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Statement on EUFAMI 

 
EUFAMI is the European Federation of Associations of Families of Persons with Mental 
Illness. It is the representative body for family-run voluntary organisations across Europe, 
which promotes the interests and well-being of all people affected by severe mental illness. 
Since 1992, EUFAMI has been an international non-profit organisation under Belgian law 
with a European Board of Directors. 
 
EUFAMI’s principal aims are: 
• To achieve a continuous improvement throughout Europe in mental health, the quality of 
care and welfare for people with a mental illness, and the level of support for their family and 
friends. 
• To enable our member associations to combine their efforts, and act jointly at European 
level. 
• To strengthen and assist the member associations in their efforts to improve health 
conditions in their own areas. 
 
EUFAMI has programmes and activities: 
• To defend the rights and interests of family members of people with a mental illness as well 
as the people with a mental illness themselves, in order to enable them to reach their fullest 
potential. 
• To highlight examples of best practice in care and treatment, in order to promote positive 
change throughout Europe. 
• To combat the stigma surrounding mental illness and discrimination against people with a 
mental illness by promoting a positive image to counteract ignorance and misinformation. 
• To campaign for better resources for health and social care for people with a mental illness 
and their carers. 
• To stimulate research into the causes, prevention, treatment and consequences of mental 
illness. 
 
Making a difference 
EUFAMI works with partners and stakeholders in the public and private sectors that share 
our concerns. 
Together we seek solutions for mental health issues, furthering better quality of care and 
welfare for people with a mental illness and support for their family and friends. 
 
EUFAMI believes that: 
• Carers must be acknowledged as equal partners alongside professionals supporting the 
person with mental illness. 
• Carers need support in their own right and have many unmet support needs that must be 
respected and recognised. 
• All people with a mental illness have the right to appropriate social care and health care 
services. 
• All people affected by severe mental illness have the right to share in the opportunities, 
responsibilities and fulfilment of everyday life. 
 
On-line resources 
You can find more information and documentation about EUFAMI, who we are, our member 
organisations, partners, achievements and current programmes on our website 
www.eufami.org. The site also provides the latest news and resources for people affected by 
or interested in severe mental illness and their support organisations. 



 

      

 
PREAMBLE 
 
EUFAMI welcomes the opportunity to comment on this Green Paper. As an organisation we 
have widely consulted with our members, and we present below a synthesis of the views of 
family members from 26 countries in Europe including 22 of the EU member States. 
 
 
Answer to Question 1    (see Green Paper p. 13, section 8 ‘Next Steps’) 
 
Mental health issues are part of human rights issues. Therefore the relevance of mental health 
to EU strategic policy objectives is self-evident. 
Specifically on 

1. a general improvement of mental health in Europe 
2. improved community-based services and supports for those suffering from mental ill 

health, and 
3. eradication of stigma, social isolation & economic deprivation both for sufferers and 

their families  
will 
1. advance the EU’s stated objectives of solidarity, social justice and improved qua lity of 

life for all its citizens, and 
2. bring complementary economic benefits. Note that the estimated cost of mental ill 

health (3-4% of GDP) is an underestimate if it does not take account of the extent to 
which relatives of people with severe or enduring mental illness sacrifice their own 
earning potential in order to care for their ill relative. 

 
Similarly the statement that mental health affects every fourth citizen (or 27% of adult 
Europeans in any one year) understates the number of citizens affected because it takes no 
account of the emotional, social and economic burden borne by family members – a burden 
which increases exponentially with the severity and/or length of the illness.  
The 10 % of sufferers for whom mental illness is a severe on enduring event, also requires 
special consideration in the formulation of mental health consultation. 
 
 
Answers to Questions 2 and 3 
 
EUFAMI believes that the answer to both questions is “Yes, provided that the initiatives 
outlined in the Green Paper – especially sections 6.2, 6.3, 7.1 and 7.2 – are effective.” 
Objectives of the EU strategy should include 

• establishing agreed definitions and strategies for mental health promotion and illness 
prevention (including suicide prevention) and models of treatment, care and recovery 
for its mentally ill citizens 

• identifying and disseminating examples of best practice 
• encouraging the adoption of best practice in member states backed by appropriate 

national and EU resources 
• encourage Member States to set a minimum mental health budget at not less then 6 % 

of the total health budget 
• consideration of mental health issues as an integral part of any EU Cooperation and 

Aid Programme with non EU countries e.g. Meda Programmes 
 
 
 



 

      

 
To achieve this, the forums and networks proposed in sections 6 and 7 will need to address a 
number of topics of common concern to citizens of all member states. Such topics would 
include 
 

• Use of the trialoque model as the standard for the family carer/patient/professional 
relationship 

 
Rights 

• Basic human and legal rights of people affected by severe mental illness 
• Basic human and legal rights of family carers 
• Educational needs and rights of young people with mental illness 
• Needs and rights of children caring for mentally ill parent 
• Model legislation on family/patient/professional rights and responsibilities 
• Right of family to refuse/withdraw from responsibility of care, without disadvantage 

to their sick relative  
• Right of patient to refuse/withdraw from family-based and other care 
• Protection of rights of people unable to manage their own financial affairs 
• Protection against inappropriate imprisonment of mentally ill people for minor offence 

 
Educational support 

• Need of carers / family members of support training and social support 
• Educational training and standards for professionals working with mentally ill people 

and their families, including non medical people 
• Including educational programs in school, etc. 
• Educational and support needs of family members and other carers 
• Role & delivery of psycho-education 
 

EU Politics 
• Coordination of implementation of this and other relevant Green Papers 
• Coordination of legislation to ensure the rights of people with mental illness and their 

families are fully protected in the different Member States of the EU 
• Mentoring/trans ferring good practice between Member States 
• Seclusion and restraint: legislation and practice 
 

 
 
Best practice 

• Institutional care: what determines when it is the most appropriate care 
• Best settings for institutional care 
• Best models of community care, hous ing etc 
• Additional social needs of people suffering from severe and enduring mental illness 

and their families 
• Continuity and coordination of care (medical, psychotherapeutic & social) 
 

Others 
• Medication side-effects (including withdrawal risks) 
• Health promotion/illness prevention 
• Supported employment/”meaningful activity” for people with mental illness 

 



 

      

• Role of peer advocacy and/or professional advocacy for persons with mental illness 
and their family carers 

 
 
Further comments on the text of the Green Paper 
 

1. EUFAMI asks that the role, responsibilities and rights of families and carers be given 
due recognition. 

 Thus 
a) p.3, 6 lines from bottom: amend “patient organisations” to “patient and family 

organisations”. 
b) Ditto, p.5, section 4, last line of paragraph 3 
c) p.7 section 5 (3): amend “patient and civil” to “patient, family and civil” 
d) p.13, section 7.2, line 3: after “non-health sectors”, add “including patient and 

family groups”. 
2. p.11, section 6.2 paragraph 2 (“A change in paradigm”). 

 
EUFAMI considers the expression “instructing patients and their families” to be inadequate. 
The change in paradigm that accompanies deinstitutionalisation should, whenever possible, 
and with the patient’s consent, be an empowerment strategy which aims to make patient, 
family and professionals partners  in the process of treatment, care and recovery.  
 
 
EUFAMI recommendations to the EU Commission 

 
We recommend that the Commission develops guidelines for the implementation of Mental 
Health initiatives by Member States for which EU funding of 50% will be available. 
 
We call on the European Commission to ensure the necessary personnel and resources are 
funded to ensure completion of the Action Plan. 
 
We strongly recommend the allocation of additional public expenditure by the EU and 
Member States for the implementation of the final recommendations on Mental Health 
services across the EU. We also call on the European Commission to act as a role model in 
relation to future and improved Mental Health services. 
 
 
Approved by the Board of Directors of EUFAMI at their meeting on the 13th May 2006 
in Leuven, Belgium 
 

 
 
 
 

Inger Nilsson       Reina van Mourik 
President        Secretary 
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STATEMENT OF EUFAMI’S POSITION ON  FAMILY CARERS’ NEEDS 
 
This statement reflects the views of families and friends of people with psychiatric disability on the 
needs of caring family members and friends who want to provide constructive help and support for 
their ill relative. 
 
EUFAMI’s Position on Family Carers’ Needs  
EUFAMI asserts that family members acquire expertises through experience. There should be 
recognition and respect for the important part they can play in the long-term support for mentally ill 
people on their way to recovery (provided always that the ill person recognises and agrees on the 
need for support from the family, and that the family are prepared to give that support and have the 
capacity to provide it). The support given should be appropriate at the time, and will change with the 
individual carer’s needs. 
 
• Families should have a right to the opportunity to state their needs (e.g. their emotional needs, financial 

situation, capacity to cope, etc), and need to be empowered to acquire the necessary coping skills to fulfil 
their caring role. 

• Families should be able to obtain access to a high standard of healthcare service for their ill relative at any 
time or location and irrespective of their own status or knowledge.  

• Financia l and human resources should be available to meet the family’s needs, over time, in a planned way. 
They may need factual information, training in new skills (dealing with anger and depression), support for 
themselves, e.g. counselling, advocacy, self-help groups, help lines, peer support (carer-to-carer), respite, or 
help with identifying their role.  

• Family carers should be proactively given written, jargon-free information, in their own language, or be told 
where to access information about their rights as a carer, the ‘illness’, the available range of care and 
treatment (including medications), what services are available (e.g. in times of crisis) and how to access 
them.  

• Families have a right to define the role they are willing and able to play (including not to be involved 
directly with their relative’s care), or to be involved in planning services, campaigning, monitoring services, 
etc. Families should not be discriminated against or held responsible legally or financially for their mentally 
ill family member.  

  
Recommendations  
Governments should have legislation in place, including recommendations, action plans and independent 
monitoring to ensure implementation, setting out the rights of family carers to: 
1 Statement of their own needs on a routine basis, with written records of these needs, and continuing 

assessment. 
2 Resources to be available to meet those needs, e.g. empowerment to enable them to carry out their caring 

role effectively. This may involve costs of training, counselling or other emotional help, providing 
information (from a wide range of sources, e.g. written leaflets, internet), and financial help (for respite 
breaks, and travel costs to visit their relative etc). 

3 Respect and a reasonable life, free from abnormal risk and disruption, and with opportunities to work and 
socialise like other citizens. 

4. Freedom from financial burden resulting from their ill relative’s condition, through provision of state 
benefits for their relative, e.g. independent income from benefits.  

5. Support from the state for protecting the interests of their relative in the event that a family member dies or 
can no longer give support due to ill-health or age, or chooses not to provide support (ie the state must 
provide alternative support). 

6. Freedom from discrimination due to their relative’s condition. 
 
EUFAMI will lobby for:  
• agreed European standards of care for people diagnosed with a severe mental illness, to reduce the burden of 

care on families; 
• a  Europe-wide family carers’ charter, outlining their rights including the whole family’s right not to suffer 

discrimination and for family members to be involved in the planning of mental health services;  
• Governments to take steps to improve public understanding of mental illness, and thereby help combat 

stigma and discrimination. 



 

      

 
 

STATEMENT OF EUFAMI’S POSITION ON  MEDICATION 
 

This statement reflects the views of families and friends of people with psychiatric disability on the use of 
medication in treating severe mental illnesses such as schizophrenia, bipolar disorder and similar conditions.  
 
EUFAMI’s Position on Medication 
EUFAMI believes that while medication is usually an important component of treatment, it must be given within 
a comprehensive programme of care, including psychosocial and social interventions (support with income, 
housing, training, productive occupation, employment etc) - these interventions to be suited to individual needs 
and focused on improving quality of life .  Using medication merely to reduce symptoms is no longer adequate. 
New psycho-therapeutic approaches which combine working together with families (the whole family, including 
the person who is experiencing mental illness, relatives and friends), teaching social skills (e.g. through CBT), 
and the use of the most appropriate anti-psychotic medications, can reduce disability, lead to remission from 
symptoms for sustained periods, and for some people to recovery. Any reduction in disability will help reduce 
the stigma and discrimination experienced by people with mental illnesses and their families.  
 
• Clinicians and others involved in the patient’s care should involve (consult, inform) the family and friends 

whenever possible, especially at the onset of illness, when changing medication, at times of crisis, and when 
the patient is in hospital (at admission, during treatment, and at discharge);  

• Clinical guidelines need to be in place concerning the choice and use of medications;  
• Cost and availability factors should not limit the prescribing clinician’s choice of medication; 
• People for whom medication is prescribed should be fully involved in the choice of medications they will be 

taking, and have access to an advocate or second medical opinion if desired; 
• The family and friends of the person should be informed by the health service about the medications 

available, their actions, interactions, beneficial effects and risks, including short- and long-term side effects; 
• People who are taking medication should be supported by family and friends in taking the medication of 

their choice regularly, as prescribed, to avoid relapse and promote recovery;  
• The medication use and dosage should be regularly reviewed in the light of the physical and mental health 

and the expressed views of the patient; 
• Treatments understood and agreed to by the patient are to be preferred in all circumstances but it is 

recognised that compulsory treatment may be necessary in exceptional situations. These exceptions should 
be set out explicitly in mental health legislation, which should assign to those providing care the 
responsibility of protecting the person whose human rights are temporarily removed; 

• People taking medication for enduring, long-term mental illness should not have to pay for them. 
 
Recommendations   
Government health ministries should insist on mental health being recognised as a key part of a nation’s public 
health priorities. Guidelines should be in place to ensure families are involved in care wherever this is 
practicable and desired and agreed by the patient. Action plans and formal procedures should be in place to 
ensure implementation of the guidelines. Service providers should be required to involve mentally ill people and 
their families in a meaningful way in assessing services, e.g. reviewing procedures and monitoring user 
satisfaction. 
 
People with mental illness should have the right to: 
1. High quality treatment suited to their individual needs whether they are at home, in hospital, in custody (e.g. 

prison), or required to undergo compulsory care under mental health law. 
2. The option of newer, second-generation or ‘atypical’ anti-psychotic medications (SGAs) as first-line 

treatment whenever appropriate. 
3. Free medication for long-term mental illnesses. 
4. Legislation by health ministries on the use and prescribing of medications, compulsory treatment, and 

regular reviews. 
5. Practice guidelines requiring staff to involve patients and family and friends in choice of medication, and in 

the monitoring of treatment. 
6. Full information about the medications and other treatment options (effects, risks, benefits, etc). 
 
EUFAMI’s Medication position paper should be read in conjunction with position papers on Treatment 
and Care , and Rehabilitation and Recovery, which deal with broader, non-medical approaches to 
treatment, care and improving quality of life. 



 

      

 
 

STATEMENT OF EUFAMI’S POSITION ON  TREATMENT AND CARE 
 

This statement reflects the views of families and friends of people with psychiatric disability on their role in the 
treatment and care of people with severe mental illnesses such as schizophrenia, bipolar disorder and other 
conditions. 
   
EUFAMI’S Position on Treatment and Care  
EUFAMI believes that there must be more to treatment than medication alone, while recognising that medication 
is usually an important component of a comprehensive programme of care (see also EUFAMI’s Position 
Statement on Medication). The objective of treatment and care must be to reduce disability.  
Families can be an important resource in supporting and encouraging people with mental illness to make 
decisions and achieve their goals if the families are themselves given support and encouragement to work with 
the care team (see also EUFAMI’s Position Statement on Family Carers’ Needs). The principle of patient 
confidentiality should not be used to preclude involvement by family carers.  
 
• The information on which decisions concerning treatment and care are based, including the range of 

available options, their potential consequences and possible benefits, should be given proactively to all the 
family (to the ill person and to other key family members). The choice of treatments might include 
counselling, CBT (cognitive behavioural therapy), group discussion (e.g. trialogue, peer groups), 
occupational therapy, training in assertiveness, anxiety management and other coping skills, or designating a 
specific person to listen, answer questions and give advice, e.g. on lifestyle issues such as nutrition, physical 
exercise and relaxation, etc. 

• The ill person needs to be empowered to make decisions about the choice of his or her treatment and care, 
in discussion with an assigned key worker and others, including the family. Decisions taken should be 
written and reviewed as part of a regularly updated care plan. Choice of treatment needs to take into account 
the social context (e.g. the place of residence, income and expenditure, occupation, employment and social 
networks) and be suited to the individual’s lifestyle, life-stage and needs and should not be limited by cost 
factors.  

• The treatment plan should include care of physical health as well as mental health.  
• Treatment should be provided by mainstream services, such as the general practitioner and primary care 

team, backed up by mental health specialist teams that are community-based wherever possible, to facilitate 
early treatment of symptoms and help reduce stigma.  

• It may be necessary in certain specific circumstances, clearly defined by national law, to require an 
individual to receive treatment without his or her consent.  This may necessitate admission to an 
appropriate secure ward (not to prison) for the safety of the individual or of others. 

  
Recommendations  
1.  National governments should include mental health in their public health priorities, and have mental health 
laws in place which respect the dignity and human rights of individuals and protects the interests of people with 
mental illness, their families and the public. The law should include guidance on implementation, in particular: 
• Advice on the sharing of information between the care team, family and patients; 
• Information on the rights of the patient and family members (e.g. with regard to assessments and formal 

plans for treatment and care, early treatment, compulsory treatment, access to information and support). 
• The responsibilities of the government to provide quality community services, e.g. standards of treatment and 

independent monitoring involving patients and families.  
2.  People with mental illness and their families have the same rights as other citizens with a disability, to 
continuing treatment and care with relation to cost of their treatment, and to respect as individuals.  
3.  Families and people with mental illness should be involved in the training of professionals;  
4.  People with mental illness who require protection under mental health law should not be in prison but in a 
specialised secure unit and have access to legal representation. 
5. People with mental illness and their families have a right to inclusion in society and not to suffer 
discrimination. Governments must take steps to improve public understanding of mental illness, and thereby help 
combat stigma. 



 

      

 
 

STATEMENT OF EUFAMI’S POSITION ON REHABILITATION AND RECOVERY 
 
This statement reflects the views of families and friends of people with psychiatric disability on their role in the 
rehabilitation, remission and recovery of people with severe mental illnesses such as schizophrenia, bipolar 
disorder and similar conditions.  
 
EUFAMI’s Position on Rehabilitation and Recovery 
EUFAMI knows that family and friends can have a key role to play in their relative or friend’s road to recovery 
provided an alliance is established between professional care givers, the person experiencing mental illness and 
the family. 
 
Families can provide an appropriate environment for change if they themselves understand the process of 
recovery through receiving help and training from peers and professionals. With such help and training they can 
support and empower their ill relative to work towards social reintegration and recovery. 
 
The person recovering needs: 
• To regain self-esteem and a sense of purpose and personal fulfilment, through appropriate social interaction, 
occupation, employment, support services, etc; 
• To take prescribed medication regularly and to choose from a range of other complementary treatments and 
psychosocial therapies, e.g. cognitive behavioural therapy (CBT), physical exercise, nutritional supplementation, 
acupuncture, Tai Chi, aromatherapy, relaxation techniques, etc; 
• To cope with and overcome stigma and discrimination. 
 
Recommendations   
Governments should have disability and antidiscrimination legislation in place, with recommendations and 
action plans to ensure that requirements are implemented, so that people with mental illness can exercise the 
right to share in the opportunities, enjoyments, challenges and responsibilities of everyday life - in fact the same 
rights as other citizens with a disability, such as: 
1.  Continuing regular personal support from a key worker and assessments, and written plans in 
relation to their life as a whole and their future - not plans dealing only with treatment and care. All 
assessments and written plans must be regularly updated.  National mental health laws should 
require that both the person with a mental illness and the informal carer or family member should have 
their needs assessed by an assigned key worker, and that an action plan should be drawn up, 
implemented and regularly monitored; 

2.  Access to a range of specialised social support services that can be called on at times of greatest need, e.g. 
crisis services such as a crisis outreach team and a crisis house providing alternatives to hospital admission, day 
centres, befriending schemes, Club Houses, supported or co-operative working environments etc; 
3.  Independent financial support from the state, removing the need for dependency on family finances; 
4.  A choice of appropriate accommodation, with the necessary levels of personal support if needed; 
5.  Access to meaningful occupation, with appropriate personal support if needed; 
6.  Access to, and support in use of, mainstream social activities and facilities;  
7.  Help with developing social networks where professionals and family and friends can provide additional 
support, share responsibilities and give each other mutual support; 
8.  Social inclusion, and the right not to be discriminated against. Governments should take steps to improve 
public understanding of mental illness, and thereby help combat stigma. People with experience of mental illness 
and their carers can speak out effectively to help change the public’s perceptions and understanding of mental 
illness. 
 
 
 
 



This paper represents the views of its author on the subject. These views have not been adopted or in any way approved by the Commission 
and should not be relied upon as a statement of the Commission's or Health & Consumer Protection DG's views. The European Commission 
does not guarantee the accuracy of the data included in this paper, nor does it accept responsibility for any use made thereof. 


