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EUFAMI

Today
EUFAMI represents circa 25 million 
families in Europe 

37 member organisations in 23 
countries 

EUFAMI’s mission is to represent all 
family members of persons affected by 
severe mental illness at European level 
so that their rights and interests are 
protected and promoted



• Members are national or regional family associations as well as 

mental health associations

 Federation of 31 family associations and 6 other mental health associations

 Members in 23 countries

 Members in 19 countries of the EU28

• EUFAMI operates at the European level collaborating with bodies 

such the EU, WHO, professional representative bodies and like 

minded NGOs in the mental health area

• Congresses are held every four years and these have been major 

successes – Stockholm, Barcelona, Colchester, Torun, Basel, 

Sofia … and coming in 2019 Helsinki …

Profile
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Focus of work 

EUFAMI’s work and activities is specifically focused in:

• Community Care and the impact on families

• Economic situation and its impact on families

• Promotion of the essential role of the family in care

• Prevention of mental ill health and how research can be
used to improve the situation

• Social inclusion

• Recovery

• Health issues facing the family carer

• Impact of Depression

• Youth and Mental Ill health



EUFAMI has long been advocating for

• Transition to community care

• A stronger focus on the rights and well-

being of patients/service users

• Further change needed, based on 

concerns and needs raised by people 

with self-experience
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Typical scenario:  at the usual age of onset of a child’s mental
illness, the age of family carers, generally between 40 and 60,
means they are at a time of greatest family stress and pressure.

Family carer’s

commitments and …...........................     age:  40      45     50     55     60
responsibilities Work career reaching peak     Pre-retirement

Grandparents …...................................        age:   65 70 75 80 85

Other children
in family

Mental illness develops
in older teenager or

young adult ………………………….....……      age:     15        20 25 30 35

Provide 
support

at time of
grandparents’

retirement

Provide
continuing
support

Provide
increasing
care and 
support

Provide
special
care at
onset

Provide
support

at school
or college 



Family care is an integral and essential part 

of mental care, particularly in a community 

based system of care.

Family carers and informal carers are the 

invisible workforce that bring enormous 

value to society in the form of better 

outcomes for the people they care for
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The needs of families and family carers are 

often overlooked when the services 

landscape is being designed.

This weakens the entire system of 

community based care
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Caring for carers



Respect for patient’s rights, but also for 

carer’s needs.
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The expertise of Families

• Family caregivers have special knowledge and 

experience to contribute to the whole process of 

diagnosis, treatment, care and recovery of the patient/ 

service user

• At the diagnostic stage families are usually the first to 

notice the possible warning signs and have essential 

relevant information to communicate

• They also become the main, if not sole source, of the care 

provided - often full time

• The transfer of care and treatment from hospital to 

community settings  significantly expands this role and 

creates extra pressure on families 
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Families want recognition
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Families need information and
education
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TRIALOGUE

Open communication and mutual 

understanding

Persons with self experience

Medical Professionals Families and Friends
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The greatest need of family carers lies in

the recognition that they are a full

partner in care and in the need to be

listened to and taken seriously by the

medical and other professions.



Policies in mental health should offer family 

members a choice to care or not to care

- Deinstitutionalisation accompanied by 

investment in local support services, 

including for family members

- Flexible working hours, financial & other 

support measures so it is possible to 

choose to be a working carer – (for which 

EUFAMI looks to the EU) 
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Family carers who choose to care need to be 

supported in that choice through education, 

financial and emotional support, peer support 

groups, etc.

www.eufami.org 21



www.eufami.org 22

Caring for family member should always be a 
choice, not an obligation or a necessity, for 
users and for families.

Quality care in the community includes:

- Support to families, incl resources (choice), 
leave arrangements,…

- Inclusion of families in care decisions

- Information and education for families
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Support: Ask family carers about their needs, 
without support their mental & physical 
health will suffer

Include: Family members can be part of the
solution, can be key to recovery - take their
opinions seriously and include them in care 
decisions as much as possible

Inform:  better communication is key 



www.eufami.org 24



Reduce stigma in general – key issue 

for families as well as people affected 

by mental ill health.
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Stigma

• The stigma surrounding mental ill health is
strong in our community.

• Stigma affects not only those with
mental ill health, but also their families
and carers as well

“I now feel it is all my 

fault that my daughter 

is the way she is.  I 

could see the 

neighbours treating 

me differently.

Turning their heads, 

becoming occupied 

when I approached. It 

has gotten so bad 

that I only go out at 

night, when there is 

non one around.”

Jean (mother of Ann, 26, student with severe 

mental illness)
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Perception of stigma 

among carers

• One third report feeling that they are 

treated differently because of the mental 

illness of the person they care for(C4C 

survey)
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Thank you
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