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Introduction
From August 2010 until July 2012, ten national nongovernmental
organisations (NGOs) have worked together in a Grundtvig Learning
Partnership on help to family carers: ‘Self-assessment of their needs by
family carers: The pathway to support’. This European project was funded
with support from the European Lifelong Learning Programme ‘Grundtvig’ for
the promotion of adult education.

1. Self-Assessment of Family Carers’ Needs: Why?
‘Family carers’ can be defined as ‘non-professional persons who provide
primary assistance with activities in daily life, either in part or in whole,
towards a dependent person in their immediate circle. This regular care may
be provided on a permanent or non permanent basis and may assume
various forms, in particular: nursing, care, assistance in education and social
life, administrative formalities, co-ordination, permanent vigilance,
psychological support, communication, domestic activities, etc.’1.
In Europe, family members are the largest provider of care for older, frail,
disabled and chronically ill people of all ages. However, caring for a loved one
often comes with a considerable personal cost to family carers, with many
experiencing financial, professional, health and social consequences.
Recognition of and support for family carers are necessary to help to
maintain and / or improve the quality of life of family carers and care
recipients, to enhance family carers’ social inclusion and to foster quality care
for persons with dependency needs.
The objective of the partnership was to identify challenges and formulates
recommendations in the field of awareness raising and training aiming at
promoting self-assessment of their needs by family carers. Indeed, it is
essential that family carers take steps to gain awareness of their difficulties,
to define their needs, to ask for adequate support, and to prevent breakdown
situations. Absorbed as they are by their commitment to their relatives,
family carers often neglect their own issues and the outside support they
could seek. Often even, they don’t consider themselves as carers but just as
parent or spouse, and they have no knowledge of their rights.
In order to find practical solutions adapted to the diversity of situations, the
partnership has brought together associations from nine countries, with
various scopes (NGOs active in the field of disability or Alzheimer disease,
family carers’ organizations, and general family organizations). It also
involved family carers, as adult learners, at all stages, in a participatory
approach that has been central to the partnership. Family carers also had the
opportunity to gain a better understanding of the various schemes of help to
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carers existing in Europe, through six transnational meetings in six different
host countries.

2. Many Obstacles to Self-Assessment of Needs
As a first step, partners undertook an analysis of the obstacles to family
carers’ perception and self-assessment of their needs. A questionnaire was
elaborated and disseminated to family carers in the nine partner countries.
Finding were summed up in national reports, and shared during one of the
transnational meetings.
This survey made it clear that the family relationship and affection make it
difficult for family carers to identify themselves as such. Indeed, caring is
seen as something natural. The existence or not of a public debate or a legal
status for family carers also has an impact on self-identification as family
carers. The lack of support or lack of knowledge of the support available, the
lack of time and energy, an attention entirely focused on the needs of the
persons cared for, and the lack of quality cooperation with professionals also
make it difficult for family carers to perceive and express their needs.
The survey also emphasises that isolation is both a major risk factor and the
main consequence of this lack of awareness. The issue of how to reach out to
family carers who do not engage with NGOs is therefore an absolutely crucial
one. Early intervention is also critical to prevent starting a vicious circle of
isolation. There also needs to be a gender approach, and an adaption to the
needs of subgroups of carers (e.g. young carers, older carers …). Finally,
cultural differences from one country to another should not be neglected.

3. A Wide Range of Best Practices
Based on these findings, partners collected best practices in their respective
countries. They looked at the ability of these practices to: promote
awareness of relatives of persons with dependency needs of their role as
family carers; help family carers assess and express their needs; and reach
out to the most isolated family carers.
The best practices collected by partners cover a wide range. Some are
awareness raising tools (e.g. research initiatives, national days for family
carers, legal status for family carers, etc.). Others are tools for direct
intervention with family carers, promoting self-assessment of needs (e.g.
self-assessment tools, support services, support groups, etc.). Other have
are a more indirect role (assessment of the needs of the care recipient,
training, respite services, etc.). Finally some tools’ focus is to reach out to
family carers (e.g. awareness-raising in relevant networks, use of new
technologies, door to door approach, etc.).
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These best practices were thoroughly analysed and discussed during two
transnational meetings. Partners were able to identify key characteristics for
awareness-raising and self-assessment tools, falling into the following
categories: supportive local, national and European environments; crosscutting characteristics; characteristics related to the design of the tool; and
characteristics related to the impact of the tool.
Other important findings were that, whereas in some countries a lot has been
developed already, in others nothing or little is done. While many of the
collected best practices are transferable in other countries, providing that
they receive adequate backing by public funding, some of them might be less
easily transferable because of cultural differences. Finally, transferability in
less advanced countries will also require time (at least for the most
accomplished models of best practices).

4. Practical and policy recommendations
Building on these numerous findings, partners have elaborated and agreed
upon several set of recommendations, which are summed up hereafter.
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Recommendations for the Design of Tools for the SelfAssessment and Expression of their Needs by Family Carers
1. Rationale
Recognition of and support for family carers are necessary to help to
maintain and / or improve the quality of life of family carers and care
recipients, to enhance family carers’ social inclusion and to foster quality
care. The development of tools that enable the self-assessment of family
carers’ needs is a step towards recognising family carers as partners in care.
These tools will enable family carers to identify as such and to express their
needs, and will empower them. It will be easier for them to access
information and advice, and to make alternative or contingency plans if they
are not willing or are unable to continue to provide care. Self-assessment will
also promote greater collaboration between service providers and family
carers, and will inform the development of family carer training programmes.
Social and cultural contexts are very diverse in the European Union.
Therefore, as such, these recommendations do not intend to propose a
family carer’s needs self-assessment model per se, but rather set out the
important considerations that should be taken into account when designing a
family carer self-assessment tool. They point out the factors that should be
considered in the design and implementation of future tools for family carer
self-assessment, regardless of the level of family carer supports and services
that currently exist in their country. However, social recognition of the role of
family carers and of their difficulties, as well as the existence of strategies,
support and public funding for family carers, and of strong associations
representing family carers, do constitute supportive environment maximising
the impact of self-assessment.
The recommendations presented are aimed specifically at the development of
family carer self assessment tools, i.e. a self-administered assessment.

2. Principles to be Respected for Tool Design
When developing a family carer self-assessment tool, it is necessary to
respect a number of principles to foster ownership of the self-assessment
process by family carers.
These principles are:
 Quality, accountability, validity, reliability, and neutrality;
 Transparency and confidentiality;
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 Participatory approach (i.e. direct involvement of family carers in the
planning, design and implementation of the needs self-assessment
tools);
 Acknowledgement of the diversity of family carers (the tool must respect
the diversity of family carers with regard to age, gender, and
geographical, social and cultural contexts; it must also reflect the
diversity of needs of the cared for person and how this impacts on the
needs of the family carer);
 Simplicity;
 Flexibility;
 And facilitation of self identification as a family carer (the family carer
self-assessment should not only be an assessment of needs but should
also act as a trigger for family carers at all stages of the caring cycle to
self-identify as a family carer).

3. Implementation of the Carer Self Assessment Tool
Implementation of the carer self-assessment tool also requires careful
attention.
First of all, it should be easy to implement. Family carers should be able to
perform self-assessment on their own. Professionals or volunteers can help
family carers to take the self-assessment, but their intervention should not
be necessary. The tool can therefore be used informally, at home, in the
everyday activities of organisations involved in providing support to family
carers, or more formally, based on the advice of professionals.
Self-assessment tools should also have the ability to reach to family carers
who do not normally engage with support organisations or service providers
and therefore receive no support in their caring role. Every effort should be
made to identify these ‘hidden’ family carers and engage with them, adopting
a multi-layer approach, including:
 Interaction with professionals (e.g. GP or support service along with the
care recipient);
 Contacts with support organisations;
 Alternative ways to reach to family carers (e.g. door to door approach,
communication between peers or mouth of word);
 Work with schools, employers, government departments, media, etc.;
 And bringing family carer self-assessments into their communities.
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It is nevertheless important to remember that some family carers will not
want to self-assess their needs. Managing on their own is their choice, and it
should be respected.
Other important principles are:
 Accessibility (family carers should be able to access a needs selfassessment at any time, when and in a format most suited to them; the
self-assessment should be free of charge and compatible with their
caring role and responsibilities in terms of the time required to complete
it);
 Early Intervention (efforts should be made to identify family carers and
offer a self-assessment at the earliest possible stage in the caring
lifecycle, preventing stress, burden or breakdown if the needed
interventions are provided);
 And regularity and reactivity of self-assessment.
Organisations operating in countries where the term ‘family carer’ is not fully
recognised may need to undertake additional awareness raising efforts
before the implementation of a family carer self-assessment tool is possible.
It may also be necessary to change the language used in the self-assessment
tool or use a term other than ‘carer’.
Finally, it is essential to keep in mind as an ethical issue that, depending on
the context, family carers’ needs may not all find an answer. Family carers’
attention must therefore be brought to the fact that self-assessment of their
needs will not necessarily entail a solution or a response to each of these
needs. However, even if no additional support is provided after taking a
family carer self-assessment, the process should help family carers (e.g. to
feel recognised and valued, to be better informed and to know who to
contact for help, etc.).

4. Content of the Self-Assessment
The family carer self-assessment should provide a comprehensive framework
to examine all of the family carer’s physical, psychological, social,
professional and financial needs. An appendix to the recommendations
provides an outline of modules and sample questions that may be included.
The self-assessment should also allow for a weighing of the difficulties and
needs (see for instance the Zarit scale for assessment of family carer
burden).
Finally, for easier access to support, the self-assessment tool may contain at
the end some useful links and addresses, or it may be part of a tool box
containing addresses and information on existing quality support.
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5. Self-Assessment Outcomes – Next Steps
The self-assessment process will help facilitate the identification and selfidentification of family carers by giving them a mechanism through which to
express their needs. It is important to ensure that every effort is made to
fully support them. However possible, and with the family carers’ consent,
the organisation or services providing the self-assessment tools should follow
up on the family carers situation.
The outcomes of the self-assessment will also identify family carer’s needs,
and allow the family carer to express what, if any, support should be
provided to meet these needs. Family carers should be able to report on the
outcomes of their self-assessment to support services, explaining what needs
have been identified in order to receive help on how these needs could best
be addressed. If the self-assessment shows that the family carer is
particularly vulnerable then this should act as a trigger for the immediate
intervention of appropriate support services. Family carers should also be
able to use the results of the self-assessment to trigger or strengthen
partnership with professionals involved in the care.
The self-assessment process will also help to identify what training or
learning provision is needed to provide support to family carers.
It should also encourage greater co-operation, networking, and sharing of
good practice between family carers, family carers groups, NGOs, statutory
bodies, and health and social services professionals, by providing a
systematic mechanism through which to identify family carers, give them
access to self-assessment, and understand and respond to their needs.
Finally, the self-assessment process will help achieve greater recognition,
empowerment and a better quality of life for family carers. It will empower
them to make better informed decisions, make them feel more supported in
their caring role and enable them to influence the planning and delivery of
services for both themselves and those they care for.
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Recommendations on Training Provision to be Made for
Family Carers and Professionals to Help Family Carers Assess
and Express their Needs
1. Rationale
These recommendations concern:
 On the one hand, learning2 provision for family carers, to reinforce their
skills and empower them to assess and express their needs;
 On the other hand, training provision for professionals on how to help
family carers identify themselves as family carers, assess and express
their needs.
Some recommendations are common to both.
The recommendations do not have the ambition to propose detailed
specifications for the development of learning/training provision. Their aim is
to point out the need for developing learning/training provision to help family
carers assess and express their needs, and key success factors. They are
complementary to the broader set of recommendations for the design of
tools for self-assessment and expression of their needs by family carers also
developed in the framework of this Partnership.
Attending learning provision is part of a process. Initiatives for reaching out
to family carers should be further developed and receive adequate support
from public authorities, especially in Members States where there is so far no
or little recognition of the role of family carers.

2. Common Recommendations
Learning provision for family carers and training provision for relevant
professionals of the health, social and education sectors should be developed
and implemented with the aim of enhancing the perception of the role as
family carer and self-assessment and expression of their needs by family
carers.

2

Some partners were keen to distinguish vocational training from training for family carers,
in order to avoid the risk of unwanted professionalization of family carers. As a result of a
consensus, the word ‘learning’ is used for family carers, instead of the word ‘training’. At
national level, in some countries some might prefer to use the word ‘training’ anyway.
Irrespective of the used terminology, the same is at stake i.e. the recognition of the needs of
family carers in this field.
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Common objectives should be:
 To promote family carers social inclusion and support their health and
wellbeing;
 To help family carers to identify, put into words and express their
needs;
 Partnership between family carers and professionals.
Family carers should be involved, together with professionals, in the
definition of the learning/training modules.
Facilitators/trainers should be very well trained, including in the field of
systemic analysis.

3. Recommendations concerning Learning Provision for Family Carers
Learning provision for family carers should be developed and implemented
with the following specific objectives:
 Greater awareness of their role and needs, and ability to assess their
needs;
 Empowerment to express their needs and be assertive;
 Access to quality support;
 Greater ownership of their life and improved self-esteem;
 Empowerment to reflective and critical thinking, and self-determination.
Care responsibilities should be taken into account in order for family carers
to take up learning provision (i.e. replacement care services must exist, the
schedule of the learning provision must be realistic, etc.).
Family carers need to be convinced that the learning will be useful to them in
their everyday life. Concrete topics as well as concrete and realistic
achievements should be advertised.
The learning provision should be tailor-made and flexible (diversity of family
carers and of contexts).
Interactivity and active involvement of family carers in the learning process
should be ensured through: organizational aspects; a methodology based on
active participation, practical experiences, cooperative learning, and peer
emulation; listening, support to expression, and respect for the needs and
motivation of the adult undergoing education.
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The learning process should be facilitated through: a terminology adapted to
the target group; a search for mutual agreement and understanding;
illustration using a practical case; and informal and continuous verification of
the assimilation of knowledge to respect family carers’ learning pace.
The learning provision should be based on the following tools: a module with
practical strategies and general advice in order to prevent stress and enable
family carers to manage the risk of burnout; a questionnaire for the selfassessment of needs; and a tool box containing addresses and information
on quality support available.
The facilitator should have a number of specific competences to work with
family carers, including a knowledge of the issues family carers may face. In
addition, the facilitator should have general skills such as being able to
coordinate a group, ensure its proper functioning, and promote collaborative
work and solidarity.
The quality and relevance of the learning provision should be assessed on an
ongoing basis, using an evaluation and satisfaction questionnaire filled in by
learners.

4. Recommendations concerning Training Provision for Professionals
Training provision for relevant professionals of the health, social and
education sectors should be developed and implemented with the following
specific objectives:
 Create awareness of family carers among professionals so
professionals will be better informed to meet family carers’ needs;

that

 Foster ‘automatic’ recognition of family carers and access to quality
support as early as possible;
 Encourage professionals to be proactive in offering quality support;
 Recognition of family carers as equal partner in care and avoid feelings
of unease or intimidation between family carers and professionals.
Professionals should be trained in understanding family carers and their role,
and in how to include family carers as partner in care. The training provision
should also include specific themes in order for professionals to help family
carers to access quality support.
The training may be provided with the contribution of family carers.
This training should be part of initial and continuous vocational training.
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Conclusion: Partnership Recommendations to the European
Union
The recommendations are based on the cumulative work of the Grundtvig
Learning Partnership ‘Self-assessment of their needs by family carers: The
pathway to support’. They point out measures and initiatives which are
needed at European level in order to establish, across the EU, social and
policy environments supportive of self-assessment and expression of their
needs by family carers.

1. Fostering EU wide recognition of the role of family carers and of the
support they need
The role and issues of family carers are not recognised to the same extent
across the European Union. In some Member States, the lack of recognition
is such that no or few policies or programmes are developed for family
carers, and family carers themselves are not well aware of their role – let
alone empowered in any way.
The European Union should foster EU wide recognition of the role of family
carers, their contribution, their difficulties and the support they need. This
should be done through awareness raising initiatives; policy coordination and
exchange of good practices between Member States on the issue of support
to family carers; mainstreaming of the issue across all relevant EU policies;
the adoption of an EU directive introducing a leave to care for a dependent
relative; and the collection of statistics and data concerning family carers in
the European Union.

2. Encouraging the development of holistic support services for family
carers
Holistic support services for family carers are instrumental for selfassessment and expression of their needs by family carers. They reach out to
family carers, raise their awareness, provide them self-assessment tools and
encourage the expression of their needs, thus contributing in an essential
way to their empowerment. They also provide the necessary follow-up to
self-assessment of needs: access to concrete support (ranging from
information and training to psychological support and delivery of respite
services). Such support services are still very little developed across the
European Union. Lack of funding is an issue.
The European Union should encourage the development of holistic support
services for family carers. This should be done through the exchange and
promotion of good practices, and the use of the EU structural funds to
finance holistic support services for family carers.
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3. Encouraging the development of learning and training provision for
family carers and professionals
Education and training has a key role to play to enhance the perception of
their role, and self-assessment and expression of their needs by family
carers. Learning provision for family carers and training provision for relevant
professionals of the health, social and education sectors should be developed
and implemented to create awareness of family carers among professionals,
empower family carers, and promote partnership between family carers and
professionals.
The European Union should encourage the development of such learning and
training provision. This should be done through exchange and promotion of
good practices (in the framework of the renewed European Agenda for Adult
Learning, and using the current Lifelong Learning Programme and the future
Erasmus for All Programme); and the use of the European Social Fund.
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List of Partners & Further information
Partner Organisations
Belgium

Bulgaria

Association de parents et professionnels
autour de la personne polyhandicapée (AP³)
www.ap3.be

Center of Women’s Studies and
Policies (CWSP)
www.cwsp.bg

Cyprus

France

Pancyprian Organisation of Large Families
(POP)
www.pop.org.cy

Association des Paralysées de France (APF)

France

Ireland

Union nationale des associations de
parents, de personnes handicapées
mentales et de leurs amis (Unapei)
www.unapei.org

The Carers Association
www.carersireland.com

Italy

Luxembourg

Il Coordinamento dei familiari
assistenti "Clelia" (Co.Fa.As "Clelia")
www.cofaasclelia.it

Association des parents d’enfants
mentalement handicapés (APEMH)
www.apemh.lu

www.apf.asso.fr
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Slovakia

Spain

Club of Large Families
www.kmr.sk

Confederación española de familiares de
enfermos de alzheimer y otras demencias
(CEAFA)
www.ceafa.es

With the support of
Belgium

France

Aidants Proches ASBL
www.aidants-proches.be

Alliance Maladies Rares
www.alliance-maladies-rares.org

France

France

Association nationale Spina Bifida
et Handicaps Associés (ASBH)
www.spina-bifida.org

Union nationale des associations de
de familles de traumatisés crâniens
et cérébro-lésés (UNAFTC)
www.unaftc.org

European Networks

Confederation of Family Organisations
in the European Union (COFACE)
www.coface-eu.org

EUROCARERS
www.eurocarers.org
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Further information
Further information about this Grundtvig Learning Partnership is available
on the COFACE and Eurocarers websites:
 COFACE website: www.coface-eu.org/en/Projects/Carers-Project/
 EUROCARERS website:
www.eurocarers.org/research_qualityframework.php
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