
groups such as LGBTI, indigenous persons, older persons, youth, displaced persons and 
refugees, those within the criminal justice system, those living with leprosy, HIV, 
Albinism, affected by witchcraft etc. be considered.

Conclusion:

It is believed that these above recommendations and the implementation by the 
governing structures can contribute towards the strengthening of the capacity of 
WNUSP to represent the interests of Users and Survivors of Psychiatry
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Appendix 1

This is Our Voice 2013:  A Research Survey Report of 
Our Views

Conducted by the WNUSP Strengthen Our Voices Working Group 

With many thanks to all those who gave their time and submitted their views and 
comments.

Introduction

Context: 

In April 2013, the World Network of Users and Survivors of Psychiatry invited users and 
survivors and people with psychosocial disabilities to participate in a Research Survey 
called “Hear Our Voices”.  This Survey was designed to give users and survivors an 
opportunity to share their views and contribute to the capacity-building efforts of the 
WNUSP in 2013.

Aims of the Survey:

This was a qualitative enquiry to document, share and inform the WNUSP leadership of 
thoughts and opinions so as to give direction and enable WNUSP to grow the Movement. 
The communications received were noted and this report reflects a summary of 
answers in response to the Survey. Every response was important, and it is impossible 
to represent all comments and views.

Methodology:

The research survey was developed by psychiatric survivors of the Working Group. It 
was sent out to all members and promoted on social media to reach out to as many as 
would want to participate. Four questions were asked of users and survivors and they 
were encouraged to freely contribute views, thoughts and opinions. The first question 
was:  What do you think are currently the most important issues and problems facing 
users and survivors and people with psychosocial disabilities? This question was 
designed to give an indication of what are regarded as the issues and challenges that we 
face. The second question was to elicit suggestions of practical actions that the 
membership want WNUSP to take. The third question was to explore what the 
perceived strengths of the WNUSP are, and the fourth question was to give an indication 
of what the perceived weaknesses of the WNUSP are. It is important to consider both 
strengths and weaknesses so that reflections can grow the capacity of the Movement.
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The results of the survey were compiled by psychiatric survivors of the Working Group.  
An attempt has been made to reflect the voices through using as many quotes as 
possible from the responses to the survey.  All these quotes are anonymous.

Limitations of the Survey:

WNUSP received 38 comprehensive responses and a substantive amount of data from 
North America, Latin America, Europe, Africa and Asia and the Antipodes. WNUSP is 
aware that the social, economic, political and historical contexts of users and survivors 
of psychiatry and people with psychosocial disabilities are diverse and vary 
substantially across regions and communities and that this was a small sample.

However, this survey report can act as a “snapshot” and only a baseline indication of 
what users and survivors globally believe are the issues and challenges and what they 
desire WNUSP to do to face the challenges. The Report attempts only to give a synopsis 
of what was contributed based on repeated themes and viewpoints that emerged.

Further work could take many directions. They include outreach to users and survivors 
in languages besides English and people without Internet access, research on specific 
topics, and involving more WNUSP members at different stages of the research process.

What do users and survivors think are currently the most important issues and 
problems facing users and survivors and people with psychosocial disabilities?

This question raised many issues with many responses indicating that the power of the 
medical model and accompanying Mental Health Laws and Policies that allow for forced 
treatment and deprivation of liberty remains the burning issue.  The lack of information 
on and existing unavailability of alternatives to the medical model exacerbate the 
challenges faced. The various ways legal capacity is denied strongly intersect with the 
issues around forced psychiatry and deprivation of liberty.

Social isolation, discrimination and stigma continue as a barrier. It was expressed that 
stigma and discrimination lie at the root of many human rights violations, and this 
results in users and survivors and people with psychosocial disabilities as a group being 
discriminated against and disadvantaged.

It is clear that human rights are violated broadly, and employment rights, health rights, 
older persons’ and prisoners’ rights, reasonable accommodation rights, family rights 
and access to justice rights were highlighted by respondents. The survey also 
highlighted that the issues faced in the Global North and South may differ due to 
economic and social contexts.
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The Power of the Medical Model is an issue and problem:

Many responses spoke about continuing forced medical interventions and treatments as 
harmful and that they were often experienced as torture. It was stated that “Psychiatric 
torture and violence has not stopped and if anything is penetrating into more sectors of 
society”. The extension of forced treatment into community in the form of Community 
Treatment Orders was highlighted as a concern and issue to be addressed. 

“Forced treatment, electroshock and, above all, the harm done by psychiatric drugs” was 
related by almost all respondents as the focus of concern when considering western 
medical interventions. Concerns were raised about “false information about side and late 
effects” of these treatments.

It was underlined that “We psychologize and medicalize human suffering and difference 
at an ever-increasing rate.”

Society’s general ignorance of lived experiences of psychiatry and its negative aspects 
was often mentioned: “Reaching the threshold of a psychiatric clinic is in itself shocking. 
You knock on a door for help from the professional person who can provide us believe, 
however, what happens there, behind closed doors is something that cannot be what you 
were expecting.”

It was raised as an issue that: “Psychiatry and mental health care services focuses 
primarily on social control and there is a failure to adopt a human rights based approach 
to those that refuse medical treatments.” This situation is regarded as both: 
“unacceptable and unnecessary” by most respondents.  

Where some did find acceptable options, they often experienced difficulties and barriers 
in accessing these services. It was reported: “I personally am trying to get into a 
Dialectical Behavioural Treatment (DBT) program but I am unable to afford the cost. 
Despite DBT being successfully proven to help with extreme emotions the cost makes it 
impossible for me to get into the program.”

Mostly, existing options were described as: “old models of treatment, overmedication 
being common and a widespread belief only in medication as a solution while ignoring the 
role of individual approach, psychological help and work with social background that 
included the impact of poverty, family conflicts, crisis situations etc.”

An explanation was offered: “The world remains fixed within a medical framework and 
psychiatric labels still have great power to influence paternalistic and discriminatory 
attitudes towards users and survivors. The discourse around madness is shaped by ideas 
and beliefs of dangerousness and criminality together with beliefs that autonomy and 
independence of decision making is beyond that capacity of people regarded as mentally 
“ill” or “disordered”. This not only challenges having our voice heard but also the 
credibility of what we have to say, is often ignored or dismissed as irrelevant ramblings. 
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Psychiatry and associated medical caring is driven by powerful lobbies such as WHO, 
pharmaceutical capital interests and medical professionals who portray beneficent 
concern for “mental health” which serves only to fudge the issues and allow for a 
continued belief in scientific medical solutions to emotional distress”.

“Fixing people remains the mantra rather that respecting the rights of the person.”

Mental Health Laws and policies are an issue and a problem

Issues were raised around the power of mental health legislation, with “archaic and 
outdated” being words that captured how many saw this legislation. 

Many felt condemned by Government policies and laws that allowed for forced drugging 
and ECT. “This is not healing, helpful, caring or enabling of recovery. It is a system that 
physically disables people in a crisis and gives them more traumas to deal with”.

Discrimination and abuse of rights through mental health laws were a grave concern. 
“Our human rights are grossly violated, our lives are at stake, our privacy in our homes are 
violated by these laws.” Mental Health Legislation that allows “forced treatment and 
medicalizing of human existential pain and social diversity” was strongly described by 
one as a “slow holocaust”. 

Another described the intersection of forced treatment and law: “Human rights, forced 
incarceration without trial and forced treatment.” It was further explained that: “Though 
we are supposed to be gaining ground, in actuality, there are more psychiatric prisoners, 
more medications, and a lot of force. There are more laws here in USA then there ever 
were before which allow civil rights violations, including the invasion of people's homes.”

Another respondent commented on ‘safeguards’ within mental health laws: “Mental 
health tribunals are welcome but also stacked against the service-users in terms of the 
power dynamics, and only kick in 21 days after someone has been held against their will.”

The lack of alternatives to the medical model is a problem and an issue:

Being perceived as objects of treatment within a medical disease paradigm, was seen as 
a continuing barrier to finding alternatives outside of the medical model: “The strong 
hold of the medical model of psychiatry among doctors, politicians, journalists and in the 
general opinion – because this belief is that severe psychic problems are “illnesses” is the 
starting-point."  Psychiatry was said to have a “deeply embedded social and political 
influence. This has stood for decades in the way of alternative options being pioneered, 
resourced and developed in particular with regard to ‘crisis’ support.”

“There is a general lack of information on alternatives to the medical model, while 
trauma-informed services and peer support are practically nonexistent in some non-
English speaking countries.”
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The response of families and society to the absence of alternatives was raised as 
another concern: “friends or family say: we see a person has difficulties coping but refuses 
our help: what can we do for them except forcefully take them to hospital where they will 
be forcefully treated?”

“Lack of survivor-controlled spaces, alternatives that means also lack of real choice of 
options and self-defined support systems/options. There is a lack of psychosocially specific 
support systems and forms of reasonable accommodation.”

It was expressed that: “The widespread shortage of non-clinical options of support result 
for us to find ourselves detained and have psychiatric and clinical psychological  
treatments forced on us and to be coerced to accept it. “

It was said: “We need more options to suit the individual needs of those facing difficulties. 
The medical model is dominant in ‘mental health’ but this is unhelpful, even dangerous.”

The various ways Legal Capacity is denied are a problem and an issue

It was explained that the lack of recognition or respect of legal capacity does not allow 
for autonomous decision making and choices in determining many decisions in life.

“There is no recognition of stated wishes on how someone wants to be treated if they 
become unwell, so there are no protections against arbitrary treatments by psychiatry.”

Issues around decision making and equality before the law were highlighted as a great 
concern especially when the capacity to act and make decisions was undermined by 
guardianship laws. The very existence of guardianship laws and mental health laws 
creates conditions of fear:

“Guardianship systems, forced incarceration and drugging create a climate of insecurity in 
which merely disclosing one's label or experience of madness can put a person at risk of 
being victimised in one's home and in the community, and of being institutionalized, not to 
mention the absence of safeguards in institutions - where human rights organisations have 
restricted access, and abuses and torture occur under the guise of treatment.”

“Misrepresentation by mental health charities, and the misuse of international funds to 
sustain institutions as opposed to developing voluntary community-based services” was 
another contribution that highlighted the role of NGOs and donors in sustaining systems 
of institutionalization and guardianship.

It was a concern that supported decision-making is not in place. Besides legal barriers, 
attitudes and beliefs regarding perceived decision-making capacity also create further 
barriers; it was said that medical professionals and society in general “consider us 
legally incompetent before ever being declared so by the state.”  

Social isolation, stigma and discrimination
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It was expressed that stigma and discrimination lie at the root of many human rights 
violations, and this results in users and survivors and people with psychosocial 
disabilities as a group being discriminated against and disadvantaged.

It was said that: “Users and Survivors of Psychiatry regard themselves as one on the most 
marginalised groups in society. They are universally discriminated against by the system 
and by the broader society in general and often face extreme violence and physical abuse, 
often in the name of receiving care, treatment and help.”

Many described the challenges faced due to stigma and discrimination and experiences 
of social isolation and marginalization: “People with psychosocial disabilities often live on 
the fringes of society and when they receive state support, they are segregated into state 
run ghettoised accommodation, which further adds to their exclusion from the rest of 
society.” The poverty and economic hardship related to social stigma and discrimination 
were said to “make a person a prisoner even outside the hospital walls.” 

The effect of stigma and the “infantilization of users” are further exacerbated by others 
claimingto represent our best interests. One voice highlighted “the pretence of some 
progressive camp entities to exercise some sort of guardianship over people and user 
groups”.  

Stigma is sometimes experienced as “judgment from others who are afraid of people who 
have been diagnosed with ’mental illness’."

Becoming forgotten persons was also raised as a fear: “You cannot fail to mention also 
the issue of forced internment and people with psychiatric diagnoses imprisoned humans 
becoming forgotten by their families, society and the justice system.”

The role of negative media portrayals was raised as a concern: “Media material enforces 
fears and stereotyping of emotional distress in general population. The movement is still 
marginalized in the press and shut out from politics, while tokenism also continues to play 
us against one another.”

“Regarding us as a problem” was also cited as a concern. “So we become second class 
citizens in the eyes of the many people.” This stigma results in: “poor visibility at all levels: 
from local and national to international disability policy.” 

“We are one of the most marginalized groups in the world. Our voice might be heard at top 
level – but I am not sure they hear the meaning in what we say. We are also marginalized 
in the disability movement.”

One participant stressed that it was vital to challenge the marginalizing of our issues 
until they are seen as human and universal: “A challenge the Network faces is how to 
communicate about legal and philosophical issues: the dilemma of psychiatrization is that 
it shoots for the heart, which is in all human relationships. Our issues are deeply personal-
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political, personal-legal, personal-medical– yet because psychiatrization is so specific 
people sometimes denies our issues are statistically important. We need to say they are 
important because they affect everyone. We need to say they are important because they 
are the root of emotional thinking about life. We need to say they are important because 
they are global. And we need to say they are important because while everyone suffers, we 
are made to suffer for having suffered (the ‘cure’ is worse than the ‘illness’). These are the 
things that challenge any psychiatrized person, regardless of whether communities and 
cultures say they don’t like modern psychology or backward psychiatry.”

Human Rights: Discrimination and violations

Many users/survivors pointed out areas where discrimination and abuse are 
widespread against us:

These include employment. They described barriers to accessing the labour market: “I 
think that the most important problems for the persons with psychosocial disabilities are 
that we face serious problems finding a job, because many companies and persons in the 
whole society don’t know very well or even know something about this kind of disability.”  

Discrimination in the workplace was also articulated: “The stigma is based on ignorance 
and lack of understanding, and acceptance of many myths and stereotypes. As an example 
I will say that I personally have seen cases of people absolutely functional, which when 
discovered his label, were fired from their jobs, despite being excellent staff.”  “Situations 
like this make people try to hide their condition, thereby producing a double 
victimization.”

Participants said the right to health is often undermined when there is a psychiatric 
diagnosis. They reported that often medical problems are overlooked when a 
psychiatric diagnosis is given to a person. People in these situations found that health 
problems emerge or worsen due to heavy psychiatric medication, and they are often 
ignored or “not properly taken care of”.

It was said that mental health “treatment protocols & public policy issues determined by 
‘public safety’ rather than good health” and this infringes on accessing the right to health 
on an equal basis with other citizens.

The rights of older persons were also highlighted , with a concern expressed about the 
rights of “older people who have been labelled with dementia, and older people with 
psychosocial disabilities/ users & survivors of psychiatry.  There is an increase in 
institutionalization, use of psych drugs to control behaviour and make older people more 
manageable, as well as the increase in use and promotion)of ECT.  Double standard for 
aging, “active aging” vs. institutionalization is regarded as disability-based 
discrimination.”
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Others wrote of the intersections of the rights of prisoners and psychosocial disability:  
“and what should be the proper approach to people who commit crimes while in states of 
mental and emotional distress, or who experience such distress while in prison?  Other 
issues include countering the medical model and incapacity approaches, like the insanity 
defence and transfer to forensic psych institutions, mental health courts, etc., also the 
problem of double discrimination and ensuring people labelled by psychiatry who are in 
prison have equal rights and eligibility as others for educational and work programs as 
other prisoners.”

Reasonable accommodation emerged as an issue and was often linked to 
discrimination: “Discrimination and denial of reasonable accommodations in schools, at 
the work place, public services, detention, and judiciary.”

Barriers to independent living in the community were also emphasised. In some parts of 
the world it is said that: “Lack of access to social housing and community services” 
impacts directly on the continuing life-long institutionalization in psycho-neurological 
facilities.

The difficulties in using the law to claim our rights (access to justice) was seen as a key 
barrier: “Access to justice as a fundamental human right, is definitely an instrument that 
enables law enforcement of other rights (education, health, housing, recreation, work, 
participation, inclusion, non-discrimination, etc.), if not strengthened this right to the 
enjoyment of all other rights to the users and survivors of psychiatry will become obsolete.”

Global North/ South issues of difference are a significant issue: 

The survey highlighted that the issues faced in the Global North and South may differ 
due to economic and social contexts.

There was an opinion expressed that “Issues effecting the South are different to the issues 
in the North. Bringing those voices together is probably the most difficult aspect of the 
Network.”

A voice from the Global South indicated that there are different perceptions of issues 
that are framed by social and economic factors:  “In the high income global north, where 
psychiatry is organised well, people with psychosocial disabilities are often safeguarded by 
social security and have better living standards by comparison to their peers in the third 
world which are substandard by the standards of the average citizens in their societies.” 

Deprivation of liberty is a commonality in the challenges faced by people with 
psychosocial disabilities in the Global South outside of any mental health system. They 
“face terrible violations of their human rights, where often “unmanageable” people are 
chained and locked up by family members in backrooms, sheds and outhouses.”
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It was expressed that in the field of disability and development “a lot of activity is taking 
place without user/survivor input.”

The Global South remains a target for medical solutions and the spread of psychiatry 
and often this undermines traditional practices and cultural solutions.

Repeatedly it was said that: “Psychiatric drugs remain as dominant treatment.”
[wherever psychiatry is established] There was concern expressed [across the regions] 
over the “drugging of children and that women, people that identify as homosexual and 
older persons remain more vulnerable”. The Global South should guard against these 
negative established norms being implemented in the Global South.

The second question asked was: What do you want and think that the World 
Network of Users and Survivors should do so as to address the issues and 
problems we face? 

This question brought input on what WNUSP should do to address challenges faced by 
users and survivors of psychiatry. It was strongly recommended that WNUSP advocate 
for human rights and to do this especially within the framework of the CRPD. Some 
called for transformation of the existing mental health care system. 

Some wanted WNUSP to be an instrument for mutual support of individuals and 
emerging independent groups. Supportive networks are perceived to sustain WNUSP’s 
growth.

Information and knowledge sharing was seen as an important role for WNUSP. WNUSP 
can be an educative and research focus for the user and survivor movement through 
these supportive networks.

It was suggested that strategic alliances be forged with other civil society organizations 
and the State on issues of common interest -- for example, for the promotion and 
dissemination of information on rights. Developing more close cooperation with allies 
was an important area of advocacy noted by respondents.

The development of alternatives through WNUSP was seen as an important area of 
work. In general, WNUSP needs to develop a strategy. Fundraising was another area of 
work that needed to be addressed.

Advocate for Human Rights and the Implementation of the Convention on the 
Rights of People with Disabilities.

Many participants recognized the importance of Human Rights as a framework to 
“abolish force, lobby for the reformation of the legal capacity systems” and end the human 
rights violations encountered. It was said that WNUSP should “facilitate the struggle for 
the enforcement of our rights.”
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It was stressed that “the WNUSP has an important role to play in ensuring that it engages 
with those in power and who have control over the lives of users and survivors of 
psychiatry and people with psychosocial disabilities in order to ensure that the best 
possible human rights circumstances are experienced everywhere and in every country 
and place.”

“We regard it as important that as a voice of civil society we hold States accountable for 
the national implementation of the Convention."

Participants identified “monitoring of the UN CRPD” as critically important; above all, 
they wanted “that CRPD is implemented for everyone.”  WNUSP’s role in this process was 
seen to have international and national aspects:

“There is a need to continue and expand the international advocacy.  Standard setting in 
the UN and regional intergovernmental organizations is of value for many reasons, 
including inspiration, coherence, accountability, and awareness-raising.  We need to 
continue consolidating and extending the CRPD paradigm.”

Specific actions for CRPD advocacy were named:

“Another challenge is ensuring that States Parties to the UN Convention uphold their 
obligations, as set out by our movement. In addition to addressing specific issues facing 
users and survivors in certain states or regions, there is also a need to reaffirm globally the 
importance of a trauma-informed framework as a means of creating environments 
accessible for users, survivors and people with psychosocial disabilities; to ensure that 
international and structural funds are no longer used to preserve institutional living, and 
that coercion in community delivered services is recognized and eliminated.”

It was suggested that WNUSP “work intensively on campaigns for ensuring that persons 
with psycho-social disabilities receive any kind of medical treatments only on condition of 
informed and voluntary consent.” “Getting Force and Coercion recognized as undesirable 
violations of human rights.” was the clarion call of many respondents.

They recommended that WNUSP: “assist with expertise in changing the legal capacity 
paradigm and designing support mechanism in exercising legal capacity.”

Some highlighted the need for action at UN level, with bodies such as “The Office of the 
High Commissioner for Human Rights, the Human Rights Council and other treaty bodies, 
as well as the World Health Organization” suggested as important targets for lobbying 
and advocacy. Many mentioned the Optional Protocol of the CRPD as a mechanism for 
individual complaints that should be considered. “Torture prevention/prohibition 
framework has a lot of opportunities we need to continue to explore, including on the right 
to a remedy and reparations.”
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“Shadow reports” were singled out as “essential” and seen as important advocacy tools 
for the Movement. 

WNUSP position papers were also recognized. A challenge identified, however, was “to 
find ways of respecting and incorporating different viewpoints – personal and political-
into any Position Papers WNUSP produces.”

Focused advocacy was also recommended on:

- Family rights: “Parenting rights for parents with psychosocial disabilities and parenting 
rights to refuse services forced upon our children.”  

-Access to justice: “Promoting awareness-raising and training for personnel who 
administer justice institutions, to ensure recognition and respect of the human rights of 
this population”. “We should consider designing training for personnel who administer 
justice institutions, to ensure recognition and respect of the human rights of this 
population. These include professional staff not only in law, but other professionals such as 
medical experts, psychiatric, psychological and social workers.”

-Employment rights: “Rights to job opportunities and economic sustainability” were
stated as a priority along with “Laws to protect survivors from discrimination in the 
workplace. “

It was argued that WNUSP must lobby for us to be treated as equal citizens, and the 
unnecessary use of force by police should be addressed: “Certainly if police get people in 
to talk a gunman away from shooting, then surely a person who is merely saying strange 
things or accusing people of stuff, can at least be afforded conversation, rather than such 
violations as forced drugging and no conversation regarding their traumas and symbolic 
thinking.”

One respondent described the role of WNUSP in raising awareness of psychiatric 
violations and advancing a non-abusive culture:

“I would also like for psychiatric abuse to have the recognition in the public eye that sexual 
abuse does. There should be inquiries and people should be allowed and encouraged to 
talk about what has happened publically. They need to be validated. The use of terms such 
as ‘mentally ill’ and ‘schizophrenic’ and other psychiatric terms should be seen as the 
verbal abuse they are. Wholesale use of these terms should be stopped. They are offensive 
and cause a person who has been abused by psychiatry to be retraumatised.”

Change the Mental Health Care System

Some called for “making change happen to the current mental health system.”  This 
required a different concept of ‘mental health’ as well as practical action:“The whole 
mental health system needs to be more about health and healing, rather than 
‘management’. For most, gaining mental health is about psychosocial situations, rather 
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than any medical conditions.. It is therefore more helpful to be working with a person who 
has more understandings of that.”

“The user/survivor movement needs to develop a coherent position on the medical model, 
harm from the medical model and alternatives.” 

“Strategy and subsequent reform of mental health care is needed.”  

Create support networks.

Many stressed the important role of WNUSP in creating networks of support among 
users/survivors. They described the value of this peer support:

“We should bring artists and writers with us to represent our troubles and considerations. 
We should think about how the rules are imposed on psychiatrized people differently in 
different contexts and show each other these tricks of the madness trade.” “We should 
show the world what people can do for each other to nurture people in distress and love 
people.”

Participants pointed out that as an international network of user/survivor groups, 
WNUSP can play an important role in “Connecting user/survivor groups worldwide and 
documenting their work in order to make them ‘bigger’ through WNUSP and also 
supporting their national and local campaigns and events.”

They urged WNUSP to “Develop more national and regional user/survivor networks.” The 
need to grow independent organizations was emphasized: “The WNUSP will have to 
ensure that users are empowered through organising themselves in NGOs which are not 
controlled by family members and professionals who are supposedly helping them but at 
the same time keep them in the state of dependence, demean them and treat like second 
rate citizens.”

Some called on WNUSP to provide “technical support to emerging organisations 
everywhere so that they can have the capacity to engage in advocacy work at the local 
level, national and international level.”

”To offer technical support especially in the area of policy and legislation at the national, 
regional and international level. Offer technical support in the implementation of the 
CRPD and also in terms of monitoring and reporting to WNSUP members.”

“WNUSP would be a welcome ally to local struggles.”

Another key task was to unite and support user/survivor activists and emerging 
leaders:

“Keeping an up to date list of users and survivors who are committed to advocacy and 
activism so we can all gain strength together.”
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“We also need to find effective ways to support each other as human beings, as individuals 
with psychosocial disabilities, users and survivors of psychiatry and as emerging leaders in 
the movement.” 

“Support local attempts by activists on the ground.”

It was acknowledged that providing a voice for people is always challenging and 
bureaucracy and democracy are hard to get your head around but are essential to keep 
credibility with those we seek to influence.

Share Information and Knowledge

A related appeal went out for WNUSP to promote knowledge and information exchange 
inside the user/survivor Movement and beyond it:

“Provide a space for users and survivors to meet, to exchange, to develop political 
positions and strategies. Collect survivor-controlled alternatives that can be promoted. 
Collect survivor-controlled knowledge.”

Many repeated a call for more information via the Internet and other media: 

“WNUSP actions should promote more networking in other countries by joining the World 
Wide Web, as well as strengthening existing ones, so that more and more people have 
scope to relevant and accessible mechanisms to defend their rights.” “Open communication 
channels” was a strong call. 

WNUSP was urged to “Share information, resources and knowledge among members by: 
Social media opportunities. Also, the website could have a section on alternatives and 
research.”

This call extended to a request for more opportunities for face-to-face contact. WNUSP 
should facilitate: “Exchange visits of self-help user organizations.”  “Global meeting of 
representatives of user organizations.” “Maybe joint projects or events”

It was emphasized that WNUSP’s information should reach both users/survivors and 
the general public:

“Making our issues public through continuously communicating clear and independent 
user/survivor perspectives (e.g. ensuring visibility of WNUSP through newsletters, press 
releases etc).”

“More public information, more conferences, more meetings, Webinars or other streaming 
resources.”

“Information in a leaflet format maybe that can be downloaded and possibly printed.”
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WNUSP should: “Continue to raise awareness among user movement internationally 
about the CRPD.” “WNUSP could play a greater role in awareness-raising, by sending out 
regular newsletters, press releases, etc., in response to events both global and at the 
national level (in consultation with members, for national issues).”

In its communications, WNUSP was urged to be accessible and welcoming: “Make it easy 
and not difficult for people to join us, and understand what we are saying. Don't 
marginalize new people if they use the wrong words or so on.”  Television and radio was 
another platform whose use was suggested.

What was clear was that we need to “improve our internal and external communication 
Blogs & websites.” “The WNUSP should keep doing what it is doing, and tell people about 
it.”

We must “Raise awareness; shine a bright bold light on the issues!” 

“Make real information about psych drugs as accessible as possible, along with 
information about how to withdraw safely. Shame those doing harm with mass email and 
media campaigns, petitions, etc. Publicize all psychiatric crimes against humanity. Firmly 
continue to spread the news that mental illness has never been proven real and that 
treatment, and all that comes with it, does enormous harm. Raise awareness on the equal 
rights of persons with psycho-social and intellectual disabilities and the CRPD standards 
among the public functionaries and human rights activists.”

Play an educational role

As an extension of awareness-raising, WNUSP was urged to play an educational role 
“about our issues to society as a whole”.  “Educate the public and professionals through 
giving users and survivors a voice.” “Educate on the realities of psychiatric oppression and 
related economic inequality and dehumanization.”

The need was reiterated for an open, accessible approach in the face of limited 
understanding of our issues. It was said: “Don't expect people to understand what we are 
saying because we have been saying it for a long time.  Most people do NOT get it, and will 
only change their minds when they have been exposed to this information many times. It is 
kind of breathtaking to finally get that the doctors are out there to harm you, either by 
doing bad things or letting bad things happen, for their own gain.   It is difficult to come to 
grips with this type of understanding of current medical and social practices.  Also, we 
have to understand that some people are aware of certain aspects of harm.” Furthermore: 
“We have to be patient and clear and talk to groups in language (terms and phrases) that 
they can understand and are interested in, not just thinking that they must just accept 
what we say.  The medical model of brain disease is the de facto model, and we cannot 
expect people to just hear us once and change their minds.  There are many bad things 
going on in this world, this is one of them”
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WNUSP’s role as an educator was seen to overlap with the tasks of creating support in 
the Movement and doing rights advocacy:

“WNUSP could also encourage the development of national grassroots movements, by 
providing opportunities to learn and connect, such as internships; conferences; workshops 
and seminars on human rights and the CRPD, on different conceptualisations of madness 
and working with extreme states for both laymen and professionals; technical support for 
user/survivor organisations (applying for a grant, developing innovative services) etc. “

“Develop position papers articulating why it is essential to end forced psychiatry and 
distribute them very widely.  Continue to work with the UN.” 

Conduct research

Research by users and survivors was also named as important. Different directions for 
WNUSP’s work in this area were highlighted. They included researching the harm 
caused by psychiatric treatment:

We “need to research or collect existing research into psychiatric and psychological 
interventions found harmful BY service users.”

“Brief summaries of work that scrutinises studies and claims by, for example, of 
pharmaceutical companies? Concerns about abuse through, or damage arising from, 
psychotherapy should also be researched.”

The state of CRPD implementation was another suggested topic, and some benefits of 
our knowledge production were sketched out:

“Since many countries have ratified the UN Convention, WNUSP could coordinate research 
into the implementation of the treaty and provide assistance for users and survivors and 
their organisations in the process of monitoring and evaluating services, and subsequently 
in training professionals on the Convention.” 

It was suggested that WNUSP initiate “our own research into the topics and produce 
different kind of evidence.”

Create Strategic Alliances

Developing more cooperation with allies was another important priority stated by 
respondents. WNUSP was urged to pursue strategic alliances with other civil society 
organizations and the state on issues of common interest such as the promotion and 
dissemination of information on rights.

The importance of international cooperation was noted: WNUSP “has that unique ability 
to cut across the issues and should work with international organisations to deliver a
global voice to multi-national bodies such as the UN”
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Some argued for outreach and cooperation with NGOs: “interaction with other human 
rights NGOs, because in most cases they have a will to protect human rights of vulnerable 
groups, but they simply do not know how. They need trainings and communication with 
user activists; this is the best way to show that we are humans.”

It was suggested that WNUSP “establish equal relations with the NGOs involved in this 
field, first disability movement, movements for human diversity and in the background 
(and carefully) mental health professionals, human rights lawyers and “experts” in 
disability”

It was said that: “developing and strengthening partnerships with international, regional 
and national, disability, human rights and government agencies, are key in raising 
awareness and advancing the rights of users and survivors of psychiatry.”

Promote and Develop Alternatives: 

It was widely urged that WNUSP should “actively promote and advocate for development 
of peer support and alternatives which will help us in times of crisis.” Some people 
mentioned their lived experience: “There are many therapeutic interventions that I have 
personally found helpful, such as Art Therapy. ““I have also really benefitted from peer-
support.”

Many stressed the goal that “medication-free treatment options are available for 
everyone.”

This work had several aspects. It included promoting relevant rights: “People should 
have the right to refuse drugs, ECT, or psycho-surgery.”  “Campaign for people to be given 
non-invasive, less restrictive options for people in a mental crisis.”

WNUSP was also urged to “Make widely available – with specific examples of ‘robust 
alternative examples’ and exchange of information of alternative, good practice.”

Users/survivors called for “Exchange of good practices in mental health care.”

“I would like safe-houses to be set up, where people were helped through their crisis.” 
“There also needs to be more support groups for psychiatric survivors.” “Enable peer-
support to be a more prominent intervention.” 

It was raised that the current training of mental health professionals does not equip 
them to give support: “Chemistry and biology don’t often fit the required learning that 
could enable a person to recover, as well as to develop peer run, non coercive interventions 
which are respectful of human rights.” 

Have a strategy:  



90 | P a g e

Many WNUSP participants spoke about the importance of developing a strategy. “We 
should make a strategy” “In addition, design strategies for building and sustainability 
Network also for the maintenance of organizations and people incorporated in it.”

Another viewpoint was expressed on strategic action: “In my own personal opinion, I 
believe the existing methods to address system change are ineffective, and we must now 
move to strategies that reflect an underground philosophy. In my organization, we are 
strategizing various resistive actions designed to undo existing systems by using system-
approved tools, such as litigation, contract compliance, whistle blowing, complaint & 
grievance procedures and so forth.”

Strategic litigation was proposed as a form of strategic action: “We must continue to take 
strategic legal cases to highlight failures of states to implement the CRPD.”

Fundraise

There was an acute awareness of the need for funds and resources to carry out the work 
of WNUSP.  It was said: “I perceive the answer to this as a matter of resources in the first 
place”

WNUSP was encouraged to: “Lobby for more funding for grassroots user movements, as 
well as at international and regional levels.”

Funding was linked to activities. A respondent recommended:“Develop and fundraise for 
global advocacy campaigns in key areas affecting persons with psychosocial disabilities 
e.g. chaining, forced treatment and other acts of torture.”

There was a suggestion that WNUSP have a dedicated office. It was proposed that 
WNUSP “have an office with 5 -6 employed to run the administrative part of WNUSP and 
build up our capacity.”  Fundraising was also named as one of the core parts of WNUSP’s 
structure; it was suggested that “WNUSP specialize in different areas. Have a Human 
Rights Division, have a Research and Documentary division. Have a Media division. A 
Fundraising group. A Media division – collect important films etc. and release it on 
Youtube and other places.”

What do you think are the strengths of the World Network of Users and 
Survivors? 

We were told that being a legitimate representative voice of users and survivors of 
psychiatry and people with psychosocial disabilities strengthens WNUSP. This makes its 
position on human rights uniquely strong and powerful in the sector. A large reservoir 
of knowledge and expertise was also said to enhance WNUSP. Past successes and 
experience gained in lobbying and advocacy, working partnerships with UN agencies 
and international NGOs all were cited as advantages of WNUSP. International solidarity 
and outreach to many organizations and individuals internationally was also 
emphasized. Being independent is strength.
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Being a legitimate voice of users and survivors makes WNUSP strong.

As survivors, we bring determination based in the lived experienced of wanting the 
voice of that oppression heard. Simply put: “Our commitment to protecting the rights of 
users and survivors throughout the world makes us strong!”  “Human rights focus of 
WNUSP further adds power to advocacy efforts.”

The diversity of experiences of such oppression and resistance was further emphasized: 
“The strength of the Network is, of course, the diversity of perspectives and cultures in 
which we have been psychiatrized. This is a robust group of individuals who have fought 
mentalization and institutionalization. We have many stories to tell of how professionals 
and others have tried to force us to believe what they believe about us, tried to name us, 
and tried to slow us down. What we can share in those stories are the ways in which 
psychiatrization is operationalized, and how we have managed to get around it, even over 
it sometimes. We bring many versions of resistance to the table and we should help each 
other understand them, and help others understand them. “

The role of WNUSP’s leadership was also regarded as strength: “We have smart leaders.”  
“And this provided role models for others to be inspired by” and “the commitment and 
seriousness with which they assume their role.”

Knowledge and expertise makes WNUSP strong

The involvement of well-informed individuals that are experts and able to speak and 
write for WNUSP was regarded as a strength. It was noted that WNUSP had “many 
skilled, knowledgeable and committed individuals.”

“I would guess the single most exciting aspect & strength of WNUSP is the global 
membership & expertise of its members!”

“We have at the moment members and activists with a lot of knowledge.” Respondents 
observed that there exists a “Reservoir of skills, knowledge, passion and talent available 
to the international survivor community.”

“Technical support in policy, legislation, policy more so in the implementation of the CRPD 
“was cited as an important area of expertise.”

Past successes in advocacy over the decades make WNUSP strong

Experience gained in lobbying and advocacy, the working partnerships with UN 
agencies and international NGOs all were cited as strengths of WNUSP.

“The WNUSP has done tremendous work in developing advocacy and position papers 
which can serve as the basis of human rights advocacy work of our membership in all 
contexts.” “Position papers issued by WNUSP serve as a strong argument in the debates 
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with the infringers of the equal rights of persons with psycho-social and intellectual 
disabilities.”

This included work done in the area of strategic litigation: “Legal case work to defend 
and force implementation of CRPD implications.”

WNUSP is now a “strong voice in the UN system.”

It was explained: “The CRPD process gave us visibility, experience in UN advocacy, and 
built a core group of activists who are well informed about human rights, which has 
continued to expand.  It also gave us a common frame of reference that can help in 
exploring our diversity of circumstances and perspectives.  The successes with the CRPD 
and other UN standards (SR on Torture, CRPD Committee, etc.) let the movement and the 
public know that it is possible to change the oppression we have been under for so long.  
This in turn also makes WNUSP both relevant and respected, though we still face serious 
discrimination.”

Another opinion was expressed: “The history of WNUSP being an independent voice and 
its role in negotiating the CRPD is the greatest strengths. Having a strong international 
presence and being in an alliance with IDA and participating at the UN in different fora 
make for a good platform.”

WNUSP international solidarity and outreach makes it strong

Respondents mentioned that WNUSP’s international status gives it“good reach in many 
countries” together with international membership. This leads to “Different members-
different experience and knowledge, which can be shared and summarized.”

Solidarity and unity are an advantage in advocacy. “It helps persons with psycho-social 
disabilities to come with a unified voice and claim equal rights from their governments in 
different of the country they live in.” This can lead to “a common approach to lobby for 
our interests.”

An international network gives us the “potential to tap into opinions and ideas of survivor 
community worldwide to identify most pressing issues. This research has to be listened to 
because of its vast reach across the globe.”

As a global network, we can engage in: “sharing and discussing experiences and 
viewpoints.”

“That WNUSP is uniting user and survivor groups from all corners over the world, and 
thereby is the only organization who really can claim to represent users and survivors at 
the global level.”

Being User and Survivor-controlled and independent makes WNUSP strong
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WNUSP functions importantly as an independent User and Survivor space. Participants 
described the unique opportunities that this provides: “Platform to develop positions and 
our own agenda. Space to develop alternatives, to share knowledge, to discuss strategies, 
to learn from each other. Space to exchange best practice and failures, share experiences. 
Space to organise users/survivors, to transfer knowledge, to develop strategies, to speak 
with our own voice, to defend genuine user/survivor positions on issues that concern us.” 
In sum, this space was said to allow “the individual and collective voices of users and 
survivors to be heard.”

The potential to reduce a sense of isolation was mentioned: “Validation of experiences 
and therefore stopping feeling of isolation and alienation.” “Familiarity and links with 
other people who are oppressed and insisting on human rights.”

“Knowing you’re not alone.”

What do you think are the greatest weaknesses and challenges that the World 
Network faces now?

Respondents expressed that WNUSP and the issues users and survivors face do not have 
a sufficiently significant public profile. This was seen as a weakness, and it was said that 
more could be done to address it.

It was stressed again that WNUSP must improve communication with membership and 
use its potential global network to facilitate more international contact. The weak 
administrative infrastructure of WNUSP was cited along with insufficient 
communication with and consultation of members and weak dissemination of 
information. Respondents said that these issues lead to problems ensuring 
transparency and accountability towards members.  Lack of resources to establish an 
administrative apparatus significantly contributes to weaknesses. Language was raised 
as an issue and potential barrier to unity and solidarity; this is both a challenge and 
weakness to overcome so the WNUSP can communicate more broadly outside of the 
dominant language of English. 

The entrenched and growing power of the medical model of madness, and our exclusion 
from political processes, were each highlighted as external obstacles. These forces may 
prevent our voices from being heard. Solidarity and unity must be addressed to 
challenge the exclusion of users and survivors of psychiatry and people with 
psychosocial disabilities.

Lack of Visibility

Respondents expressed that WNUSP and the issues faced by users and survivors were 
not sufficiently visible to the public. They said that more could be done to address this 
weakness and make the existence of our Movement known:
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“In spite of a growing international recognition, WNUSP as well as the issues facing users 
and survivors are not very visible to the general public, policymakers or mental health 
charities. Due to a prevailing medical model of madness, any information critical of 
psychiatry and especially writings by users and survivors are typically disputed, which is 
why most people, including persons with psychosocial disabilities, are unaware of the 
existence of a user and survivor movement. WNUSP needs to find more effective ways of 
reaching these people and empowering them to learn about and demand their human 
rights for example by designing a more user-friendly website.”

It was suggested that the lack of visibility is “caused by the lack of communication in the 
form of regular newsletters, an updated website, discussion forum open for everyone, films 
on youtube etc.”

Lack of information sharing and communication with membership

Respondents urged WNUSP to improve communication with membership and use its 
potential global network to facilitate more international contact. Attention needs to be 
given to: “contacting people who don’t use internet to support them.”

“I think we have to be more in touch with all the users and survivors to be more strong and 
the movement becomes more stronger that never before.” It was expressed that there 
was: “No effective communication strategies with the membership.”

“A potential weakness is that high level negotiations with national and international 
government can take place at the expense of remaining in touch with a wider membership 
and of taking along with it service-users in general.”

It was stated that there was insufficient involvement and participation of WNUSP 
membership in discussions to define positions. 

Another respondent added: “Many WNUSP members don’t feel connected to WNUSP.  We 
need to have some kind of formal, regular consultations, such as this one.  We need to be 
responsive in terms of what we do with the results; both in terms of reporting to the 
general membership and also in terms of how we use the information to develop our work. 
“

Weak organizational structures and lack of funding

Concerns were also raised about WNUSP’s administrative infrastructure. Participants 
said that  weak organisation and reporting of information led to problems ensuring 
transparency and accountability towards members. 

It was said that: “Members do not know about board activities.” This results in the 
appearance that the “Board does not function or members do not know about the work 
the board does and there is a loss of momentum between General Assemblies.”
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Lack of a permanent office functioning as a permanent communication centre was 
named as a weakness.  The following view was expressed: “The WNUSP has a big 
capacity challenge. It does not have the funding to sustain a secretariat which can 
coordinate the membership lists, and organisational database, as well as to independently 
enable the WNUSP to source funding for technical support projects to DPO’s at the 
national level. The WNUSP has to grow into a modern and professional run organisation 
which has a strong centralised technical support secretariat which supports national and 
regional affiliates.”

The need for funding and resources was stated as a central challenge: “We need to be 
better organized; we need core funding and project funding.”

Respondents highlighted that the lack of funds limits WNUSP’s capacity to do the work 
that members find important:

“I think that scarce resources are always a problem and that our work and our 
organisations need all the things that other NGO’s need as well such as paid staff, 
possibility of face to face meetings, organising conferences, travelling to important events, 
capacity building for member organisations etc.”

“Very few international meetings of the members together with few international 
seminars and awareness raising trainings for government representatives and human 
rights activists, along with no training opportunities for user and survivors in advocating 
for the rights of persons with psycho-social disabilities” 

Language barriers as a weakness in WNUSP

Language barriers were raised as a barrier to unity and solidarity. This is a challenge 
and weakness that must be overcome. Respondents said that the WNUSP must 
communicate more broadly outside of the dominant language of English so that all 
voices can be heard:

“I think that would complement the current strength is the open communication channels 
in various languages, eliminating the barrier that implies failure of a particular language. 
This would give access to other regions like Latin America, a huge block of people with a 
common language, among which there are also users and survivors of psychiatry who 
need their voice heard.”

It was said that WNUSP should be able to “catch voices from grass root all over the 
world” and so “it is necessary to break language barrier.”

The continuing global power of the medical model remains a significant 
challenge for WNUSP

It was perceived that the stronghold of the medical model was only increasing, with 
psychiatry and drugs being advanced as answers to essential life problems and 
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unhappiness. This was exacerbated in the current political climate, with ‘mental illness’ 
being blamed for acts of violence and the mental health system itself escaping scrutiny: 
the “links between acts of terror and violence such as bombings, school massacres etc. 
being associated with mental health problems, with no questioning of failures of the 
Mental Health systems in spite of the vast funds poured into them.” The entrenched status 
of the medical model was reiterated as a major challenge: “It’s difficult to change 
something that many people believe so firmly in.”  Along with this was the great difficulty 
of refuting the power of the global psycho-pharmaceutical industry.

It was said that “damaging attitudes and practices are deeply entrenched and resistant to 
change.” 

Added to the challenges of confronting dominant ideologies, attitudes and beliefs was 
the pull to engage with powerful entities: “pressure to ‘dance with’, to support and 
endorse those who oppress us. World Health Organization aligned Consumers and others 
who are pro medical model and pro force.”  Peers who support the status quo were seen 
to be rewarded.

Exclusion as a weakness

Respondents identified the systemic exclusion of users and survivors of psychiatryfrom 
the political sphere as another pressing challenge. . The overall picture was of an 
environment in which user/survivor voices are silenced or minimized: “limited 
interpretations of the UN Convention on the Rights of Persons with Disabilities, coupled 
with a lack of political will and scarce resources, result in a failure to bring about the 
changes envisioned by the Convention and our movement.”
Exclusion and token participation in national disability organizations was raised as 
another weakness.  It was stressed that strong national user and survivor organizations 
must be promoted and some said more inclusive involvement with national disability 
movements should be forged.  

Conclusion:

It is clear from the survey that many challenges remain. There is much that WNUSP 
needs to do. At the same time, a vision of the role of WNUSP is emerging, reflecting both 
the strengths and weaknesses discerned by the participants:  

We, the people with lived experience want to “be heard and respected”. We want to be 
“included and treated as equal human beings”. 

We want our voices to be “visible and taken with credibility and respect”. “We want our 
needs honoured and accommodated to enable us to participate in our communities”.  

We want powerful voices that articulate and “highlight awareness of the need for human 
rights based approaches”.
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We are driven to “become strong and united” and “organise structured and consultative 
deliberations to push the agenda of Users/ Survivors at the International level.” “We 
continue the struggle for the acceptance of the indivisible and universal human rights be 
guaranteed for all”.  

“We must be a force of fresh air, we must open the windows and doors so that our voices 
are heard as full citizens.” 

We will “assert ourselves and our rights always and everywhere.”
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Appendix 2

Biographies of Participants at the Cape Town Seminar 2013

The following experts and leaders participated in the Cape Town Strategy meeting.

Participants from Africa:

Michael Migayo Njenga is an accountant by profession and 
currently working as the Head of Programs at USPKenya, the
National User movement for persons with psychosocial 
disabilities. He is also a board member at the Pan African 
Network of Persons with Psychosocial disabilities. He works to 
raise awareness as a self advocate on the rights of persons with 
psychosocial disability in Kenya. He has also participated in 
legislative and policy forums specifically relating to the 
implementation of the CRPD, which Kenya ratified in 2007. Some 
of the key initiatives include monitoring the rights of persons 

with disabilities with the Kenya National Commission on Human Rights (KNCHR) as a 
Disabled Person’s Organization (DPO) representative in line with Article 33(3) of the 
Convention. Currently Michael is also working on Article 12 of the CRPD with the 
KNCHR and other Stakeholders with the view of developing a policy brief on legal 
capacity. This includes research and review  of legislation so that is aligned with the 
Constitution of Kenya 2010 and the CRPD, key among them the Legal Aid Bill 2012 
which provides an opportunity to ensure access to justice for persons with insufficient 
means to pay for legal services and those marginalized or more vulnerable to injustice. 
Other key legislative initiatives include the review of the Mental Health Act, the National 
Cohesion and Integration policy, Persons with Disabilities Act and also the Social 
Assistance Bill 2012. He has also been instrumental in the formation and establishment 
of peer support groups in 4 counties in Kenya. 

Robinah Alambuya identifies as a survivor, user and person 
living with a psychosocial disability and is a disability rights 
advocate at the grass root community level and at different levels 
entrusted with leadership. She, since 2011, is the Chairperson of 
Pan African Network of People with Psychoscial Disabilities and 
is a Board Member of WNUSP.

Robinah is a qualified graduate of Bachelor of Science with a Post 
graduate Diploma in Education–Makerere University Uganda, a 
certificate in Mental Disability Law in practice – Central European 
University Budapest Hungary. With over 20 years of hands-on 

working experience in her community. 

She has been also actively involved in lobbying and advocacy for the promotion and 
protection of rights for persons with disability as enshrined in the UNCRPD. She has 
undertaken various capacity building /training initiatives in 18 of the 72 districts of 
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Uganda. Robinah has actively participated in the analysis of the Disability Act 2006 and 
its amendment, participated in the National review of the mental health Policy Bill of 
2009. 

Anne-Marie Robb is a founder member of the Ubuntu Centre, a 
DPO advocating for the rights of people with psychosocial 
disabilities in South Africa. She is a self employed freelance 
researcher, writer and activist in the field of disability. She holds a 
postgraduate degree in Feminist Studies from the University of the 
Western Cape. She is a current expert member of the Section 5 
Committee on Disability of the South African Human Rights 
Commission representing people with psychosocial disabilities. 
Anne-Marie identifies as a person living with a psychosocial 
disability.

Anne-Marie is a Board Member of the Pan African Network of People with Psychosocial 
Disabilities (PANUSP) (2011-  ), Board Member of Secretariat of African Decade 
representing PANUSP (2012- ), and member of the Disability Rights Fund Global 
Advisory Panel (2013 - ).Currently Anne-Marie is managing the Secretariat of PANUSP 
and coordinating the World Network of Users and Survivors of Psychiatry capacity 
building programme.

Moosa Salie is a retired high school Science teacher since 1999. 
He has since then been active as an organizer in the mental 
health user and ex-user movement, first locally in Cape Town, 
and afterwards internationally and on the continental level.

In 2003 and 2004, be worked for a mental health NGO as an 
auxiliary social worker, after completing a one year certificate in 
social work in 2002. Moosa has been a member of local and 
international NGO and DPO boards. He currently is the Co- Chair 
of the World Network of Users and Survivors of Psychiatry 
(WNUSP). He is also Holds the Position of General Secretary of 

the governing Board of the International Disability Alliance (IDA).  Moosa was one of the 
founders of the Pan African Network of Users and Survivors of Psychiatry (PANUSP) in 
2005 and also South Africa’s first independent registered NGO, run for and by users and 
survivors, called Ubuntu Centre, in 2007. Moosa has represented his various 
organizations at many international conferences and seminars, and had been active in 
working with UNDESA, OHCHR, WHO, WAPR, GFCMH, WPA, amongst other 
organizations. 

Participants from Asia

Reshma Valliapan represents young people with disabilities in 
NAAJMI, DRG, DPI, and other forums. Reshma is from Malaysia but 
now lives in India. Reshma identifies as person living with a 
psychiatric diagnosis. After attending many conferences and 
workshops, her recovery showed improvement and she choose to 
stop taking any further medications. This reached a documentary 
film maker to make a documentary of her story which won several 



100 | P a g e

national awards even though it created much controversy. She created an online group 
called The Red Door and this has grown as a platform to create awareness and address 
other forms of disabilities. She is a Mental Health advocate who also shuffles with other 
disabilities and also is a painter, a mime artist, a writer and a trained martial artist all 
skills being used creatively with different groups.

Bhargavi Davar is the Founder of the Bapu Trust for 
Research on Mind and Discourse and Director of its research 
arm, the Center for Advocacy in Mental Health (CAMH) in 
Pune, India. CAMH, started in 2000 and runs an alternative 
mental health program which brings together resource 
persons, professionals and practitioners as well as 
communities, families, and users, in order to share 
information and build capacity on the process of healing and 
recovery from a psychosocial disability, without the use of 
psychiatric drugs. Bhargavi herself identifies as a survivor of 
psychiatry. Her work addresses the enormous human rights 

gaps in the mental health system in India. She is a peer support facilitator and a member 
of peer support groups especially for women with psychosocial disabilities. She is also a 
Board Member of NAAJMI, the National Alliance on Access to Justice for Persons Living 
with a Mental Illness, a coalition led by people with disabilities in India. Bhargavi has a 
PhD from the Indian Institute of Technology, is widely published, and was elected as an 
Ashoka fellow in 2005.

Jagannath Lamichhane is a Kathmandu based human rights 
activist who advocates for the rights of persons with disabilities 
with special focus on the issues of persons with psychosocial 
disabilities. He writes fortnightly column "Disability and 
Development" for the leading English Daily of Nepal-The 
Kathmandu Post. His columns on disability and mental health 
issues have been published in the regional paper as as well in 
The Guardian UK and The Lancet. He is a current board member 
of the World Network of Users and Survivors of Psychiatry from 
the Asia-pacific region.

Participants from Europe

Gabor Gombos is a survivor of psychiatry from Hungary whose 
career as a human rights defender spans more than two decades. 
That  career encompasses work at local, national, regional and 
international levels.  In 1993, he co-founded the first Hungarian 
mental health NGO, and the following year, co founded Lélek-
Hang Egyesulet (Voice of the Soul), Hungary’s first NGO for (ex)-
users and survivors of the psychiatric system. He is past chair of 
the European Network of (ex-) Users and Survivors of Psychiatry 
and past co-chair of the World Network of Users and Survivors of 
Psychiatry. Between 2003 and 2006, he participated actively in 
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the negotiations and drafting of the UN CRPD.

Between 2009 and the end of 2012, Gabor was a member of the UN CRPD Committee, 
where he helped to produce critical jurisprudence on the rights of persons with psycho 
social disabilties. This included Concluding Observations advising parties to repeal all 
laws allowing deprivation of legal capacity and involuntary detention and treatment on 
a disability basis, and to provide social supports that respect the autonomy, will and 
preference of the person concerned. Gabor’s work is recognised by the Robert 
F.Kennedy Centre for Justice and Human Rights; he is a regular consultant to the Untied 
Nations and the Council of Europe. He is adjunct professor at NALSAR Law University in 
Hyderabad, India and at the centre for Disability Law and Policy, NUI Galway. He 
identifies as a person with psycho social disabilities. He is a current Board Member of  
WNUSP.

Erik Olsen is a psychiatric survivor from Denmark and Chair 
of the European Network of (Ex-) Users and Survivors of 
Psychiatry (ENUSP). He has rich and varied experince as an 
activist, extending back to 1990 when he worked at local level 
to organise user / survivors and secure their voice and 
participation in political bodies. His key interests include 
researching and building the capacity of genuine national 
organisations of people with psycho-social disabilities; and 
developing the psycho social disabiltiy concept in Europe.

Erik has been involved in organising and developing ENUSP 
since 1993. Since 2004, he has been active as a Board member, championing the human 
rights of users and survivors in dealings with the European Commission, WHO Europe 
and other high-level forums.  In 2009, Erik was selected as a Board member and 
Executive Committee member in the European Disability Forum. He lobbies for the 
equal resourcing and representation of user / survivor groups within the disability 
movement.

Mette Ellingsdalen is Chair of We Shall Overcome 
(WSO), a Norwegian NGO run by and for users and 
survivors of psychiatry. Established in 1968, WSO is the 
world’s oldest user / survivor organisation and a long 
standing WNUSP member. As WSO Chair, Mette 
advoacates for the human rights of users and survivors 
of psychiatry, the ratification and implementation of the 
UN Convention on the Rights of Persons with 
Disabilities (CRPD) and the cessation of forced 
psychiatry and other infringements in the mental health 

system. Under her leadership, WSO has done extensive work with the aim of abolishing 
the Norwegian Mental Health Act and bringing the country’s legislation into line with 
the CRPD. Another key aspect of her work is promoting medication-free treatment 
alternatives and ensuring the right to self-determination and choice when it comes to 
treatment. 
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Mette has used her experiences of electroshock to increase public information and 
debate through writing, media and political advocacy. In 2006 ,she received a national 
award for her work in advancing freedom of speech in the area of mental health. She has 
also done important work at international level, bringing shadow reports to UN treaty 
bodies such as the Human Rights Committee and the Committee against Torture in 
order to expose psychiatric abuses in Norway and advance CRPD standards. 

Debra Shulkes is an Australian survivor of psychiatry 
living in the Czech Republic. From 2009 to mid -2012, she 
was very active in the European Network of (Ex-) Users 
and Survivors of Psychiatry where she produced the 
human rights and culture magazine Advocacy Update, 
wrote and edited other community publications, co-
organized events, liaised with members across the 
continent and co-ordinated human rights submissions. 
She advocated on the human rights of users/ survivors 
and brought their concerns to the forums of the EU 

Fundamental Rights Agency and the World Health Organization-Europe. In 2012, she 
spearheaded an international campaign to expose caging and other forced psychiatric 
“treatments“ as torture in the Czech Republic. She was behind ENUSP’s advocacy on 
these issues to the UN Committee against torture.

Since late 2012, Debra has been an independent survivor consultant. Her work has 
included helping user / survivor groups and individuals to develop submissions to UN 
bodies. She has published on issues including truth and reconciliation after human 
rights abuses in psychiatry and the trauma of personality disorder labelling. She 
recently co-authored a work on first-person narratives by psychiatric survivors (with 
Jayasree Kalathil and Jasna Russo).

Participants from North America

Tina Minkowitz is the International Representative of WNUSP as 
well as its former Co-Chair (2004-2010). A survivor of psychiatry 
and lawyer admitted in the state of New York, she is known for her 
pioneering work in developing and advancing authentic 
user/survivor perspectives on human rights. Tina led WNUSP’s 
representation in the drafting and negotiation of the Convention on 
the Rights of Persons with Disabilities. She served on the steering 
committee of the International Disability Caucus and was a member 
of the 40-person drafting group that created the official text of the 
treaty for negotiation. She is credited with much of the paradigm-
shifting character of the CRPD in the areas of legal capacity, liberty 

and respect for integrity of the person. 
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Since CRPD adoption, Tina has co-ordinated WNUSP’s international advocacy for the full 
ratification and implementation of the CRPD. In dealings with UN and other bodies, she 
advocates for full legal capacity for all, an end to forced drugging, forced electroshock 
and psychiatric incarceration, and support that respects individual integrity and free 
will. She is also the founder and President of the Center for the Human Rights of Users 
and Survivors of Psychiatry (CHRUSP), which aims to provide strategic leadership in the 
U.S. user/survivor movement through global advocacy and offers  technical support to 
the user/survivor movement and allies in other countries. In the United States, CHRUSP 
campaigns to repeal mental health laws and  stop psychiatric profiling, and for 
ratification and full implementation of the CRPD without reservations, understandings 
or declarations.

Erick Fabris is a psychiatric survivor, ethnographic 
researcher and mad activist living in Toronto, Canada. 
Since the 1990s, he has been active in the grassroots 
Canadian survivor movement,  working with West End 
Psychiatric Survivors to initiate Canada’s first Survivor 
Pride Day. He was a co-founder of the No Force Coalition in 
Ontario in 1999 and a long-time advocate with the Queen 
Street Patients Council (later Queen Street Outreach 
Society).

Erick’s first published work, Tranquil Prisons: Chemical 
Incarceration under Community Treatment Orders (University of Toronto Publishing 
Press,2011), is a narrative study of mad people's experiences of forced treatment, based 
on a masters thesis on community treatment orders in Ontario, Canada. Tranquil 
Prisons was submitted in a brief to the Supreme Court of Canada.  Erick lectures at 
Ryerson University's School of Disability Studies and has recently completed his 
dissertation on experiences labelled psychotic at the Ontario Institute for Studies in 
Education, University of Toronto.

Amy Smith was labelled with “mental illness” and spent 37 
years in the system, disabled and as an  spokesperson for 
the psychiatric industry. Now psych-drug free for five years, 
Amy participates in extreme system change efforts locally 
and globally. Her political art work has featured in peaceful 
protest actions including the Occupy American Psychiatric 
Association campaign and Creative

Participants from South America

Salam Gomez is an activist, social leader and consultant on human 
rights and disability. He is the founder and CEO of Fundamental 
Colombia and is National Disability Adviser representative of people 
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with psychosocial disabilities in Colombia (2011-2015). He is also a member and 
advisor to the Colombian Network of Universities of Disability in Colombia and former 
member of the Board of the Latin American Network of Organizations of Persons with 
Disabilities and their Families (RIADIS 2009-2012). Presently he is co-chair of the Board 
of the World Network of Users and Survivors of Psychiatry. Salam is by profession a 
physiotherapist and nurse and specializing in rehabilitation and human development.

Alejandra Monge is a founder member of Fundamental Costa Rica 
which is a member of Fundamental International, an organization 
that promotes respect and recognition of Human Rights of Persons 
with Psychosocial Disabilities. She is a lawyer by profession and 
has been since 2006 working to improve the conditions of access to 
justice for people in disability status. Alejandra is a Board member 
of WNUSP and member of the WNUSP Technical Resource Working 
Group.

Eduardo Basz is a member of Fundamental Argentina. 
Eduardo is a human rights activist in various initiatives 
against militarism in his country, including the 
Falklands War, which promoted a series of appeals to 
the Bertrand Russell Peace Foundation. In recent years, 
he has performed numerous tasks in promoting the UN 
Convention on Rights of Persons with Disabilities. He 
has conducted workshops in different parts of 
Argentina (from the city of Buenos Aires to Patagonia) 
to promote the self-organization of people with 
psychosocial disabilities. He is a member of REDI, a 

network for the rights of people with disabilities), formed to protect the human rights of 
people with different types of disabilities.
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Appendix 3

PROGRAMMME FOR CAPE TOWN WORKSHOP

DAY ONE Tuesday: 

9h00 – 10h00: Exploring Donor Perspectives with Catherine Townsend

10h00 – 10h30 Tea

Introducing the Process

11h00-17h00: Regional Presentations

The structure of the Regional Presentation will be 15 minutes presentation, followed by 30 minute 
discussion and 15 minutes identifying the key advocacy issues)

What are the issues Users and Survivors face in the different regions 
represented in the room?

11h00 – 11h45 Africa

11h45 – 12h30 Asia

12h30 – 13h30 Lunch

13h30 – 14h15 Europe

14h15 – 15h00 North America

15h00 – 15h30 Tea

15h30 – 16h15 South America



106 | P a g e

DAY TWO WEDNESDAY:

What should be the global agenda of WNUSP?

9H00 – 10H30: Drawing out commonalities and differences in advocacy and organization issues 
from the global agenda from the work of Day One

10h30 – 11hoo: Tea

11h00 – 12h30: Identifying gaps that arise for international advocacy

12h30 – 13h30: Lunch

13h30 – 15h00:  Identifying the role of WNUSP as it relates to these commonalities and 
differences

15h00 – 15h30: Tea

15h30 – 17h00: Reflection and feedback on the content of the past 2 days.

DAY THREE THURSDAY:

How do we get our work done?

9h00 – 9h15: Capturing work done yesterday

9h15 – 9h30: Explanation of current mechanism of WNUSP

9h30 – 10h30: Establishing a vision of structure/s to achieve impact

10h30 – 11h00: Tea

11h00 – 12h30: Sharing of experiences of different organizing structures.

12h30 – 13h30: Lunch

13h30 – 15h00: Reflecting on the suggested changes needed and thinking of practical ways to 
move forward and continue the work.

15h00 – 15h30: Tea

15h30 – 17h00: Dialogue with the UN SR for Disabilities
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DAY FOUR FRIDAY (17 May)

How do we take our work forward and what is our vision?

9h00 – 10h30: Alliances, partnerships and donor issues including Global North South 
considerations 

10h30 – 11h00: Tea

11h00 – 12h30: Practical ways to move forward and continuing our work.

12h30 – 13h30: Lunch

13h30 – 15h00 Recommendations to the WNUSP Board for a strengthened WNUSP

15h00 – 15h30: Tea

15h30 – 17h00: Developing a Vision for WNUSP.


