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Historically, people with mental health problems have lacked a voice. Neither they nor
their families have been involved in decision-making on mental health services, and
they continue to be at risk of social exclusion and discrimination in all facets of life. In a
mental health context, empowerment refers to the level of choice, influence and control
that users of mental health services can exercise over events in their lives. The key to
empowerment is the removal of formal or informal barriers and the transformation of
power relations between individuals, communities, services and governments. This
statement specifies the action to be taken to strengthen user and carer empowerment in
mental health and outlines the objectives of the Partnership Project on User
Empowerment in Mental Health by the WHO Regional Office for Europe and the
European Commission.
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Empowering individuals, empowering communities

“Empowerment” is a core concept of WHO’s vision of health promotion. Its importance
in disease prevention and health promotion is well recognized in the Declaration of
Alma-Ata (1) and the Ottawa Charter on Health Promotion (2). One of the six key
messages to guide action within the European Strategy for the Prevention and Control
of Noncommunicable Diseases (3) is that “people should be empowered to promote
their own health, interact effectively with health services and be active partners in
managing disease”. And also the Mental Health Declaration for Europe (4), the Mental
Health Action Plan for Europe (5) and the European Pact for Mental Health and Well-
being (6) identify the empowerment of people with mental health problems and those
who care for them as key priorities for the next decades.

Empowerment needs to take place simultaneously at the population and the individual
levels. Empowerment is a multidimensional social process through which individuals
and groups gain better understanding and control over their lives. As a consequence,
they are enabled to change their social and political environment to improve their
health-related life circumstances (7).

Being included in the society in which one lives is vital to the material, psychosocial,
and political empowerment that underpins social well-being and equitable health (8). As
health is a fundamental human right, empowerment of patients and their families,
friends or other informal carers is a societal task that encourages all communities,
employers, trade unions, schools and colleges, voluntary organizations to respect health
and well-being of individuals and populations and act in ways that empower individuals
and groups to respect their own and other people’s rights to health and well-being.

At the individual level, empowerment is an important element of human development. It
is the process of taking control and responsibility for actions that have the intent and
potential to lead to fulfilment of capacity. This incorporates four dimensions:

1. self-reliance

2. participation in decisions

3. dignity and respect

4. belonging and contributing to a wider community.

For the individual, the empowerment process means overcoming a state of
powerlessness and gaining control of one’s life. The process starts with individually
defined needs and ambitions and focuses on the development of capacities and
resources that support it. The empowerment of individuals is intended to help them
adopt self-determination and autonomy, exert more influence on social and political
decision-making processes and gain increased self-esteem.

Communities can support individuals in this process by establishing social networks and
mobilizing social support; together, these promote cohesion between individuals and
can support people through difficult transitions and periods of vulnerability in life (3).
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The empowerment of communities comprises a higher degree of individual
empowerment among the members of the community, a stronger sense of belonging to
the community, development of and participation in political activities, leadership of
decision-making process and access to resources for the benefit of the community
(9,10).

User and carer empowerment in mental health

In a mental health context, empowerment refers to the level of choice, influence and
control that users of mental health services can exercise over events in their lives. The
key to empowerment is the removal of formal or informal barriers and the
transformation of power relations between individuals, communities, services and
governments. Power is central to the idea of empowerment, and one important element
of empowerment strategies is (11):

. challenging control and social injustice, through political, social and psychological
processes that uncover the mechanisms of control, the institutional or structural barriers,
the cultural norms and social biases, and therefore enable people to challenge internalized
oppression ...

Historically, people with mental health problems have lacked a voice. Neither they nor
their families have been involved in decision-making on mental health services, and
they continue to be at risk of social exclusion and discrimination in all facets of life
(12). Disempowerment of mental health service users operates at every level. At the
societal/structural level, stigma is present in all societies and there are numerous barriers
to full access to work and other social activities. At the service organization and
delivery level, people using mental health services are poorly informed, and often
poorly consulted or poorly treated. At the individual level, the experience of mental
health problems can have lasting effects on a person’s sense of identity and self-worth —
the internalization of stigma.

There is also evidence that lack of influence or control can lead to poor health
outcomes; conversely the ability to exercise control and influence, even where high
stress is present, can act as a protective factor against levels of disease risk.
Powerlessness has emerged as a key risk factor in the etiology of disease, and evidence
from a number of different fields suggests that empowerment not just is a set of values
but also leads to positive outcomes. These outcomes include increased emotional well-
being, independence, motivation to participate and more effective coping strategies.

Thus, enhancing the empowerment of mental health service users leads to tangible
biological, psychological and societal benefits. These include enhanced self-esteem, a
greater sense of connectedness to local social groups and meaningful engagement in
society.

Users’ and carers’ perspectives on empowerment

Key issues that users and carers have expressed to be important to advocate for are the
rights to autonomy and self-determination, to acceptable and accessible services, user-
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led evaluation of services, the right for everyone to be recognized as a person before the

law without discrimination, the destigmatization of mental disorders, and more inclusive
and respectful services with user and carer involvement (13). In the following these key

issues are described from user’s and carer’s perspectives.

Users’ perspective

An empowerment approach promotes the recognition and development of the service
user’s strengths, resources and skills (/4):

To be committed to an empowerment agenda is to be committed to identify, facilitate or
create contexts in which heretofore silent and isolated people, those who are outsiders in
various settings, organizations and communities, gain understanding, voice and influence
over decisions that affect their lives.

Users’ and carers’ groups have formulated various key attributes of empowerment (15),
some of which can lead to recommendations for action on user and carer empowerment
at different levels.

Decision-making power

Mental health professionals sometimes assume that service users and their families lack
the ability to make decisions, or to make correct decisions. Services therefore
sometimes adopt the paternalistic stance of limiting the number or quality of decisions
that users and families may make. Without support in making decisions, users are kept
in long-term dependency relationships. People cannot become independent without the
opportunity to make important decisions about their lives.

In some circumstances, the barrier of denial of legal capacity is a key obstacle to
decision-making: this legally prohibits people from making decisions. People with
mental health problems should enjoy legal capacity on an equal basis with others in all
aspects of life, and states have an obligation to provide support to people who require
assistance in making decisions (76).

Access to information and resources

Decision-making does not happen in a vacuum. Individuals can make fair decisions
only when they have sufficient information to weigh the possible consequences of
various choices: to make informed decisions. Again, out of paternalism, mental health
professionals sometimes restrict such information, believing this to be in users’ best
interests. This can become a self-fulfilling prophecy; lacking adequate information,
users may make choices that confirm professionals’ beliefs in their inadequacy.

Having a range of options from which to choose

Meaningful choice means that users are offered and have the opportunity to explore the
whole range of options that might be relevant, and receive any required and reasonable
support to choose among them.
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Carers’ perspective

Carers and their families and friends have needs of their own. While care giving can be
a strongly positive experience, most who write about it describe the impact in terms of
burden, both subjective (perceived) and objective (e.g. ill health, economic, displacing
daily routine). WHO (17) estimated that the burden to family and community from
psychosis is only exceeded by those from dementia and quadriplegia.

A study in five European countries (Italy, England (United Kingdom), Germany, Greece
and Portugal) reported that caregivers for adults with schizophrenia spent an average of
6-9 hours per day providing care (/8). A United Kingdom survey by Rethink (7/9)
found that:

o  95% of carers are members of service users’ families;

e 29% provide support and care for more than 50 hours per week;

® 90% are adversely affected by the caring role in terms of leisure activities, career
progress, financial circumstances and family relationships;

e  60% have a significantly or moderately reduced social life;

® 33% find that family relationships are seriously affected; and

® 41% have significant or moderately reduced mental and physical health.

Nevertheless, it should be remembered that informal caregivers are not an amorphous
group. A particular focus should be given to the fact that 82% of carers are female
(mothers, in 90% of cases); 70% are aged over 60 years and 33% over 70 years (20).
Moreover, the perception of burden may vary between different cultures in terms of
being more or less accepting of disability and seeing hope for the future (21).

Information sharing and confidentiality

In general, health care has increasingly been seen as a partnership between providers
and users and their families. The sensitive nature of mental health problems, however,
means that there can be particular difficulties in relation to confidentiality and the
sharing of information, compounded by differences of practitioners’ opinions on what
information can be shared. The practitioner must balance the value of information
sharing — sometimes crucial to the well-being of both users and carers — against ethical
and legal duties of confidentiality to both users and carers independently. Unfortunately,
many mental health practitioners never receive training on dealing with these complex
issues or addressing the different needs of users and carers. As a result, they lack
confidence and so avoid giving any information, often citing confidentiality as the
reason.

Clearly, the quality of support varies, and many carers feel marginalized by services that
seem unaware of their huge contribution as informal caregivers. The essential message
is that services should support families and friends responding to their own needs as
carers and enabling them to care most effectively.

Characteristics and qualities

To achieve the objectives of empowerment, some external conditions and internal
qualities are important:
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. hope and respect

. reclaiming one’s life

. feeling connected

. understanding that people have rights

. learning skills that the individual defines as important

. moving from secrecy to transparency

. growth and change that are never ending and self initiated.

Hope and respect

Hope is essential to growth. A hopeful person believes in the possibility of future
change and improvement; without hope, making an effort can seem pointless. Yet some
professionals who label their patients incurable or chronic seem also to expect them to
be motivated to take action and make changes in their lives, despite the overall
hopelessness such labels convey. Carers need to show respect for the inherent dignity
and individual autonomy of people with mental health problems, including acceptance
of difference as part of human diversity and humanity.

Reclaiming one’s life

As part of the process of psychiatric diagnosis and treatment, users and their families
have had their lives, their personal stories, transformed into case histories. Part of the
empowerment process is therefore the reclaiming of these life stories.

Similarly, the process of empowerment should include a reclaiming of one’s sense of
competence, and recognition of the often hidden power relationships inherent in the
treatment situation. In the early stages of participation in self-help groups, for example,
members often tell one another their stories; both the act of telling and that of being
listened to are important for group members.

Feeling connected — not feeling alone

Empowerment does not occur to the individual alone, but has to do with experiencing a
sense of shared experience and connectedness with other people.

Understanding that people have rights

The self-help movement among psychiatric service users is part of a broader movement
to establish basic legal rights. There are parallels between this movement and other
movements of oppressed and disadvantaged people, including racial and ethnic
minorities, women, gay and lesbian people, and people with disabilities. The struggle
for equal rights has been part of all these liberation movements. Through understanding
their rights, people increase their sense of strength and self-confidence.

Learning skills that the individual defines as important

Health professionals sometimes complain that users have poor skills and cannot seem to
learn new ones. At the same time, the skills that professionals define as important are
often not the ones that users find interesting or important. When users are given the
opportunity to learn things that they want to learn, they often surprise professionals (and
sometimes themselves) by being able to learn them well.
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Moving from secrecy to transparency

People with devalued social status who can hide that fact often choose to do so, but this
decision takes its toll in the form of decreased self-esteem and fear of discovery. Those
who reach the point where they can reveal their identities as mental health service users
are more likely to display self-confidence.

People can be helped to make decisions about disclosure through support in recognizing
that they have multiple characteristics, many of which are positive. It is also important
for both people with mental health problems and society to recognize and accept that
mental health problems are a source of learning, growth and development, and bring
additional skills and qualities.

Growth and change that are never ending and self initiated

Empowerment is not a destination, but a journey. No one reaches a final stage at which
further growth and change are neither possible nor beneficial.

Taking action for user empowerment in mental health

A process of empowerment requires action at different levels: the societal/structural,

service provision and professional development, community and the individual level.

Based on the above reflections, action for user and carer empowerment must cover the

following five key issues at these levels:

1. Protection of the human rights of service users and fighting stigma and
discrimination;

. Ensuring high-quality care and accountability of services;

. Having access to information and resources;

. Inclusion in decision-making;

. Having local organizational capacity to make demands on institutions and governing
structures.

DB~ W

The following are recommended actions for user and carer empowerment at these
levels.

Societal/structural level

e Ensure that the full range of service users’ human rights is respected, protected and
fulfilled. For example, governments can effectively implement human rights
instruments, many of which cover people with mental health problems either
specifically or by implication. Examples include: the United Nations Convention on
the Rights of Persons with Disabilities (/6), which includes enacting comprehensive
anti-discrimination legislation with robust enforcement mechanisms, and the 2005
report of the Special Rapporteur on the right of everyone to the enjoyment of the
highest attainable standard of physical and mental health (22). The WHO resource
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book on mental health, human rights and legislation (23) discusses a range of
human rights issues.

Provide resources to develop of user-led services, including representative
organizations that give input to public and political activities and are active at the
international, national, regional and local levels.

Build social capital by funding and resourcing local networks of users and carers.
Resource independent advocacy in every area of life and society.

Ensure government activities to reduce stigma and discrimination and to promote
community-based multilevel services that involve public awareness campaigns.

Facilitate contact between users and the media to sensitize media professionals in
reporting on people with mental health problems in a non-stigmatizing way.

Ensure mental health promotion, disorder prevention and anti-stigma activities in
the workplace.

Service provision and development

Ensure access to high-quality care and the accountability of services by:

- making available free or affordable, comprehensive and effective treatment and
care;

— offering genuine choice in treatment options;
— respecting people’s right to refuse treatment;
- providing community-based specialist mental health treatment and care;

— offering services that are relevant to different groups’ needs and are provided
on a basis of non-discrimination;

— ensuring that independent review bodies are in place to review the lawfulness of
treatment and services.

Offer people who use services the chance to be partners or to be involved in:
— all stages and levels of running, planning, delivering and evaluating services;
— choosing their key mental health caregivers;

— drawing up their care plans and planning their treatment (encouraging fully
informed decision-making, which includes a discussion of risks linked to
medication and the importance of health promoting lifestyles);

— working towards shared crisis plans, advance directives, enduring powers of
attorney, recovery plans and risk safety plans;

— ensuring staff are trained in mental health law and human rights standards;

— ensuring that the recruitment of staff, volunteers and advocates is free of
discrimination on the grounds of psychiatric history, as well as more familiar
grounds such as ethnicity, religion, gender, sexual orientation, age and
disability;
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Ensure that users and carers actively working for empowerment are not penalized,
by being either labelled troublemakers or denied support. Users may need more
support, not less, when they are involved in planning, delivering or reviewing
policies, legislation and services.

Consider resourcing a self-advocacy group or user quality group, so that individual
users and carers who speak out have a constituency and support network.

Have a well-publicized complaints procedure. Users and their families should be
able to complain irrespective of their circumstances, and be able to have a lay
advocate to assist them.

Education and training of professionals, users, carers and the
community

Those who design and deliver mental health professionals’ training should do so in
systematic partnership with users and carers.

Seek trainers with a range of perspectives; for instance, include trainers on the
issues relevant to users from ethnic or linguistic minorities, and on those relating
specifically to girls and women with mental health problems.

Include the stigma of mental illness as a topic in the curricula of primary care and
mental health professionals.

Offer training for relevant community actors such as police officers and employers.

Ensure parity between users and non-users: if a professional consultant or trainer is
offered a fee, so must a user or carer consultant or trainer.

Offer training for users and carers in skills for committee work and leadership
development.

Develop user routes and pathways into roles and opportunities in the caring
professions at qualifying and post-qualifying levels.

Individual level

While structures, conditions and support can create the opportunities that enable
individual empowerment, responsibility ultimately lies with individuals to reclaim
control of their problems, the way they are treated and their lives.

At the individual level, users and carers need to take back control by:

developing or strengthening ways of coping with their difficulties (e.g. through
personal recovery planning);

having a real say in the treatment and care that they receive, and planning for crises
so that they can exert an influence even at times of acute distress (e.g. through
advance statements); and

working towards their own ambitions and goals, which may well include
employment, education, enhanced family roles and relationships.
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This entails demanding rights and taking on responsibilities that create and maximize
freedoms that will give mental health service users equal status in society by fostering:

1. respect, independence and protection in the forms of:

— the right to privacy, receiving and exercising the full rights and responsibilities
of citizenship, and being free from any kind of discrimination;

— Dbenefits guaranteeing a decent standard of life, and choice of residence and
housing with full tenancy rights;

- secure property rights, access to free or affordable legal representation and an
absence of coercion;

2. choice and opportunities for personal development and social inclusion in the form
of equal access to information, employment and peer support;

3. personal development through opportunities for education and leisure: schools,
universities and libraries, and access the Internet, various leisure activities and
travel; and

4. social inclusion in terms of access to public activities, no restriction on club
membership, and no limitation on health insurance or securing loans from banks.

Conclusions

This statement defines empowerment, describes the challenges, identifies the
perspectives and the elements that comprise empowerment, and proposed action. It
identifies the multi-dimensional aspects of empowerment. Unless the individual, service
and societal levels are aligned, empowerment initiatives will not be effective and
stigma, discrimination and marginalization will endure. The lack of empowerment and
the need to strengthen user and carer empowerment needs to be accepted by everyone,
and respect and growth are essential challenges to be recognized and acted on by
everyone, everywhere.

Initial steps will be the identification and recognition of these challenges, the next the
actions that are specified in this statement, many evidence based, and finally evaluation.
WHO accepts the responsibility to advocate these initiatives, and will develop indicators
to steer this process. These actions will be taken forward in partnership with the
European Commission's Health and Consumers Directorate General. We believe that
initiatives embracing empowerment and inclusion will not only offer opportunities and
equality to the most vulnerable and discriminated groups, but will benefit communities
as a whole.
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Annex 1

WHO REGIONAL OFFICE FOR EUROPE—EUROPEAN COMMISSION
PARTNERSHIP PROJECT ON USER EMPOWERMENT IN MENTAL HEALTH

The Mental Health Declaration for Europe (/) and the Mental Health Action Plan for
Europe (2) identify the empowerment of people with mental health problems and those
who care for them as key priorities for the next decades. At the WHO European
Ministerial Conference on Mental Health, in Helsinki, Finland in 2005, the health
ministers of the Member States in the WHO European Region committed themselves to
enforce mental health policy and legislation that sets standards for mental health
activities and upholds human rights, to eliminate stigma and discrimination and
empowering people at risk, and to offer people with mental health problems choice and
involvement in their own care (3).

Further, the participants at the European Union (EU) high-level conference “Together
for Mental Health and Well-being”, held in Brussels, Belgium in June 2008,
acknowledged, with the European Pact for Mental Health and Well-being (4), the
importance and relevance of mental health and well-being for the EU, its Member
States, stakeholders and citizens. They recognized mental health as a human right that
enables citizens to enjoy well-being, quality of life and health and that promotes
learning, work and participation in society. The participants committed themselves to
take action to help Member States tackle the challenges caused by mental health
problems by promoting good mental health and well-being in the population,
strengthening preventive action, and providing support to people who experience mental
health problems and their families.

Considering this background, the WHO Regional Office for Europe and the European
Commission (EC) are co-funding a partnership project to support Member States in
improving their strategies and actions to empower people with mental health problems
and their carers. It will be developed and implemented through close cooperation
between the Regional Office and the EC, and it will make key contributions to the
implementation of the Mental Health Declaration (/) and Mental Health Action Plan for
Europe (2) and the EC’s mental health agenda as reflected in the European Pact for
Mental Health and Well-being. (4). The project comprises four components:

1. development of indicators of user empowerment in mental health;

2. identification of good practice in user empowerment;

3. support of governments and local actors in creating an environment for user
participation; and

4. promotion of the mainstreaming of good practice in user empowerment in mental
health.

Indicators and examples of good practice will be identified, and recommendations for
action developed at four levels: the societal/structural, service provision and
professional development, community, and the individual level. Hereby, the focus will
lie on protection of the human rights of service users and fighting stigma and
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discrimination; ensuring high-quality care and accountability of services; having access
to information and resources; inclusion in decision-making; having local organizational
capacity to make demands on institutions and governing structures.
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