
Date of preparation: October 2014 

*Countries surveyed: AUSTRALIA, AUSTRIA, BELGIUM, CANADA, CYPRUS , CZECH REP., DENMARK , FINLAND , FRANCE, GERMANY, GREECE , 
IRELAND, ISRAEL, ITALY, LITHUANIA, MALTA, NETHERLANDS , NORWAY , PORTUGAL , RUSSIA, SLOVENIA , SPAIN , SWEDEN , SWITZERLAND &UK 

 

 

 

Caring for Carers Survey [C4C]i 

Experiences of carers of persons with 
schizophrenia 

1. The aim of the C4C Survey 
 

The majority of (family) carers live with the illness 24 hours of the day, each day of the yearii. 
Meeting the expressed needs of family caregivers will quicken the recovery of their loved 

ones.iii 

The C4C Survey is an international survey being undertaken by the European Federation of 
Associations of Families of People with Mental Illness [EUFAMI], in collaboration with LUCAS, 
center for care research and consultancy of the University of Leuven, to understand the needs 
and challenges faced by carers supporting those living with a mental health illness. The survey, 
the first of its kindiv, is being conducted in 25 countries in total*, mainly in the EU and will close 
by the end of 2014. 
 
Initial results, released on 10th October 2014, highlight findings fromAustralia, Canada, France, 
Germany, Italy, Spain and the UK. The survey (covering more than 400 people caring for 
relatives with severe mental illness, in particular schizophrenia)was conducted to understand 
the needs and challenges of carers.   
 
There is already a general recognition that carers’ needs are closely linked with those of the 
person they care for, however this survey was designed specifically to find out about the 
circumstances and burdens of carers themselves. 
 
EUFAMI believes that the findings should be of considerable benefit to many organisations and 
to policy makers, as well as to EUFAMI’s member associations, to informdiscussions about 
priorities for future actions to support these carers. 
 

http://www.kuleuven.be/lucas/_english/index_eng.html
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2. Why the Carer? 
 

EUFAMI:  
Carers for people affected by schizophrenia often feel undervalued. During earlypsychosis, 

interventions aimed at the family can facilitate patient identification, improve the 
emotionalwell-being of family members and support carers in their unquestionably important 

role in promotingremission and recoveryv. 
 
Community-based care and prevention is now preferred over long-term hospitalisation for 
people with mental health conditions, and the responsibility for care has shifted from hospitals 
to informal carers, such as a relativevi. 
 
Family carers are in a position to intervene early before the symptoms of a potential episode 
worsen, the situation escalates and the person with schizophrenia needs to be hospitalisedvii. 
Early intervention means providing information, assessment and treatment at the earliest 
possible time when the person with schizophrenia starts experiencing psychotic symptoms, and 
the complications that can arise from untreated psychosis take holdviii.  
 
Carers fulfil a distinct and important role by providing support and advocating for their ill 
relatives as well as contributing to their recoveryix.  
 
The relapse rate at 2 years was 40% in patients whose families received psychotherapeutic 
support, compared with 75% in those whose families received no helpx. 
 
Caring for someone with schizophrenia takes time, energy, financial and emotional resourcesxi.  
 
In 2012, the estimated total cost of psychotic disorders such as schizophrenia in Europe (the 27 
members of the EU, plus Iceland, Norway, and Switzerland) amounted to €29.0 billion—
equivalent to €5805 per patient per yearxii. 
 
Despite the essential role that family carers perform, they are not fully recognized as crucial 
partners in care so far. Although caregiving may give rise to positive feelings and experiences, 
carers feel highly exposed and caring for a relative with mental illness is related to high 
personal suffering, feelings of guilt, helplessness, fear, vulnerability, anxiety and angerxiii.  
 
When a mental illness “enters” the family circle, family members tend to remove themselves 
from their natural support networks for a number of different reasonsxiv.Additionally, at the age 
of onset of a child’s mental illness, the age of family carers (40–60 years) and the possibility of 
separation or divorce mean that they are at a time of great family stress and pressure (figure 1) 
xv.  
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Figure 1 

 
 
Family member account: 
 “… my son, Thomas. He is now 40 years old and has been suffering from schizophrenia for 15 
years. Even today I am still trying to cope with the effects that his mental illness has had on 

me.”xvi 
 
Given that the frequency and intensity of psychotic episodes is unpredictable in those with 
schizophrenia, coping with such a condition poses ongoing challenges to family carersxvii.  
 

3. C4C Survey - Study design 
 
The purpose of the survey is to capture and document the experiences and well-being of family 
caregivers of persons living with schizophrenia, giving us more insight into the caregiver’s role 
in mental disease management. 
 
Supported by an educational grant from the leading CNS alliance, Lundbeck and Otsuka, the 
survey has been developed by EUFAMI in collaboration with LUCAS, the interdisciplinary centre 
for care research and consultancy of the University of Leuven. 
 
The survey follows an exploratory study design, with no predefined hypothesis and the topics 
addressed are: 
 

 Well-being 

 Need for support 

 Satisfaction with professional support 

 Socio-demographic and illness related characteristics  
 
In addition to these topics, the questionnaire also gleans information on the basic profile of 
carers, their experiences, and financial, emotional and physical burdens.  
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The questionnaires are disseminated through EUFAMI’s member organizations in 25 countries 
and administered on paper, by email or online. The survey is still open, and is expected to run 
until end 2014. 
 
 

About European Federation of Associations of Families of People with Mental Illness [EUFAMI] 

The European Federation of Families of People with Mental Illness (EUFAMI) is a European non-profit 

organisation registered in Belgium that primarily advocates on behalf of families and family carers. 

EUFAMI is recognised as the ‘credible voice’ of families and carers in Europe.  It was founded in 1992 

and represents 41 family member associations in 22 European countries and one non-European country. 

For further information please visit: www.eufami.org. 

 

About KU Leuven LUCAS  

LUCAS is an interdisciplinary research centre of the Belgian university KU Leuven, active in the fields of 

care and welfare. Their mission is threefold: research, training, and consultancy. In all three areas, they 

bring together insights from policy, practice and research, and this in constant dialogue with all 

stakeholders. www.kuleuven.be/lucas. 
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