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Foreword

WPA has established partnerships with persons with lived experience of mental health conditions
and family and informal carers over many years. The 2011 WPA recommendations on best practices
in working with service users and family carers (Wallcraft et al, 2011, World Psychiatry) are a result of
a cooperation with psychiatrist WPA members and people with personal experience of mental health
conditions and family carers. The ten recommendations range from respect for human rights as the
basis for partnerships to a collaborative approach in clinical, training and research contexts to the
obligation to promote and support the establishment of meaningful and authentic inclusion of users’
and carers’ representation within international and local professional organizations including WPA.

The ten recommendations were developed for the international mental health community and
subsequently six of these were incorporated into WPA’s Madrid Declaration of ethical principles
(www.wpanet.org/current-madrid-declaration). All ten recommendations remain relevant for WPA
and its Member Societies. WPA calls for constant efforts to ensure the recommendations are
endorsed as obligations and furthermore that progress in meeting these obligations is reviewed and
monitored.

The WPA Working Group on Developing Partnerships with Service Users and Family Carers was
founded as a WPA Advisory Group in 2018 and has worked to support WPA in planning and
conducting its Congresses and on core work programs such as the WPA program on implementing
alternatives to coercion. Their participation was key to the WPA 2020 Position Statement on
Implementing Alternatives to Coercion: A Key Component of Improving Mental Health Care.



This position statement focuses on the obligations of professional psychiatric associations including
WPA and its Member Societies to meaningful, authentic and sustainable involvement of persons with
a personal experience of mental health conditions, family and informal carers and their representative
organizations in all training, research, decision-making processes and policy and practice
developments concerning mental health.

Introduction

With human rights, respect for dignity and non-discrimination at the centre of international and
national mental health policies worldwide, no significant development can advance without the
meaningful and authentic involvement of experts in their own right. Persons with a lived experience
of mental health conditions and family and informal carers bring their unique expertise and
perspectives to the table in different ways. In a historic first, in the early years of this century, mental
health related conditions became recognised as part of the broader disability sector and within this
context, were referred to as psychosocial disabilities. This allowed for persons with mental health
conditions to feature prominently in global disability-related advocacy initiatives to promote and
protect human rights of all persons with disabilities.

In another historic first, self-advocates were an essential part of the negotiating and drafting process
of the UN-Convention on the Rights of Persons with Disabilities
(www.un.org/development/desa/disabilities/convention-on-the-rights-of-persons-with-
disabilities.html). The first human rights treaty of the 21t Century is the product of a truly
participatory process and makes the longstanding request of ‘Nothing about us without us!” a legal
obligation: No policy development, review and amendment of legislation or additions to regulations
shall be undertaken without including experts in their own right, namely persons with psychosocial
disabilities.

What the Position Statement aims to achieve

The position paper aims to update and expand upon WPA’s position on the necessity and the
opportunities of international, national and local professional psychiatric organizations to work in
partnership with persons with a lived experience of mental health conditions as well as with family
and informal carers. This position paper highlights the obligations of professional organisations and
international examples on best efforts towards meaningful and authentic involvement of persons
with lived experience backgrounds.

International consensus and examples

The international consensus on working in partnership is in the process of turning into reality around
the globe. The 2020 World Health Organisation’s Mental Health Atlas reported that 35% of the 171
countries that responded to their 2020 survey report ongoing formal collaboration with service users
and/or family/caregiver advocacy groups
(https://www.who.int/teams/mental-health-and-substance-use/data-research/mental-health-atlas).

To promote successful partnerships, professional psychiatric organisations have a crucial role to play
to create opportunities for meaningful, authentic and sustainable involvement of persons living with
a psychosocial disability in their work. International examples include the World Association of
Psychosocial Rehabilitation, which includes persons with lived experience of mental health
conditions and family carers as board members; the European Psychiatric Association, which includes
ex-officio members of the boards of the European Federation of Associations of Families of people
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with mental illness (EUFAMI) and the Global Alliance of Mental lliness Advocacy Networks (GAMIAN),
and the Collaboration Agreement between Mental Health Europe (MHE) and the European Network
of (Ex-) Users and Survivors of Psychiatry (ENUSP).

Examples of national psychiatric organizations include the Royal Australian and New Zealand College
of Psychiatry (RANZCP) with their Community Collaboration Committee, whose members contribute
to the training, assessment and accreditation of psychiatrists as well as to mental health policy
direction and to internal operations of the RANZCP, and the Royal College of Psychiatrists of the UK
with a family carer and a user representative as council members.

Government bodies also have persons with lived experience background on board. Examples include
the National Mental Health Commission of the Australian Government and the Advisory Committee
of Mental Health set up by the Hong Kong SAR Government. The Advisory Committee is the top
advisory body of mental health policy development. With their advice and support, the Hospital
Authority of Hong Kong has ensured that every mental health service cluster recruits a specified
minimum number of trained peer expert workers in their mental health teams for people with
serious mental health problems.

International policy and research endeavours with partnerships include the 2021 Lancet Commission
on Mental Health, Stigma and Discrimination, which includes people with lived experience
background in key leadership roles, and the WHO QualityRights initiative, which has taken
multipronged actions to put people with lived experience at the centre of its global and country level
work to transform policy, law and services and to build capacity on person-centred and rights-based
approaches to mental health.

The GMHPN (www.gmhpn.org) developed formal partnerships with several international
organisations, such as with the International Initiative for Mental Health Leadership, Ember,
Recovery IPSS, amongst other academic and research institutions. These partnerships are aligned
with the GMHPN’s ‘Considerations when working and engaging with persons with lived experience
with mental health conditions’ (www.gmhpn.org/lived-experience-engagement.html). Rules of
engagement for successful partnerships include principles of transparency and fairness, ways of
finding a common language, making decisions by consensus or democratically, and moving from
tokenistic participation to active and engaged partnerships.

Examples of training partnerships include the US National Association of Mental lliness (NAMI)'s in-
service training for mental health professionals taught by a team consisting of an adult with a mental
health condition, a family member and a mental health professional who is also a family member or
has a mental health condition themselves (www.nami.org/Support-Education/Mental-Health-
Education/NAMI-Provider), or the Fundacién Mundo Bipolar (Morales Cano & Wooley, 2016)
trainings developed within the EU Horizon2020 Research Project Recover-EU
(www.youtube.com/watch?v=b4A2Sw2eU3s), or EUFAMI’s training programme ‘Prospect for
People’ (https://eufami.org/?s=prospect+programme) joining together all three groups to improve
their communication. For more than three decades, the Trialogue (Amering, 2017) experience of
learning and practicing communication on equal footing has been providing a discrete and
independent acquisition and production of knowledge for people with lived experience of mental
health conditions, family members and friends as well as persons working in the mental health field.

Conclusions and Recommendations
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The ethical and legal consensus on the obligations to include persons with psychosocial disabilities,
personal experience of mental health conditions, family members and informal carers in all aspects
of mental health policy and practice developments create an urgent need for successful global
implementation of authentic and meaningful partnership work for education, research and quality
improvement.

=  WPA recommends that all international and local professional organizations, including WPA
programs and member societies, find appropriate ways to work in authentic and meaningful
partnerships with people who have personal experience of mental health conditions as well
as with family and informal carers. In many cases it might be most appropriate to partner
with organisations that represent these groups. The training of psychiatrists and other
mental health professionals should involve and be informed by these partnerships, as should
research and policy development. Psychiatrists need to be trained in supported/shared
decision-making and to become fully aware of their roles and how best to exercise them in
supporting alternatives to coercion (WPA, 2020).

=  WPA recommends that member organizations actively look for organizations and persons to
realize such partnerships.

=  WPA recommends using and developing educational materials and and methods to prepare
psychiatrists and other mental health professionals to work in meaningful, authentic and
sustainable partnerships

=  WPA recommends including these partnerships in research on mental health practice and
quality improvement, and policy development.

=  WPA recommends developing activities with service users, family members and their
representatives in a respectful framework and from the beginning of an activity, making sure
that the conditions are clear and understood by all parties.

=  WPA recommends being very careful to never instrumentalize these groups, maintaining
equal and mutual respect among collaborating groups.

* In line with the Lancet Commission on Ending Stigma and Discrimination in Mental Health ‘We refer here to “persons with
lived experience of mental health conditions” when referring to a person who has or had received a diagnosis of a mental
health condition and/or who may be receiving or have received treatment in the past, for mental health problems. Our
choice of terminology is derived from the Lancet Commission on Ending Stigma and Discrimination in Mental Health who
conducted a survey with people with lived experience of mental health conditions where these terms were identified as more
acceptable by the lived experience community. In terms of family members or other types of caregivers who are or have
been the primary carers of a person/s with a mental health condition we refer to as “formal and informal carers”. Our
intention is not to exclude any person/s or groups who prefer to be identified with other terms used in the mental health
space. We do acknowledge that there is no consensus on one universally preferred term. We further note that terminology,
as it has in the past, evolve over time and may change in the future.’ (Thornicroft et al, 2022)
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