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PART A. INTRODUCTION TO “M-CARE - MUTUAL CARING-FROM
KNOWLEDGE TO ACTION”

A.1. BACKGROUND

The concept behind the MUTUAL CARE APPROACH focuses on the interpersonal
care-dependent person or carer-patient dynamics where there is a mutual exchange of care
between the carer and care recipient, in contrast to the conventional approach to carer-care
recipient relationships where care is provided by the carer to the cared person.

The PROJECT BASIC PREMISE is that MUTUAL CARING KNOWLEDGE AND
TRANSFER (routines and ways of coping developed by families through both the caring
person and the affected person are looking after each other) can provide the basis for an
innovative learning approach in a joined up work between those in need and
disability/social/healthcare services, and for development of the capacity of local/national
authorities to respond to the needs of these groups of people.

The project is supported by the Grundtvig Programme. The objective of this project is
to raise and train educative/social/health knowledge and competencies for affected patients
and their caregivers, and to understand, define, develop and promote good practices in
supporting families to plan for a future where a person with chronically ill/disabilities is
providing care to their elderly carers through the concept of ‘mutual caring’; by this work
we’ll advocate to redefine the terms ‘care’ and ‘dependency’ into ‘mutual care’ and
‘interdependency’. It is an innovative approach in which teachers/learners are both people
with personal experience of disability/iliness and care/education specialists.

A.2. MOTIVATION FOR M-CARE PROJECT

There is an abundance of projects and initiatives that target persons with disability and
their carers. However challenges and barriers still exist. We have identified some
impediments to effective knowledge, care services, education and real inclusion:

A. Most of these initiatives are still constructed, largely subconsciously, within the
framework of the dominant world views and paradigms; thereby —to some extent—
perpetuating of these ways of being and doing must to be changed. For too long our tendency
has been to study and measure problems and to take curative action, instead of examining the
underlying causes, imagining how they can be avoided and embarking on the necessary
integrated programs of personal and political change.

B. Neither ‘CARE’ nor ‘DEPENDENCY’ has simple, uncontested meanings. Both
refer to a range of social phenomena that involve diverse characteristics that extend from
physical activities, through the social relationships among individuals and groups, to the
mental states or dispositions involved in caring about someone or being dependent. Research
and theoretical critiques have suggested that ‘CARE’ does not denote a narrow set of
activities or tasks, undertaken without the active engagement of the supposed beneficiary.
Instead, ‘CARE’ is a complex concept that (with the exception of forms of self-care) cannot
be undertaken by one person alone; it is a daily reality, a set of practices and ways of going
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about support. Recent studies of care suggest that qualities of reciprocal dependence underlie
much of what is termed ‘care’. Rather than being a unidirectional activity in which an active
care-giver does something to a passive and dependent recipient, these accounts suggest that
‘care’ is best understood as the product or outcome of the relationship between two or more
people.

C. The concept of ‘DEPENDENCY’ too often connotes negative ‘burdens’ and
deficiencies on the part of the person needing help, and we argued that the voices of those
needing help must be heard as clearly as those who provide it. The ‘individualizing and
excluding’ language of dependency should be replaced by recognition of the basic social
condition of ‘INTERDEPENDENCE’ and caring solidarity. Recognition of the increased
risks of dependence in advanced old age, and of the need for care of those who are dependent,
must involve an acknowledgment of HUMAN INTERDEPENDENCIES. Such a concept is
not an assertion of interdependency as an alternative nor a negation of dependency, but rather
one based on the recognition of ‘NESTED-DEPENDENCIES’ that link those who need
support with those who help them and which, in turn, link the helpers to a set of broader
supports.

D. The person with firsthand experience will know that care relationships are often
MUTUAL, that most people are involved in both receiving and providing care, although
perhaps in very different ways. ‘MUTUAL CARING’ means caring for someone who also
cares for you. Mutual caring is common in elderly couples, but can also occur if an elderly
parent has a son or daughter with a disability or an older person with health needs cares for a
disabled grandchild.

More people are living longer than ever before, including people with various
disabilities. An increasing number of people with disabilities are still living at home with
family carers who are aged 70 or older. The Carers may be parents/ siblings/ grandparents/
close relatives or friends. They have often spent a lifetime care and assistance in a regular and
sustained manner without payment, to a person who is frail and/or aged, disabled/chronically
ill. Carers are at risk of financial, health and social burden, not only when caring, but when
caring comes to an end because significant barriers to reengaging with society. Many do not
recognise the skills they have gained through caring.

From our experience of work with caregivers, we found the next priorities for them:
-Carers to be recognized, respected and valued
-Hidden carers to be identified and supported
-Services for carers and the people they care for to be improved
-Carers to be supported to combine caring and education or work

Over time, because the years go, the family carers start needing more support
themselves, and families develop routines and ways of coping, that mean that both the older
person and the person with disabilities, whether mental or physical, are looking after each
other. Often the cared persons are providing regular care for their ageing relatives (shopping,
cleaning, cooking, accompanying each other on days out, providing emotional support).

Therefore, without each other's support, neither person would be able to remain living
independently within their local community. Thus they reach to meet the above mentioned
‘nested-dependencies’ that characterise ‘exchange-based reciprocity’, which is the basis of
mutual care.

But even though the mutual caring among families is increasing, often remains hidden.
Some of the main dissatisfactions for people with disabilities which are turn into caregivers
include:

-not being recognized for their role as a carer
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-many do not recognise the skills they have gained through caring

-not being offered many choices about how support is provided or continuing to care

-lack of information that is accessible and easy to understand about rights as a carer, available
support health conditions of their elderly relative

-lack of practical support and benefit advice that could make a big difference with shopping,
getting to appointments

-isolation and reduced opportunities for breaks from caring and friendship

-fear of being separated if social workers discover the extent of the mutual caring that is
happening

These are issues for many carers but are often more of a struggle for persons with disabilities.
And when they surmount, they want to feel proud of helping out and returning the care and
support that has been provided to them by their parents for so many years.

Therefore, we found necessary to accomplish the following educational needs:
-Redefining the terms ‘care’ and ‘dependency’ into ‘mutual care’ and ‘interdependency’ is not
only an appealing linguistic solution to the difficult dilemmas we have considered, but should
underlie educational approaches on disability issues
-Extrapolating, MUTUALITY (simultaneously recognizing similarities in one another’s
experiences, thinking and feeling/being willing to share them openly, experiencing
connectedness, communion and a sense of ‘we) could redesign educational systems to enable
learning and transformation, rather than by imposing the learning agendas of others
-By recognition that families and unpaid carers constitute the largest care force, they should
be considered as key partners and providers not only in the planning/design/delivery of care,
but also in professionals’ education.

-Professional training for all health and social care staff should include a substantial
component which relates to unpaid carers as partners in care, carers’ needs and the diversity
of the unpaid caring experience; that training should contain carer modules and input from
carers and service users.

-Carers and care receivers should be able to access education and training as and when
required to support their caring task and help them develop their own skills, knowledge and
expertise; these must be maintained and easily accessible to all.

All reasons mentioned above give us the motivation to create this Learning
Partnership involving the exchange of knowledge, information, staff and learners across
Europe.

This Learning Partnership is focused on motivation and demand, on participants’s
needs analysis, setting objectives which are participant-led. This Partnership introduces new
concepts, but universally applicable, which can lead to innovative strategies that are
sustainable and cost neutral.

Through the development of mutualistic relationships in education and healthcare
services our ability to share life/ or learned experiences will increase, for a better
collaboration in envisioning and creating a more humane and integrated society.
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A.3. AIMS AND OBJECTIVES

The M-CARE objectives were to:

-understand/define, develop and promote good practices in supporting families to plan for a
future where a person with chronically ill/disabilities is providing care to their elderly carers
through the concept of ‘mutual caring’; by this work we’ll advocate to redefine the terms
‘care’ and ‘dependency’ into ‘mutual care’ and ‘interdependency’

-introduce new concepts/approaches of ‘mutuality and resonance’, ’collaborative care’,
“mutual approach’ as the cornerstone in facilitating education, health/social care programs
-identify, collect, share and exchange best knowledge and practices in which each partner has
experience regarding mutualistic relationships

-create M-CARE website to offer free resources to carers, patients/people with disabilities and
care professionals on how to cope their common problems

-to be a learning experience that will improve our intercultural competencies,
learning/training opportunities in EU member countries and organizations

-contribute to EU priorities: access to e-learning opportunities for people with disability,
health, lifelong learning even for our elderly learners

We believe that the knowledge that ‘mutual care’ and ‘interdependency’ should
underlie educational approaches on disability issues and establish that cared/carer
needs/perspectives play a pivotal role educational/research/health programs or social
inclusion.

The project is supported by the Grundtvig Programme. It started in August 2013 and
ended in July 2015. During that period we have organized five Transnational Meetings, four
Workshops and an International Conference where we have trained groups of patients,
students, care workers to become more knowledgeable in chronic disorders and a better
disability management.

To achieve our results we organized an efficient preparatory work (research by case
studies, demands/needs analyze), project activities (meetings/workshops/seminars
conceptualized for each target group), project outputs (educational/health/social needs analyze
for policy recommendations, learning materials, M-CARE printed/on-line handbooks on
medical/psychological/nursing issues and accessing services for carers/cared people). We
involved all target groups in project activities (planning, meetings, workshops, mobilities),
continuous cooperation and evaluation (questionnaires, reports, permanently feedback). We
disseminated the project results: all partners assumed a joined-up strategy for the collection of
evidence and dissemination of project new concepts and results, using their findings for
recommendations in their institutions and other organization, to decision-makers, every
participant becoming a project multiplier.
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A.4. TARGET GROUPS

The specific target group of the project was people with special needs/disabilities and
their carers, healthcare/social workers, teachers, sociologists, psychologists, volunteers. This
project introduced an innovative approach in which the teachers/learners were both people
with personal experience of chronic long term illness and/or disability and care professionals.
The learners (“pupils”) were the members of the volunteer / educational associations in PL
and LV, employees/trainees and volunteers of IT and RO institution, academics, postgraduate
students and learners of RO and it institutions, the social/professional partners in RO, IT, PL
and LV.

UCV RO and TVU IT has used the project activities and outcomes in
theoretical/practical activities for the professional training of postgraduate physical therapists,
kinesiotherapists, teachers, social workers, sports instructors. Thus, innovative methods and
techniques were implemented in the postgraduate Rehabilitation and Occupational Therapy
courses and in the continuing kinesiotherapists education.

DGASPC RO and KSZIA PL have integrated the project activities/outputs into their
learners’ trainings and adult patients, in their current social, advocacy, clinical, educational
programs and campaigns.

EEC LV has integrated project’s learning activities into its current training courses in
European diversity education and inclusive approaches for teachers, teachers trainers,
educational guides and counsellors, headmasters, school policy makers, psychologists.
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PART B.

MUTUAL SUPPORT AND COLLABORATIVE CARE

Background Knowledge — what caregivers/patient need
to understand about mutuality, interdependency and “mutual care” approach

B.1. Care, dependence, independence or inter-dependence

Introduction

In the context of the needs for assistance that arise from physical or cognitive
incapacities — the care which Parker (1981) termed ‘tending’ — it is often asserted that those
who depend on care have interests, needs and perspectives that are radically different from the
people who see themselves as responsible for providing it. As argued in this paper, this is
because research and theory on dependency and care-giving have emerged from different
theoretical paradigms and proceeded along largely separate lines, with little sense that they
are exploring and explaining different aspects of the same phenomenon.

Research on ‘care’ has exposed to public gaze and to policy what hitherto has been
assumed to be an unproblematic and ‘natural’ female activity. Conversely, the disability
activists and writers who have promoted a social model of disability have challenged the
language of and the policy focus on ‘care’, as oppressive and objectifying: these perspectives
have also recently begun to penetrate academic social gerontology (e.g. Oldman 2002).

‘Dependency’ is an equally contested and widely used concept. Although concepts of
autonomy and independence have received critical attention, they are nevertheless commonly
promoted as the antithesis of dependency and, moreover, as unproblematic and universally
desirable goals.

But are ‘care’ and ‘dependency’ really distinct phenomena, and what is the
relationship between them? Does the need for and provision of care entail a profoundly
unequal relationship, characterized on the one hand by disproportionate power, and on the
other by powerless dependency (Orme 2001)? Or are ‘care’ and ‘dependency’ both multi-
faceted concepts which can accommodate a fine rebalancing of power through the recognition
of interdependencies? Must a need for care necessarily be a cause of dependency; do the
concepts of care and dependency need to be rescued?

These questions will be discussed with reference to the needs for help and support that
can arise in old age, and to the ‘care’ which is provided by formal welfare services and,
informally, by relatives and others. The presentation draws on diverse theoretical and policy
literature from Australia, Britain and the United States. The paper first outlines the origins of
the discourse of ‘care’ in British feminist academic scholarship and in wider political debate,
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in order to make explicit the assumptions and meanings which have become attached to the
term. It then discusses the complex and contested concept of ‘dependency’, and identifies
some challenges to the conventional structuring of ‘care’ and ‘dependency’ as discrete,
oppositional concepts, particularly those that arise from demographic changes and from social
gerontology and disability writing.

Feminism and the discourse of ‘care’

Research on ‘care’ emerged during the 1970s and 1980s from several concerns of
feminist academics: to make visible the nature and extent of the unpaid work carried out by
women in the private domains of the family and home; about the assumptions of both the
economic and welfare states that this labour was somehow ‘natural’ ; and about the
implications for social justice.

Theoretical writing and empirical research explored the position of women in relation
to both the family and the state. The assumption that women provide extensive unpaid care
for children and other able-bodied and disabled family members was made explicit and
elaborated: ‘[Married] women acquire a set of domestic duties which include caring for their
children, their elderly or sick relatives and, of course, their husbands’. Initially, discussion
focused on the sexual division of labour in the context of childcare and housework, but Finch
and Groves (1980) extended this gender analysis to wider areas of public policy. They
‘transformed’ discussion and debate by cutting through ‘the euphemistic language of
““‘community’’ and ‘‘family’’ to argue that community care was essentially about the care
provided by women; and discussed the effects of caring on women’s life chances in terms of
equality of opportunities with men’.

A stream, then a torrent, of studies emerged over the next two decades. Feminist
scholars argued that as the burden of caring in the home falls on women, community care
policies needed to be understood as regressive and patriarchal, effectively transferring
responsibility from the state to the family and, within the family, to women. Documentation
of the extent of informal care-giving by women and of the personal, material and opportunity
costs associated with it, which were not compensated by state support, were central to this
approach (Finch and Groves 1980, 1983). Shaped by this paradigm, research focused on the
so-called ‘burden’ of care, and documented various ill-effects that could result from caring for
older relatives, including stress, limitations and emotional impacts. Because of the intellectual
origins in feminist theory and feminist critiques of the welfare state, particular attention was
paid to the circumstances of married women of working age. Where male carers were
included in such studies, accounts of their experiences were accompanied by evidence that
many received more support from statutory welfare agencies than their female counterparts
(Arber, Gilbert and Evandrou 1988).

An alternative strand of feminist analysis, with very different normative overtones,
emerged in the USA. Rather than emphasizing the negative (‘burdensome’) features of care, a
discourse on the “ ethic of care’ emphasized its socially positive and desirable features. In
particular, this literature highlighted the relationships in which care is given: ‘The ideal of
care is thus an activity of relationships, of seeing and responding to need, taking care of the
world by sustaining the web of connection so that no one is left alone’ (Gilligan 1984: 73).
Gilligan identified a distinctive set of moral principles linked to ‘care’ which need to be
recognized alongside — distinctive from, but equal to — those of ° rights * and ° justice ’. At
one level this ‘ ethic of care’, most evident among women, can be understood as the outcome
of a process of moral growth, in contrast with the rule-based, impersonal justice often
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associated with masculine maturity. Gilligan argued, however, that this gender link is not
inevitable: ‘Development for both sexes would therefore seem to entail an integration of
rights and responsibilities through the discovery of the complementarity of these disparate
views’ (Gilligan 1984: 100).

Other writers on the ethics of care, such as Noddings (1984), have also sought to lift
the concept from its taken-for-granted origins as a ‘natural’, highly personal and therefore
essentially private activity undertaken primarily by women, and to locate it in a wider arena in
which relationships, responsibilities and their practical execution are accorded social value.
They argued that care is a precondition for justice, and that the right to receive and to give
care needs to be thought of as an issue of social justice. Because the relationships in which
care is given and received are characterized by vulnerability and disempowerment, they
argued that care needs to be subject to considerations of rights and justice, not differentiated
from it. This approach has, in turn, been criticized from a post-modern perspective that
challenges the search for an over-arching concept (or meta-narrative) of care (Bowden 1997).
The argument is that because the ethical dimensions of the concept vary considerably in
different contexts (such as motherhood, nursing, friendship, disability and old age), the
attempt to elaborate a single set of principles is futile and possibly dangerous.

The discourse of dependency

‘Dependency’ is also a widely used, strongly emotional, but essentially contested
concept, especially in the context of elder care. But while ‘care’ is a heart-warming concept
with a positive valance, dependency is cold and its connotations are almost entirely negative.
Those identified as dependent are assumed actively to seek to reverse this status. There have
been several academic analyses and critiques of the concept of ‘dependency’. This section
focuses on three aspects of the debate about dependency: its complex meanings and etiology;
its status as an intrinsic individual attribute or a social construct; and the appropriateness (or
otherwise) of the negative connotations with which it is commonly endowed. In practice,
however, at least some of the analyses and critiques range across these themes.

There is ambivalence about acknowledging that dependency is a normal, indeed
necessary, social condition. In private life, ‘dependency ties people together. A child who is
unable to depend on adults for guidance would be a profoundly damaged human being, unable
to learn and deeply insecure. As adults, if we avoided people sicker, older, weaker than
ourselves who needed help, we would at best have a circle of acquaintances, not friends ’
(Sennett 2003: 111). In the public realm, however, dependency has been made to appear
shameful. Like the term ‘care’, dependency is an ideological as well as a social construct
(Fraser and Gordon 1994). The ideological dimension suggests a broader use for the term than
simply a descriptor. Fraser and Gordon (1994) identified four ‘registers of meaning’:

. Economic dependency;

. Socio-legal dependency;

. Political dependency; and

. Moral or psychological dependency

Only rarely is dependency viewed more positively. Applying a typology of
dependency to her psychological and social research with older people, Margret Baltes (1996)
distinguished structural, behavioural and physical dependency. Although the immediate
impact of each of these forms may be to deprive an older person of positive agency, each has
a different aetiology and calls for different responses. Baltes argued that, while it may be
desirable to adopt policies and interventions that eliminate structural and behavioural



. O

Llfelong )
L | carning -
e Programme M

dimensions of dependency, this is not possible with physical dependency. Instead, she argued
that to recognise dependency amongst those who need help as a result of age-related disability
is a valuable ‘optimising strategy in that it initiates and secures social contact’ (Baltes 1996:
v). She further argued that seeking and accepting the help of others should be a positive
adaptation strategy which protects and maximizes the use of scarce resources and capabilities
in other areas of life that have particularly high personal value. In this respect, Baltes ’s
rejection of a discourse that emphasises the negative aspects of dependency echoes the
feminist writings on the ethic of care that emphasize care as involving the positive
interweaving of a ‘complex, life-sustaining web’ of connectedness between people.

Challenges to the discourses of ‘care’ and ‘dependency’

Clearly there are strong parallels, overlaps and causal inter-relationships between the
two: caring may be a response to dependency; dependency is characterised by a need for
assistance, which may be met through the provision of care; and care can itself create or
deepen dependency. Yet the two remain distinct and dichotomised fields, with considerable
potential for conflict. In the following section we present two sets of pressures that require a
more productive approach: the changing demographic profile of family care-givers ; and
younger disabled people’s challenges to the dominant concepts and paradigms of dependency
and care.

Research on informal care networks (Kendig 1986; Wenger 1994) and other studies of
the care of older people, have challenged the foundations on which the oppositional concepts
of ‘carer’ and ‘dependent’ are constructed. Most significantly, for the purposes of this paper,
the visibility of older people (particularly older men) as carers suggests that, in shaping
patterns of care-giving, in this age group at least, gender is no longer the most influential
factor. Moreover, in the case of older givers and receivers of care, it may also be increasingly
inappropriate to distinguish a ‘dependent’ older person (with a range of personal, health,
social and emotional needs) from a ‘carer’ (who meets those needs). It is likely that both will
have some needs; indeed the extensiveness and severity of these may be finely balanced
between the two. As one example, the role of dementia in creating needs for care in advanced
old age is associated with high levels of stress and depression amongst carers (Melzer et al.
1994).

Current socio-demographic trends therefore call for a revision of earlier analyses
which represented caring as a distinctively female activity, associated with ‘intimate relations’
in the ‘private places’ of the home and family, and marking the boundary between ‘female’
and ‘male’. The relationships that provide an increasing amount of informal care for older
people are clearly shaped both by patterns of reciprocity and obligation, that have built up in
long-term relationships and by gender. Research on the experiences of disability and care-
giving in younger couples (Parker 1993), and the little that is known about care-giving
relationships among older people (Milne 2001), confirm that a rethink of the feminist carer-
dependent paradigm is appropriate. Moreover, Baltes’s suggestion that the behaviours
associated with dependency can be viewed as a positive adaptation also offers insights into
the relationships between older people through which they manage their physical or mental
limitations and negotiate care-giving and receiving.

Disability writers have also addressed the concepts of ‘independence’ and ‘autonomy’.
Independence, they argue, needs to be understood not as being able to perform activities for
oneself without assistance, but as being able to exercise control over whatever help is required
in order to achieve chosen goals and objectives. For older people, Collopy (1995) made a

10
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similar distinction between the process of making decisions (‘decisional autonomy’) and the
ability to implement, operationalize and carry out those decisions (‘executional autonomy’).
Thus, someone may continue to exercise a substantial level of decisional autonomy, which
maintains a sense of self and personhood intact, even though the execution of those decisions
may involve others.

Promoting ‘help’ and ‘interdependence’

Shakespeare called for the rejection of both ‘care’ and ‘dependency’. He argued that
these two negatively loaded concepts should be replaced by a recognition of human
interdependency, and then suggested that the term ‘care’ should be replaced by that of ‘help’,
because it suggests the possibility of alternative forms of social support and more informal,
community networks and practices (Shakespeare 2000:71). These, moreover, can be
underpinned by altruism and friendship — values that arguably give greater emphasis to choice
and genuine moral and personal commitment, and which have the capacity actively to engage
both recipients and care-givers.

Replacing the terms ‘care’ and ‘dependency’ with ‘help’ and ¢ interdependency’ is an
appealing linguistic solution to the difficult dilemmas we have considered. As Williams
(2001) argued, friendship suggests a meaningful, mutual personal connection, something that
should be a feature of any good relationship in which personal support is a feature. Similarly,
the concept of interdependence has significant appeal as a social vision, and suggests a
universal and positively valorized condition of humanity. The alternative notions of ‘help’ and
‘interdependence’ cannot, however, deal adequately with the problems of inequality and lack
of personal capacity that still need to be addressed. Moreover, both terms pose the issue as
inter-personal and effectively preclude the role of the state in managing risk and regulating
resources and behaviours. If ‘help’ were willingly forthcoming from friends and the
community, there would be no requirement for the state to intervene. Nor does an
acknowledgement of generalised social interdependence legitimate claims from individuals
with particular needs arising from advanced age to have access to the resources required to
assist them.

While the idea of mutual aid based on values of friendship suggests a pleasing and
spontaneous willingness to provide assistance, there is no sense of the need for long-term
commitments; nor a sense of urgency, need or priority in establishing claims for assistance.
Nor does this approach offer a basis for providing help to those older people whose extreme
isolation provides no opportunities for mutual aid (Lloyd 2003). This approach, therefore,
while initially appealing, suggests a deeper unwillingness to confront the harder issues
involved in making political, economic and moral claims for ongoing support.

To argue against using the terms ‘help’ and ‘interdependency’ as replacements for
‘care’ and ‘dependency’ is not to reject the insights that these concepts offer. As Gibson
(1998: 205) observed, few deny that members of ever more complex social systems will
experience interdependence as a result of their location in multiple, overlapping networks of
dependency. Indeed, this could be said to be a fundamental insight underlyingthe sociological
analysis of modern social life.

From this perspective, interdependence can be seen as the result of reciprocity
between partners, exchanges between dependent actors over time, and the networking of these
relations of dependence. In other words, to recognise ‘interdependence’ is not to deny but to
acknowledge relations of dependence. Kittay (1999: 67-8) spoke of ‘nested-dependencies’
that characterise ‘exchange-based reciprocity ’. Rather than there being an expectation of

11



. O

Llfelong )
L | carning -
i Programme M

direct and immediate reciprocation between care-giver and care recipient, the exchange may
take the form of a delayed reciprocity or transferred responsibility, with an expectation that
the ‘chain of obligations linking members of a community’ will lead, if the need arises, to
others who are in a position to respond. As one African-American woman said when asked to
explain her commitment to caring for others, ‘what goes round comes round’ (Gerstel 1991:
20, cited in Kittay 1999: 68). Building on this idea, we suggest that rather than abandoning the
terms ‘care’ and ‘dependency’, a more promising approach is to recognize their essentially
contested nature, and to rethink and rehabilitate the meanings inherent in the terms. In doing
so, it will be necessary to recognize and address the neglected issues of power that infuse both
concepts, as Kittay (1999) has done.

Kittay placed considerations of power at the centre of her important recent re-analysis
of the concepts of care and dependency. Dependency, for Kittay, is not an artificial or
undesirable social condition, but a fundamental and commonplace aspect of the human
lifecourse, an aspect of the human condition encountered in early childhood, illness, disability
and frail old age. These are periods of ‘inevitable dependencies’ of the human life course.
Cultural, social and moral conditions in different societies and at different points in history
shape both the way these dependencies are understood and the social responses to them
(Kittay 1999: 29). One result of this, it can be argued, is that in advanced liberal democracies
acknowledgement of the reality of dependency is denied though the promotion of an ideal of
individual autonomy.

Providing care, the task of attending to dependants, is termed ‘dependency work’ by
Kittay deliberately to emphasise that the ‘care of dependants is work... traditionally engaged
in by women’ (Kittay 1999: 30). She identified those who directly provide such care (whether
paid or unpaid) as ‘dependency workers’, while those whom they assist are termed a ‘charge’.
(We use this term, like that of dependency work, in accordance with Kittay’s usage, but
caution against its wider adoption). Kittay identified a paradigmatic form of dependency work
in which daily, ongoing, personal assistance is required; she defines this dependency work as
labour that requires the three Cs: care, tending others in response to their vulnerability;
connection, building intimacy and trust or sustaining ties between intimates; and concern,
giving expression to the ties of affection that sustain the connection.

The vulnerability of care recipients arises from their lack of physical or mental
capacity. To counter this, moral opprobrium against their domination by the worker is strong,
extending into legal sanctions and penalties that, although rare, may be enforced in either civil
or criminal law. The vulnerability of the care-giver in turn arises from her social position,
including the isolation of the domestic situation; from her readiness to assist ; through her
identification with the wellbeing of the charge; and from the moral or legal constraints on her
ability to express annoyance or vent frustrations in interacting with the vulnerable charge in
ways that are normally acceptable between equals. A special vulnerability of carers therefore
arises from their dedication and sense of duty, and from the ties formed through the care
recipient’s dependence on their work (Kittay 1999: 34-35). As noted earlier, recognition of
the vulnerability of dependency workers is a recent development, and the response in Britain
and Australia (at least) has been to provide informal care-givers with information, counselling
and access to limited financial support and support services such as respite care. Support for
paid care-workers, as reflected in typical levels of pay and conditions of employment, remains
equally limited.

Kittay’s analysis recognises the issues of power and dependency central to an
understanding of care. Rather than avoiding the term ‘dependency’, Kittay shows it to be an
important and effective conceptual tool for examining the intersections between those who
require assistance and those who provide it. Recognising bodily dependency as the basis of
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claims for assistance, and identifying a second, socially-created level of dependency as an
undesirable (and reversible) consequence of arrangements for the provision of care, does not
preclude acknowledging the rights of both care recipients and care-givers to exercise
independent decisions and to optimise control over their circumstances. Rather, it provides a
sound foundation from which to justify claims for support. In this context, independence is
perhaps best understood not as non-dependence — a structural notion that suggests the absence
of practical, social or economic ties with another person — but as ° relational autonomy’.

Conclusions

Along with the writers reviewed earlier in this chapter, Kittay appears to see care as a
one-directional activity, done by one person to another. At times she uses ‘care’ as a verb that
denotes the work involved in providing ongoing personal support, supervision and
monitoring; at others, it is used descriptively to denote special qualities. Both uses are
acceptable, and both conform to Martin’s criteria of the ‘three Cs’. Kittay’s cautious and
somewhat ambivalent use of the term care is, however, suggestive of a deeper re-evaluation of
the concept.

Neither ‘care’ nor ‘dependency’ has simple, uncontested meanings. Both refer to a
range of social phenomena that involve diverse characteristics that extend from physical
activities, through the social relationships among individuals and groups and their positions in
the transactions of care and dependency, to the mental states or dispositions involved in caring
about someone or being dependent. Rather than calling for the terms ‘care’ or ‘dependency’ to
be abandoned, there are good reasons to expect that both will continue to be used in policy
discussions, research and elsewhere. But neither term should be regarded as having a fixed or
rigid meaning. Instead, the range of meanings embedded in both concepts indicates important
possibilities and ideals that create opportunities for the active development of practices of
human recognition in response to life course imperatives.
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B.2. Disability, Impairment and Handicap

Introduction

"A billion people in the world, 15% of the population, have a disability severe enough
that it limits their participation in family, community and political life. Eighty percent of those
billion people live in low and middle-income countries, where often access to basic health and
social services is limited for all citizens. However, the impact on persons with disabilities is
more profound.” This was literally the message of World Health Organization (WHO)
Director-General Dr Margaret Chan on the International Day of Persons with Disabilities
2014 (IDPD, 2014).

The director added, it is important to resist the temptation to think in terms of ‘us’ and
‘them’. Instead we must remind ourselves that disability is part of the human condition; all of
us either are or will become disabled to one degree or another during the course of our lives.
Achieving equity in health status for all people is a challenge for public health promotion
campaigns. It is critically important to include persons with disabilities within health
promotion plans as they experience more chronic diseases at earlier ages. Collection and
routine use of disability data for decision making, strengthens health and human services
workforce capacity. Accordingly the presence of people with disabilities is needed to be well
recognized and accommodated in many target populations for health promotion.

The terms of Disability, Impairment and Handicap encompass a broad spectrum of
morbidities. This chapter gives briefly an overview about these three terms with special
concern to the role of physical and rehabilitation medicine.

Definitions

Impairment, disability, and handicap are key terms that the physicians must
understand to properly evaluate patients and make appropriate recommendations. According
to WHO, 1980, International Classification of Impairments, Disabilities and Handicaps
(ICIDH) definitions are:

e ‘Impairment (I) is any loss or abnormality of psychological, physiological, or
anatomical structure or function’.

e ‘Disability (D) is any restriction or lack (resulting from an impairment) of ability to
perform an activity in the manner or within the range considered normal for a human
being.

e ‘Handicap (H) is a disadvantage for a given individual, resulting from impairment or a
disability that limits or prevents the fulfilment of a role that is normal (depending on
age, sex, and social and cultural factors) for that individual’.

Variable definitions were also proposed by other organi-zations; as those reported by the

Social Security Administration and the American Medical Association (4, 5). As an intention
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to describe the significance of each term clearly, Maness and Khan, 2015 (6) reviewed
different references and pres-ented a model of how to differentiate between the terms and
added that the impairment, disability, and handi-cap terms are not interchangeable.

History

The concept of “disability” has undergone profound changes over the centuries. In the
Ancients, disability was conceived as a consequence of sin or guilt, and antique societies tried
to hide or kill people considered living example of that sin or guilt.

In Ancient Greece, the attitude of society towards disabled people was largely
determined by religious beliefs and popular traditions which considered beauty, physical
integrity and mental health as signs of divine grace, while ugliness, deformity and a different
way of conceiving reality, such as madness, were interpreted as marks of supernatural
punishment, that was not to be cared or changed by any human being.

In Ancient Rome, the IV law of the XII Tables — a group of laws drawn up between
451- 450 AD by “decemviri legibus scribundis” and containing rules of private and public law
that represent one of the first written codification of Roman law — was about children
disability: “Cito necatus insignis ad deformitatem puer esto” “A child clearly deformed must
be sentenced to death”.

We can see a connection between the disease and the will of the gods who, however,
were not the only ones responsible for illness and disabilities. The human sins and vices, the
attitudes of people considered inadequate to the Roman concept of the “mos maiorum”, could
induce mental illness and disability.

In the Middle Ages, the mother was considered the main cause of the deformity of his
child. The monstrous child's birth is a mirror of his sins, which can range from a simple
adultery to a carnal relationship with the evil forces. She could paid for this with her own life.
People with impairment or handicap, however, could move towards medieval towns for
begging. They were used to remember to “normal” that leaving away the precepts of God and
Church could provoke that physical distortion and punishment. In the same period , however
, Were created hospitals and charities institutions for people with disabilities . The Medicine
and the society had a paternalistic attitude towards illness and disease.

The history of people with disabilities is therefore told as a story of exclusion, a
history (more stories) of voiceless. There are multiple and varied readings and explanations of
these exclusions that can be given. Foucault investigated the history of madness and mental
disorders, with results that can also be applied to physical disability. He analyzed and stressed
out the relationships of power that are divided between those who have the ability to give and
take away the word, to describe, to control, decide the lives of others, and those who are
object to this power of speech, underlying the social disadvantage of illness.

With the advent of the Enlightenment, the concept of disability profoundly changed: it
was conceived as an integral part of the non-perfection of nature, therefore to be considered
physiological

At the end of the Age of Enlightenment took strength the idea of a possible
rehabilitation of the disabled person, and in the twentieth century specialized institutes
marked by "re-education” were created.

The Nineteenth century, however, became the century of “assistance” in the form of
institutionalization and of an "orthopedic™ concept of the disease. There was also the creation
of structures called “Asylum”, which did not have a rehabilitative purpose, but where built
and organized in order to keep disabled people alive and hidden. In this century the handicap
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was set as ethical and social problem, but also had to deal with marginalization, sterilization
and in some cases extermination.

At the end of the Sixties a lot of movements for the civil and human rights started to
study and analyze the world of disability in a critical way, to find different solutions of
managing disability, impairment and handicap.

Many intellectuals and activists started to fight for the rights of disabled people, and
trying to propose strategies to change the cultural and social stigma of being a person with
disability: “...disability is a situation, caused by social conditions, which requires for its
elimination, (a) that no one aspect such as incomes, mobility or institutions is treated in
isolation, (b) that disabled people should, with the advice and help of others, assume control
over their own lives, and (c) that professionals, experts and others who seek to help must be
committed to promoting such control by disabled people...In our view, it is society which
disables physically impaired people. Disability is something imposed on top of our
impairments, by the way we are unnecessarily isolated and excluded from full participation in
society. Disabled people are therefore an oppressed group in society. It follows from this
analysis that having low incomes, for example, is only one aspect of our oppression. It is a
consequence of our isolation and segregation, in every area of life, such as education, work,
mobility, housing, etc. Poverty is one symptom of our oppression, but it is not the cause. For
us as disabled people it is absolutely vital that we get this question of the cause of disability
quite straight, because on the answer depends the crucial matter of where we direct our main
energies in the struggle for change. We shall clearly get nowhere if our efforts are chiefly
directed not at the cause of our oppression, but instead at one of the symptoms...” (Paul Hunt,
Fundamental Principles of Disability, 1975).

The 1976 is considered the year of the birth of the Social Model of Disability, as the
reaction against the Medical Model of Disability. The UK organization Union of the
Physically Impaired Against Segregation (UPIAS), claimed: "In our view it is society which
disables physically impaired people. Disability is something imposed on top of our
impairments by the way we are unnecessarily isolated and excluded from full participation in
society”. A fundamental aspect of the social model concerned equality.

From 1980’s and thanks to the social model of sociological studies, the concepts of
impairment, handicap and disability started to be separated. The social model also relates to
economics. It proposes that people can be disabled by a lack of resources to meet their needs.
It addresses issues such as the under-estimation of the potential of people to contribute to
society and add economic value to society, if given equal rights and equally suitable facilities
and opportunities as others. From that time, many other approaches has been studied in the
caring of disability. There is an abundance of projects and initiatives that target persons with
disability and their carers. However challenges and barriers still exist.

In December 2006, the General Assembly of the United Nations approved the
Convention on the Rights of Persons with Disabilities “The purpose of the present
Convention is to promote, protect and ensure the full and equal enjoyment of all human rights
and fundamental freedoms by all persons with disabilities, and to promote respect for their
inherent dignity (Article 1)”. It was a fundamental step, both from a political and a cultural
point of view, of a long process that started with the UN Conference of Human Rights in
Vienna in 1993 and the UN Standard Rules on Equal Opportunities also in 1993.

The M-CARE Grundtvig learning partnership project conducted by “University of
Craiova (RO)”, “General Directorate of Social Assistance and Child Protection Dolj (RO)”,
“The Cracow Centre of the Management and Administration Ltd (PL)”, “European
Educational Circle (LV)”, “Tor Vergata University of Rome: Faculty of Medicine, Clinical
Sciences and Translational Medicine Department (IT)”, has introduced the concept of
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Mutuality, as a new approach in the caring of disability, starting from the premise that
“mutual caring knowledge and transfer” (routines and ways of coping developed by families
through both the caring person and the affected person are looking after each other) can
provide the basis for an innovative learning approach in a joined up work between those in
need and disability/social/healthcare services, and for development of the capacity of
local/national authorities to respond to the needs of these groups of people. This new
approach can be read as the cross-link between the Medical model and the Social model of

Disability prevalence

Before going through numbers it is important to denote that prevalence of
disability/impairment/handicap depends on different factors including age and accuracy of
indicators. Moreover morbidity-compression and morbidity expansion scenarios may even
coexist in different population groups, according to their sex or educational level (18). Among
various literatures concerned with this aspect, an insufficient recognition of the importance of
such factors and the socioeconomic characteristics of the studied populations impedes reliable
international comparison; standardization of indicators before measuring prevalence is
therefore required.

According to the WHO, more than 1 billion persons worldwide have a disability.
Conditions that most often lead to disability include arthritis, back or spine problems, and
heart conditions. Common limitations include the inability to walk three city blocks or to
climb a flight of stairs. It is worth to mention that the ICF (International Classification of
Functioning, Disability and Health), reported that the most impaired functions are sensory
functions, pain, and neuro-musculoskeletal and movement related functions; while the most
impaired structures are referred to skin and related structures. The most limited activities are
general tasks and mobility. The most extended facilitators are referred to products and
technology; for barriers are referred to natural environment and human-made changes to
environment (20).

Clinical assessment

From a clinical point of view the consultative examination report of people with
disability must be consistent with the objective clinical findings found on examination and the
claimant’s history, symptoms, laboratory study results, and response to treatment. It should
include a description, based on the physician’s own findings, of the individual’s ability to do
basic work-related activities instead of a general opinion as to whether the claimant is
disabled under the meaning of the law.3030.

A “functional independent medical examinations (IME)” is a model suggested by
Clifton, 2006 (22) to enhance the value of both IMEs and the Functional capacity evaluations
(FCEs), it combines both models; medical-based examination and a function-based disability
evaluation. This combination enhances the assessment of the relationship of pathology to
impairment and impairment to disability status especially, in musculoskeletal disorders.

About assessment; evaluation of disability and impairment as ecologic factors that
may affect patient’s satisfaction, started to be mandatory, in order to test the degree of
functional improvement after conservative therapy or surgical intervention. Johnston and
Pollard, 2001 (24), examined whether Impairment, Disability and Handicap can be measured
independently and if there is support for the sequential or causal relationship between the
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three constructs. Data were collected from 101 disabled adults and 108 myocardial infarction
and 68 Stroke patients. They concluded that the International Classification of Impairments,
Disabilities and Handicaps (ICIDH) model was supported in that D predicted H for stroke, but
there was no support for a path between I and D or between I and H. Further it was not always
possible to distinguish the three constructs. There is no single functional assessment tool to
evaluate D, I, and H. Instead several validated questionnaires that measure permanent
functional disability are available within specific areas (25-29) as the examples reported by
Maness and Khan in 2015.

Physical and rehabilitation medicine

Physical and rehabilitation medicine (PRM) is a highly interdisciplinary area concerns
the limitations of functioning and disability associated with health conditions and with the
complex interaction with personal factors and the environment, where rehabilitation
resembles as its core strategy (30). Based on the International Classification of Function
(ICF), rehabilitation can be defined as the health strategy that “aims to enable people with
health conditions experiencing or likely to experience disability to achieve optimal
functioning in interaction with the environment” (31). This definition of rehabilitation can
serve as reference for conceptual descriptions and definitions of professional disciplines such
as the medical specialty PRM, the rehabilitation professions, and distinct scientific fields of
human functioning and rehabilitation research (32, 33).

On June 9th 2011 the WHO World Report on Disability (WRD) acknowledges the
genuine role of PRM and its contribution to enhancing a person’s functioning and
participation in life. von Groote et al., 2011 (34), reported that with this WRD WHO has
created a tool to implement central demands of the convention on the rights of persons with
disabilities, and that now is the time for PRM to seize this exceptional opportunity to
accomplish its role as facilitator to help people with disability to fully participate in life with
the optimal level of health.

Rehabilitation measures focus on:
 Prevention of the loss of function;

* slowing the rate of loss of function;

* Improvement or restoration of function;
» Compensation for lost function;

» Maintenance of current function.

The categories of rehabilitation measures as distinguished by WRD:
* Rehabilitation Medicine;

* Therapy;
* Assistive Technologies.

In order to achieve these goals using these measures, the WRD stresses that
rehabilitation must always be voluntary and that people with disabilities have to be included
into all aspects of decision-making in the rehabilitation process and that furthermore,
rehabilitation requires team-integrated action (20, 35-40).

In long-term disabilities the rehabilitation process requires a carefully planned and
integrated program with concern to the related psycho-social issues, out of this perspective,
the PRM physician management of long-term rehabilitation is a unique contribution; the role
of the PRM physician includes provision of medical care, provision of advice on diagnosis,
likely prognosis, treatment options and their potential benefits and risks to patient and family.
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In case of comorbidities as in majority of the patients appropriate monitoring and therapy is
required with active participation of a team of professionals. The PRM physician sometimes
needed to be the leader of the team, developing treatment protocols and setting treatment
expectations. Taka¢ P et al ., 2014 designed a figure summarizing the Role of the PRM
physician in disability, to readers interested the paper is free full text is available online (42).

A call for a change was sent by Negrini, et al., 2014 (43); about the urgent need for
more Physical and Rehabilitation Medicine (PRM) services and how this is faced by the
actual research funding. The authors briefly presented the results of an analysis as an
interesting case study about research funding by the Italian National Health Service. The
topics of potentially greatest interest for aging Western societies, like chronicity, disability
and rehabilitation, were among those least often funded and considered in the traditional
method of financing research projects. The authors described the research as a selfish monster
that eats up the money it is fed, adding a question of repudiation if this is really what our
countries need?

About areas of disability for research; examining recent trends in disability and
disability-free life expectancy is still on going, little is known about the factors that underlie
the reduction in disability over time (44). Krahn et al 2015 (45) recommend future research
and policy directions to address health inequities for individuals with disabilities; these
include improved access to health care and human services, increased data to support
decision-making, strengthened health and human services workforce capacity, explicit
inclusion of disability in public health programs, and increased emergency preparedness.

A Global Disability Action Plan 2014-2021 was adopted by the WHO in May 2014
during the World Health Assembly in Geneva, Switzerland (46). The Action Plan included
research within the three objectives:

1- To remove barriers to health services and programs;

2- To strengthen and extend rehabilitation, habilitation, and other supportive technology
and services;

3- To strengthen data collection and support research on disability and related services.

This Action Plan is a challenge for physical and rehabilitation medicine (PRM); it sets
high standards of rehabilitative care and relevant research to develop rehabilitation programs
based on a high level of scientific evidence.

Conclusion

Health promotion for people with disabilities is one of the major priorities, setting the
balance between personal and community responsibility is important to achieve this goal.
Epidemiological studies, research and plans enhancing physical and rehabilitation role are
mandatory measures to step forward in the management of Disability, Impairment and
Handicap
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B.3. Mental health
Mutual Care Groups in Latvia

We understand mutual care as helping each other, learning from each other in the
process of healing. It can manifest itself in a patient-doctor relationship, in a patient-patient
relationship, patient-nurse relationship, patient-relative relationship etc. A care giver can be
also a relative or friend or a volunteer. Sometimes, patients know so much about their illness,
about own body that they can teach valuable details to the doctor or nurse. The question is:
are doctors and nurses open to use this valuable information that patients can share? Are
patient’s skills and knowledge used in healing other patients? We were searching the answers
to these questions.

In the Soviet Union psychiatric patients were isolated, stigmatized, discriminated and
spent all their time in hospitals. The attitude towards patients with mental health problems in
society was basically negative. In addition, political opponents were kept in psychiatric
hospitals to stop them for expressing their opinion. As the result a negative image of
psychiatric patients was created in society, they were labeled, laughed at and excluded from
healthy and normal “us”. They and their families felt shame and not belonging to the society,
being different, being the negative “other."Holliday et.al. (2004., p.3) define otherization as
“imagining someone as alien and different to 'us' in such a way that 'they' are excluded from
‘our' 'normal’, 'superior' and ‘civilized' group."  Mutuality in our opinion is opposite of
otherization. Mutuality means seeing the other in positive terms as a resource, as someone
from whom we can benefit and learn.

After regaining independence of Latvia in 1991 the situation started to change step by
step. It became possible to attend day care centers instead of living whole life in the hospitals,
it became possible to get care of a multidisciplinary team consisting of a psychiatrist, a
psychologist, a social worker.

After joining the European Union the situation in mental health care has changed, also
attitude in the society towards mental health patients is changing step by step and there is less
stigmatization of mental health patients. We are experiencing transition from basically
medical and medication based model of mental health patient care where patients stay in
mental health hospitals and other mental health care institutions for a long time in isolation
from society to a new model where patients are kept outside mental health hospitals in
ambulatory care as much as possible and integrated in society. With this paradigm change in
mental health care in Latvia new institutions based on mutual caring of patients, doctors, care
givers and relatives have appeared.

We are experiencing a transition from basically medical and medication based model
where patients spend most time in mental hospitals to the model based on personality
development, of applying different therapies: group therapies, music therapies, art therapies,
ergo-therapies, where patients are involved in society, accepted, integrated in society,
participate in different activities in the society, give their contribution to society.

Special job placements are created by European Social Foundation project financing
for people with different mental health disorders. Thus, for example, the leader of Self-help
group “Pietura davana” (Station the Gift) has got a job as a lawyer after nine years long
unemployment.
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The first support group for patients with mental health disorders and their relatives
“Gaismas stars” (The Beam of Light) was founded in 1997. The association “Gaismas stars”
was founded to help and support the patients with schizophrenia. Our project partners were
lucky to meet with the team of the “Beam of Light” and to see what activities they have
organized in their day care center for self-expression and healing of schizophrenia patients
(see the photos below). For example, there is a room where schizophrenia patients are
designing and sewing different soft toys. In another room of ‘“”’Gaismas stars” premises the
patients are making ceramic cups for selling. Thus, the patients get opportunity for self-
actualization as well as for earning some money.

The association “Gaismas stars” team consists of social workers, social care worker,
ergo-therapist, music and art specialists. The team also invites psychiatrist who is organizing
training for the family and relatives of the schizophrenia patients. The goal of the training
program is to share information and give advice how to behave in situations of crises, explain
the treatment process, collaboration of psychiatrist with the patient and the family. It tries to
decrease the feeling of shame and guilt , to provide emotional support, to provide opportunity
to meet other families with similar problems, to share personal experience.

Some patients also get the job in the day care center with the help of the European
Social Foundation financing. For example, one patient with schizophrenia is teaching English
to other patients. Thus, it was mutual gain: other patients learn English while she gets
opportunity for self-actualization.

Today there are more NGO's supporting and helping mental health patients such as
“Saules zimes” (Signs of Sun), “Svéta Jana palidziba” (Saint John's help) and other. “Saules
zimes” was founded in 2013. Its goal is to educate society about mental health disorders, to
decrease prejudice and stigma towards mental health patients. The association is a support
center and provides psychological, emotional and practical support to the patients with mental
health disorders. It organizes support groups for people with depression every week where
people can meet in a friendly, informal group of up to 10 people. If they feel sad, hopeless ,
participation in the group helps them. They spend about 3 hours together, they meet people
with similar problems, share their feelings and experience and get to know new information
about depression and possibilities of healing it, they get moral support and encouragement,
find strength to improve the situation. The group is lead by leader of the association “Saules
zimes” Kristine Leja and clinical psychologist Nataly Morozova.

Self-help group “Pietura Davana”

In 2002 Latvia Psychiatry Nurses association and Latvia Human Rights and Ethnic
Studies Centre prepared a methodological material for patients and their relatives as well as
for other stakeholders on forming a self-help group. In 2014 psychiatrists and psychologists
together with the most active patients have initiated formation of a self-help group “Pietura
Davana” (Station —the Gift) for patients with mental health problems.

Self-help groups differ from support groups. While support groups are led by health
professionals such as psychiatrists and clinical psychologists, the support groups are lead and
managed by the patients themselves. In essence the self-help group “Pietura Davana” is a
mutual help group. This self-help group is led by the mental health patient with bipolar
disorders and by other mental health patients themselves, not by health professionals. Self-
help group ,,Station -the Gift ” leader is advertising : writing e-mails, putting advertisements
on the walls of the centre, contacting Day Care centre patients who attend Group therapy
inviting to join the group, she spreads the leaflets, about the group.
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The psychiatrists and psychologists are always here to help and support, they are open
to invitations to tell about different aspects of mental illnesses and their treatment and
different therapies. Psychologists Ilona Krone, leva Bite have helped with advice. Self —help
group “Pietura davana” participants spend time together, sometimes organize common events
like visiting some participants home and celebrating the midsummer festival together.

The Manager of the Outpatient Center Pardaugava, Branch of Riga Psychiatry and
Addiction Center, psychiatrist Elmars Térauds has been so kind to allow the group to meet
every Thursday from 14.00 to 16.00 in the cosy group therapy room of the center. The
location is 10 -15 min. from Riga center by public transport, so also patients who live outside
Riga can attend the group meetings. One participant of the group sums up the importance of
the group: “If not in the self-help group Circle meeting, where would | be able to express all
my feelings, my problems and doubts?” Only people who share similar problems can
understand each other. Their advice is based on personal experience and sometimes it is more
useful and practically applicable than advice given by doctors and psychologists. Experiential
knowledge is very useful.

Mental health patients are scared to tell their healthy friends and relatives about their
feelings and problems because they are afraid that they will not be understood and will be
laughed at.

Self-help group practical activities

A self-help group is supporting, educational (oriented on positive change) mutual help
and mutual support group of people who have some common problem.

The self-help group participants admitted that the process going on during the group meetings
had psychotherapeutic effect on them.

Self-help group participants admitted that time from time they need other patients’
emotional support and care and that they feel needed and valued also when somebody needs
their emotional support and advice.

Participants support each other, improve quality of life, help in solving problems, visit
each other in the hospital. In self-help group patients feel needed, respected, listened to , not
isolated they also feel that they can give valuable advice to somebody else from their group,
that somebody cares about them, that they can do something valuable, something good to
others, they give advice, they support, they obtain new skills and information, get new friends.

The participants can express themselves: by just talking, by active listening, by
choosing to be the leader (facilitator for the day round, circle) , by organizing the group.

Help is mutual, the one who helps is also getting help from others, sees that others also have
this problem, gets some useful information about healing possibilities, develops initiative,
motivation , becomes active and more healthy personality.

Participants can feel secure; they know that always they will get help from other
participants. In group meetings they use their skills from previous sessions with
psychologists, psychotherapists The group participants go to watch group participants” artists’
paintings to his house in Saulkrasti, swim in the sea together. Thus, the mutual help group
fulfills participants” social needs, communication needs, belonging needs. That is something
that just short visits to the psychiatrist and psychologist cannot give the patients. In addition,
participants have diverse experiences, skills: mutual sharing of diverse experiences, skills,
learning from each other, everybody can feel that can contribute somehow, that his/her
contribution is needed for the group. The participants can share feelings, their stories, caring
for each other, mutual support, can talk about their worries.
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At the beginning of the meeting every participant tells how she/he feels on scale from
1 to 10, what has happened during the week Participation in the group develops participants’
ability to collaborate with others, to work in teams, to be flexible, to reorient oneself quickly.
Thus, it prepares also for being better employee, for living a better fulfilled life.

Participants can satisfy their self-esteem needs; they can succeed in telling their
stories, giving advice, sharing experiences, good practices, some relaxation techniques,
writing a letter to oneself, mindfulness activities to get into mindful state.

There are Circle meetings, sometimes with tea. Everybody has chance to contribute
and know that other people are willing to help. The chairs are arrange in a semi-circle during
the group meetings, the participants tell about their problems, worries complaints. Other
participants respond, encourage, sometimes giving advice, if asked. This is a very powerful
way of self-expression and mutual caring. The participants follow simple basic rules:

- We are here to support each other for good without any judgement and any
interruption while sharing

0 We treat each other equvalently in dignity

0 Each of us expresses for himself/herself by using the pattern “me” (only me, my own
experience)

0 Our talks are having time limited boundaries

- The meeting moderation duties can be transfered to the other participant at present
- We do arrive on time

0 We share just our own experiences

0 We do avoid any advice giving unless the participant is asking for it specifically

The group meetings are friendly, the goal is to help each other, to share their stresses.
The group leader makes jokes and more jokes to get a good atmosphere. Participants develop
intimacy is as a result of self-disclosure. The participants make physical contact: hug each
other with warmth.

Participation in self-help group empowers patients to take their own destiny into their
hands. The participants make physical contact: hug each other with warmth. The group is
free of charge, it is essential as most mental health patients cannot afford the expensive
services of private psychiatrists and psychotherapists. Everyone can contribute in the group.
There is strong peer influence. Everybody is accepted without judging. Just there is a rule
that patients should not come to the meeting after using alcohol or drugs.

In a Circle the participants: 1) tell how they are feeling on scale from 1-10 2) share
their worries, hopes , reflect about what happened with them during the week 3) the facilitator
sums up on positive note. Every time a different Facilitator is chosen. Every time a different
meaningful theme is discussed.

There is enormous potential of the self-help groups for mental health patients : the
participants develop a social network, personality develops, they get great satisfaction.

In general psychiatric patients in Latvia show very little initiative for forming self-help groups
and the membership in the self-help group was low. Patients need to be informed about self-
help groups by doctors and psychologists.

Psychiatrists should inform the patients how valuable their participation in self —help
group can be. Teaching about mutual care should be introduced in study programs for nurses,
doctors, public health specialists , social workers , care givers, psychologists and other health
care specialists.

In Latvia it is a problem to form such a self-help group in countryside, because
everybody knows everybody and if somebody is seen in mental health self-help group, they
are afraid of labeling, to be laughed at.
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Self-help groups can be powerful and very effective in healing psychiatric illnesses; however,
their potential is almost not used in Latvia.

To sum up, in spite of the fact that the concept of mutual care is not widely known
among health and care professionals in Latvia, there are many good examples of mutual care
of mental health patients.
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M”E‘“"‘.“E

willing Ir shoare ﬂnn n:pm}_n.
sxperiancing connecikedness, commmmion amd 2 sanse
nf‘nu)cmﬂmmmtmlmm&m“hb
kaming and trancforotion, mthar
the larming agemdy: of othars
By mecopnition that fndliss and wopaid cwers
constinte the lrgest care fore, they should be
considared & bey parmers amd 'uh:-n:tmhm
the ploningdes:mdelivary caw, bt abo @
profstiomls” edncation
-Prof&sxioml reining for all hoaith and social cam s
should Ecinds a wobsomtial which rlais
o enpaid carers & parmers o cam, carens” needs amd
the dherdty of the unpaid caring xpememcs; that
carars 2 senvice e
~Carars and care meceivers should be able to access
sducation and taming a: and when required to sippot

52

30

omimeringed and wsily accwudble to adl.

An auesrment 3 not about carar capahiliny fo care but
#t will look 2t wens in which professiceals can best
kalp in fhe caring role. To undentnd the caring mke

and agres how hest profssionaly cam offar sapport, &

- % caring mols — bow pmch time i @ken wp; do you
&l you hano a choice o care; which do you
find perticolarly EfScult do you the
comdition of e parson yoa cars for?

- abowt hawing a break fom camng — do you hevo amy
\ml.ﬂhmumi:u"_.m]f‘

- amnotional and phnical healsh — are you well; am you
doing axy caring taaks that put you 2 7isk, for examgle
Iifting someons: do you pet 2 full night's slesp; am vou
Haling anwiows or sressed?

- mhitionships — E\mmapmﬁ:\mmmg
respmnsihilites meks paenting bander, how i yor
relationship with the person you care foo?

- caming for home‘sccommadation — ars you Smding it
&fScult to mainbin your home axd kok afor 2%
parm you care for; do you do all of the honsewnd;
wonld adapttions. equpret

- Framces — e thay a peoblasT

- work/‘education and traiming — do poe wane bo oy
work or et o work; are you wored that you pught
bervg to give up sdncation or teining becamss of yoar
caring mole?

- wapport — wiat kalp do poa get ar the: momeer — i it

- othar mponsihiite: — what other responsibilites do
you kens, for exeple. e you A parentioarar v
anodhar parnom; & balancing Swes responsthilitics
casing you difficakien?

- th fabars — bowr do yoa sesi the: firhee; whart is Hhaly
o affect your ability to care lozg tem™

- amargencissalenathe Fmngenents — what would
bppen 10 the pasco ymu cam for § you wae to
vadidenty become il do e know who o contact in 2n

T What might i thaat can oo

w ght sigmal that yom bonger

mlm:.m'hundm'hmmd:‘hw

wurk of o M-CARE,

Mm@mdhhﬂm&mm
puding prncples hnw besn slzhoated and agreed

wpon by parinars in orde %o ghe am ettical Famework

t\ﬂn;mu-ﬂnp
ﬁemud:cm]mwysh:uhi:fruh‘h:hh:

Brhy'specialist -assesmment of their noeds;

- the chersoerivtics dentified daring the cxamimton

dmmmmmmmﬂhﬂ

- rcomendsfions on eining provision o be mde

for Gy caren ad profoscomals fo bhelp family

carars auses and arpress their noods.

Frmlc

The jectives  m  desiming M-CAFE  meeds

g.lmﬁmi’.a:imhw-hm -
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- To paxoive the of sebjects nswering

T i 15, th recponze Tt
- To cbizin acorae releant nivmason for M-CARE
Deeds SR

A mowher of fum to be considersd aeme inchided-
research guestioms o be anmwered, terzet andience.
resroRl, copent amd weording, queston placomcnr
wequance, leyme, langth, meponss formeat
10 % mdopandent variahlas thort wiand alone and aren't
chomgnd by the othor vamiables they wem ylmg w
meawTe, based oo the fact tat I a mesanch smdy, the
independent varishle defmes a poncipal fooms of
research memst. It &5t consequent varihle duat ix
affectnd by o= or mome i
mMmmmﬂhﬁMm
o chsered by the ressarchar and megarded =
mmoedket condition: that determing the vame of the
dependent varishle: the dependent vamizble i the
participant’s respenae [5]

Tepruenites of parars -:lpmmm. e eperts

'n-ckpn‘t It was vy Eoopaorant to develop framework
of the questomnaTe durmg the moctng becmms in
wach cawe all parmars had possibility to contribnes to it
with thetr experience and Savslop mﬂaﬁu’ﬁn

Pusmlhmhdp#mntmﬂ:m]umlmd:ﬂl
B, ]ngulanmandsmhﬂsufm
' Tn.inm;,‘qﬂn:mi-:hm] med oo mrml o
vomndands I which respondents took part, availahility
dmﬂmmmd'hmﬁdﬁxm.hgudiﬂ'm
R isanen m

jvation (main aim of this part wes o collect
Ixfireartion wity adults would participats I cowees oo
care aproachas).
Tha stiommaires will be sent o patenm, their
ﬁmhla?mihiﬂhmﬂ.mm&mmhl:mnd:al
wpecialisty, pinuical therapist, social worken, and
i)

18

QUESTIONNAIRE: Needs azsbysiz on participant to M.-CARE Project (patients or their carers families)

1=zt part.
Inmodwcoos
11 You are (check cnly one ansasc)
| Patiant o
Fapily pember'camr o
| Profasional carer (healthtocal) o
11 You are
|Femmls o Mak o
13 You are
(1317 o 11530 g31-4) o4l-30 o 1560 o (6t o

| Patints and familiss o

| Patients. came (horspatals, rehehilitation clnics, other medical practices) o

| Soczal care ic or poivaie sevices) o
H:nne:l'hﬁ?:::l B )

Ind part.
Persomal imowledge abont medical or social medicsl issoes, kesislafion and smndards of care

11 Matonal kevel (pleaze rate each goescen)

3 - Vs, o | 2 - Vs, i
Jotshy a et | some
- sarmnt SR =

r | .Am you Emiliar with the disabithy kgislafon m ymz

ooumntry?

b [ Am you Gumbar with dsabdity bealh policy m yoe

t. | .Am you faesliar with your disbility seteccks or pationis
mgistries (Natomal regstry on different dissases) m yor
coumiry?

1 - Not at

TT Do you kmow of azy sivisacal peblication in your conniry oo dizabiliny deemesT

Y o Moo

13 I Yez, doyou perzonally uze thiz publication iz your wark'scovities]

Mes Mo

14 Ewrvpeas and Inpermationsl levels {please rate each question))
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- . e . -
4 - T [3-Yewmal|= """ . N

e i)
COmIpUStECY | STt axiem p— at all

2 |Ar you fmiliar with the Ewopean lgiskson co
disahiliry?

q
i
;
:

dhisordars disabliias™
d | Are you famgliar with Emopeem metworks or global
Patent s vmes of difemnt disordars disakbditesT
& | Are yom fmiliar with Erropean ressanch itam projecs”?
1.5.Ftsmdhurbdpmucuh:d3mhm1'nw&ajﬂlmm‘mm:

. . i-tw |, .
- T | 3-Temoma| oo 1 - Hot

comgplately | Emeatemme | at all

| Ae -w&:mlu.v.ﬂ:'ln"mtd:oim&_'ﬂbd
i LExorry toam in Erardar'Sizabil ity manazamant™
b | A you Gmilir with FRobohilitation rensgement
(Stwiching, Positoning. Splinting, Crthoses,
Em‘r.u-n-a:l:'.:r- Seating, Stnding dovices, Adaptie
squipmont, Asdihe  techmology, Mammlimotorized
whialickerim) T
c. [Are v Deulor wrhm  Peoechosocal menasemont
(Imerention for leaming bchrwior and  coping.
Poychotherspy, Phammacological, Social Educatioml,
Supporttes cam)!

3rd part.

Personal Imowledge abowt Care topics svailable sducatSonsl rainiss seshon:
31 Have you participated in any caining on medical'social care themes?

T o Moo

31 Ifves, how masy iraiming sexsions did you gt on care teeme: during last 5 vears:
12z [¥momo

33 Iz dhe offer of comrses on care izymes in your comnoy sufficient™

Tz Ne di¥oopmiono
Mkﬁrmmwlﬂlﬂm:mm:utmmmm
1 You, I knowr wharo to fnd wach inforeeation. & [ Mo, it i vy difficelt to Sind o

| Vi, but it might be meore officient o 1Ko, Im:-ct:m.d.m}:l:u'l:a:lm:

1T have maver searched for such information §  Thavweno opimion. o
3.5 Plesse circle 2 sumber on each lime from the scale ikt best desoribe your Level of satisfaction with each form
of care topics avadsable to vom:

Mot Mot Slightly | Vary
mequired | sadufied | safufied | samisSed

L8 Location of education wesxiom

Fucation wetmnm abom Four specihc f o fisahity o yon

c. | Diucotion seeaions abont yoox specihic dieorderdisbilty for

VOUr C2rRE
d | Educanon wesnoms abom modical Ceaimants
& | Commmmity mazranes about disabiliny

Education about sympions cesasement (X eXencise, miirition,

Cnlme edacatenal meources

32




R Lifelong
L | carning
A Programme

Jomrnsl of Spert amd Eonetic Aovemest R BTV EEE]

3 6. Please drcle s number on each line from the scale that best describe vour level of satisfaction with each grpe

of information tepics avsilsble o vou:

Tefrwition — primed of i

Mot Mot 3l Wary
I P

miﬁ.ﬂd

z U]:—h:—-hinﬁnmuﬁmahmnnmtmnﬂinjmﬂ.iﬂhiﬁ:}'

nl=

Srvemmen ‘councl serdicss

Whtmmhhcimmd\m&ﬂt[&iﬁ
What services you o  sbighle for fom  Jocal

d Wit Exomcial asdstance you are aligible for
B

Dezcuszions and conche@en:

puq:h-whnnﬁ:mndcaih‘u&md.l.ﬁcuhnd
conflicre  sitmation: megardng  comnwmicaton
lmowledge of medical decisdons'eatment aliematiws
or caming process Bwme with the patients or ofer
speciling ey work with (lamars, collagees) The
dewslopoent of tools thet smble e ssewamem of
family camers’ mecds is a smp towards mecopmidng

= in cam. These tocls will
mmﬂihn.lycmn??xﬁnﬁﬁa.m:hmﬂtemﬁ
their needs, and will epower dam It will be sasiar
for thaes to accows informotion and advics, and o make
altarmative or comtingency plams if they ans mot willmg
or e mohk 0 comimwe b provide care This
mspamar will also promwot mreakr collabomdon

Infiormation aboet wrelfrs and bomefies artileomants

55

33

o mr-dependence’
care’ md ‘dopendency” Ageing & Sockty
X5, 2005, 601-621
] Eitay, E F. 1399 Low's Lebar : Eszp on
Women, Equlity, and Dependency: Foefedme, MNow
Yok
[F]- Hoddimgs, M {1564} Caring- A Femizimo Approach
o Ethics, U Califomia Pross
[4) Teeger A, and E M Emmer (1990) “Seasomal
adfusment and meavming pemistence in et
Fourmal of Applied Foomoesetrics, 5, 4758
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Quality of care evaluation tools: patients’ needs assessment
Kiksels Zavaleasm', Pesenia Roseleson!, Dons Dince!, Lidia Ceastanéinesm®
‘Deparmens of Sporys Medicine and Kmedelogy, [hiversity of Crafiove, Komsomia

D ASPC, Newromotor Rekabilinson Cemier
Abstract: The foces of s paper i o ressanch.

whucation and formelating apd

_l.fn:in'&mﬂ,.ﬂm
rols of care’s meeds assessmwnt in insproving cam sarvicss, adul
fior heaté social, edecational policy and quality based on their oun nosds and

sxperionces. The sommtific ressarch co gualbity of care process has boon camied out within the fomework of &e
Crmndnit mwwm&—wmwmmt
]{q-'rcalg:mqmliijr. ALssament.

Deefning Jusbiey of Care

The wmtery sysiem b 2 coopler awwedaton whick
srrmes ¥l comhines embtpls hewromesos and
thymammic factor St could bo mamed tha pluraliny of
the mdical act, speciz] competency and professiona]
welnamiss, ecmonical-administotte amd pedcal
echeclogio:, and & hotroganadty of the results amd
ronsequances. All the slements meohed in the medical
yetem mst be inegrted and coordinates to mepond
o & ooeds of tho patent assring the bast cam
poadtle. Like in all syvisns, the amom can appear, and
for mamy vean . optioml wome ko S the
medical ce is mecarched for tho hanefirance of the
Akt

The svaletion of this svidem 15 aimed to prevent the
armers: himen ongenimaton, comfrol. CThe degree &
wHieA Ak serioes Ao ethiten e ored popikertoeer
oreene o [ikelfood of gesired Beaim calcowies armd
are conslaies with curreed proferrions! bareledpe I
the defniton proposed by the Instimts of Modcine [1]
for e quality of care. Also, the Insttate of Madicing
[1] proposed e aims thet are fnobmed in 2 high
qeality madical caree safety, affoctEramnss by specific
kzoraledias, patient-cantored cars, time efBciamcy, and
sficiency muiding wads, promoting equitibdity for
sraryhody that has a medical need

Dafining the qeality of cam is a very complex process:
nmrthhundmﬂnlndm.m scomomac capacity of
(urban, roml awal,

from other commiry shc. An inyportmt aspect of am s
the mrolveewet of patieot in his tsatment 3 qoality
treatzaory should have ke results an imsproawenant of
fnction, beald, B quality. Health policies am hased
m e socal ecomomsics siaistics and supposts, the
basic principls for thoss are the moreasing quality amd
a healftier population Eisrvbody speak about the
aality of cams, ot bas some oetput and owcoms that
arw s difficnlt to classify. Tho modical cam & fmt of
ul a lpon and inter-mran which cam
teing podtive meults for all meoheed parts or can be
mbalancs and havs bemifics Sor cmlby ono part mekeed
in thos rulation.

ressarchers comsider i an indicaior of medical cam
mqeality. Howevsr, pationts pony b satisSed wid poor
gaality cars [2]. Anothar wary fo see the quality of cam
15 the mie fo which the provided cam met the pabest
sxpectaion, high satishotion doos not mecsuarhy

34

mply a high quality of medical act = medical cars
mierperumal excallancs refen v cue Sat mests e
mfrmetion eeactonal amd phnsdcal needs of patients
= a way ot & comdviant wit their prefrances and
axpectations. Another teny for & type of cam is
“paticat-cemiend care” (3] One inypostamt aspect of
mmﬂ.mhpmtmuhm:tmm
maldng [4 % &) Tk, it & impoctamt o specfy
mhpwsmimufhlghqu]n:rmmdﬂ
partients to report abot thoss experisnces. I may alse
b mwall to rabe S axtent o which care met petient
axpectations, bt if §u insporta to recogmize that high
watishotion does not necosanby imphy high qulity.

Ammmmlmmhhmcmefmm
dufnabls; muality & adbwen positive, commotng
activites Sort bemufit the peenon semved &= the short- or
korg-darm. In other woods, quality meobees achiovizeg
dosimed kealth outconss to 3 degres that is comsivent
with cument knowiedss of diagnod: and wffecthe
troatment The Instin of Modicing has defined
gquafiny 2z the desmee to which beal®h senvdces for
mdviduals and populations moreass the likelhood of
douimd haalth outcanso: and are consistoeyt with commant

ek mmmufmmmﬁrhh
ohjectvos of cam am mot for appoprizn groops
i Inlhl'm.p;

patients. Crality cam  wolws e
copanents [10.11F:
-rmm appopeiane  cawe. That is, e dat
addwases the patent's mpaizmeont and
arh.'l.'ml.nrdnnmi.l:h.:gunm planming, and climical
fodgmant am imchwud in the aeopt o mach
treartmenis o patiest conditices and o balancs Hkaly
bemet aspizst posaible risks. The treatmont: chosen
should e establizhod as efectice for the condition o
motlam addressed
-fmpfm-:ﬂr‘nq i well Mosded cams should be mailable
(mocews), provided at the most beosfichl tHme
(ipsalinass’), m 'ﬂn coTec! moammor  (techmical
COTRCIGEL]L safety rsks. The skills and
sstained eforts of individml mofssicnak amd &
cocodination of the clinical team are imehwd. [T]
Ehiical issues are another principal dissesicn
of the geality of cam. The disability dghts movemant
Tidits o0 ampowemant of parvans wid disblises,
and rchabiltabion acceditfion maqums patent
mobsoent in decisions ahout care amd placamant
17]. Coppmmication, Concem, acpathy, honesty,
wnsitivity, amd respomsivensss to mdvidualy are
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importamt [13]. (Muaiine deolh core i based o=
mwoision of afecthe came Specification of optimalhy
sdfuctive care in difficelt m a Sald & complox and
huaiarnhbﬂmhtﬂnquh:mhu.ﬁn

endalines for care asw basic o effiorts o asme amd
improwe the routne core guality of cam. [14]The
eam wmed o demlop evidemce-based practics
pudalings amd to evaiuaie bod the aporopoixiensss of
s of procedoes and e qumlty of inpateed caw
recained by patients with omitpls conditions [15].
Deefnicion of need

Clinical aspects of iless om be assessed msing
rondordimed moed  assaiment  inctroewed  thar
meanme sympromrbased cucomws. Asessment of the
impact of an illngss on an indnadual's quality of b,
social finctiomimg amd role fmctioning and sevics
satiafction requine patien-baved meavoes [18], thasa
mdepiming the discussion on avsesoment wchednles
mnd theer mes.

Blodiral Ressarch Cooncil’s dofinition of MNesds for
Cars Aswssment scoording to Beewdn [17], consprises:
WMeed G peesenr whens (3) 2 pabent’s Snctioning
[vocial disablement] falls below or Sreaizns to Gl
below some mininmm specifed lewl; and (b) this is
mmma:md:.ﬂimmmmﬂh:mﬂlﬂn.

dﬂmd’[uuhﬁmd.dﬂrnh.mﬂuﬂnndlﬂ:mmi
o ot kst party affective item of cam, and whan no
othar tome of care of Ereater potental effecthonces
st

-d meed {an defined above) is et when it has
pitracted coly partly effecthm or oo fem of care amd
when other items of cam of geater pobnta
effnctivomass axist.

Al those imsplind o the peoces of cam meed 1o koooe
rraibihls amd abowt the evalmtion of rewelt afber
offered cars. Thow svalmtions can be e bawe for an
informed decision to start an eficknt coe plam
Aszosemant and eraluation — essextially e translatios
of the memls of assessmeet mte geaeifabls or
mmarical fom - ae bocoming ohigeoms W
healthcare [16], thus policy robom aem that
msenaman and evalmrdion will npmas e clinical and
cost-afecttreness of memta] health seavices.

Comcept of meed
I 1972, Bndsbera’s [15] famewomk the concept of
need in forr diffement ways of thinkoms

Mesrmaanive meed 15 defmed by refamnce fo "approgriate”’
siandards errnqu:imdh.d.-:- of sendce: or obcomes
deterpaingd by axpart opimion. Indniduals or mroups
falling short of thew :-Iznimismniﬁmﬂ 2 haing m
meed But nonmattre need i by oo meams sbschut, s
Bradshow chsargs, moootive need ‘may be oimted
with 3 charge of paemaline’. Momover, arparts oy
b deiforont and possibly confiicting candards.

35

Comparari meed is determined by comparing the
RAOICes O wanices availshle b ooo ama — he ita
commmmmnity, a populaton groap or indnidusl — with
thosn that exist i=m anoder A ity, popalaton
Foop o panon i comddared o be m 'mnd'.l.f'ﬂ:u}'
berve sy moms health or secial problanss, or less access
o seavices, thom others The main problem with the
comcept of comparathe Deed am i two mdatying
assmptions, — fret, that cimilarities st hebween the
areas amdl secomd, thar the appropriat mepomss o the
‘problem’ o abizs servics kvsls. This soed mot hold
e, for exanmple, whes bofh amas exparancs chroeic
ihoriages for a pesbicelar senmdire. Fofr seed has a
wehisctve alemwed and i defmed in terme of what
mdraduals sixe their needs o be or sav they want. It
can be defimed easity by mldng cument or potstial
warvice wears what they wish to hnw But folt nesd by
Taelf iz moenlh comddewd o be an madoeguais
mmanms of “mal need’. For axznple fult noed can be
mflaied by users” own high expechbons. Fupeeased
et 15 defined in temes of S sendoes people nse. B is
bawed om what cam be nfermed about 2 persom or a
commmmity by observing deir uwse of senices (or
wadting lists for semvices). A comsmmity or person who
o 2 lot of vanices 5 mwomod 9o ke high meeds.
TWids a commmnity o pemon whe does mot is
asnmned o hove low needs. Bid eopressed meed is
imfluenced by & avadbbility of wndcss — a paron
cannot use o Pt thelr nare domm on & waitng et for
2 sarvics that iz mor offored
Assezzment of care quality sod care nseds
A brge minshar of different asseszment sools @xdst in
the ama of medical cam, and their contet vames. No
memerally accepted clandficaion of cam vt axists oo
which o bawe vach tocls that nooe adeqeaizly address
all of e domaing which e demificant for disahbilitr
care patients. As Dwan of al. [L¥) ooted, *Aosessmenr is
@ weliable rferecRErion i A0S oW PRRRE, G FD el flsr
sl crerry podAr bee servdor provision . The aes cmant
moceis can provide an opporiumty for indnadeals to
articulade thetr care amd support needs, dentify ismes
gyt mesd| 9o b addressed I amy pemsomal plin, and be
med o collect datz Aswssments would be parsoe-
centred, faking asccoum of people’s umiges
cinoumstances. Tho meed asssmment has iporont
finctions [16]):
-To dafmo healéh and social care nogds ot an ndnddeal
Jasl
-To kelp cow plaming (peed should poedict
Iodarime om
-Tio momdior changs in secal care meeds over time 25 a
moasime of the efscthvensss of e plinming for the
mdichl
-To defing health and wocial came needs at a population
Jasl
-To track chamges I socdal care needs within serdices
oo Hime
-To suppoet ressanch and ralnaton
-To auide servics development and plasning
Ao the baw of medical practcs ot the
measarch that cam Evw somne sexss 1o the tdea of quality
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of medical care and I apother wems 7 g the
poradbility o develop an operwtomal definibon amd
1abd and mlishle mwastmes of guality. Asssssments
need to be melady revdewsd and updaed, s do the
sifectiveness and acoepizhility of relakd e plams.
[24] The informaton mined toough a syvisoetc
assenarnart shoeld be shomed with all members of the
mam mvebred m the delvery of cam: a usual way of
achiguing this & through 2 omldiccplnary cse
Emmmhtnhﬂhmtbmnd
famiby where apmoriak. All parbcpnts haw the
opportmdty to reflect om the Fndngs and deswlop &
coherent undartanding of the warics wsers wocial cam
need. They cam then work topsther collsboatively om
2 consisbend wet of care plans []6]
Coare process messures
The TUnsied Matons has moted the complexity of
asenmnars: Defning ol des el mevdd B eosier
Bl pheit clowse JT 08 ol vasar- e, o wlie Jie iermie S
ir, Jiovw i £ dlevereeivmnd ana for whar parpase i 5 done,
W G SOy e ouBoOmE. YElDNEF DA Al gl i
EIeAnYy Rl Ao D SORCOE of sockd Hoodd Mad
b cheardy dicfined. [0
Process measumss attempt 1o amswer the question: "t
dhis panent recchee the FigAr cove,” or “wilsat perochi of
|:Iu: v S pomienrs of SET N Fecehee e ST
w7 [14] Cam procsss measures am based om
mﬁcmmlﬂcanm:ﬂndﬂnmihm&nf
mhm&ufmermmm
Craality measimes allow the tmansformation & mmbars
or percantzan of the mewels fom the spplied tharapy or
activities parformed for e cam process. Asseeaments
that undarite e quabny of the cam procsss that
shovedd o destaned siarting fom mporow comparing
daioe, which in the case of Esalditicn’ i the beald
states of the indnsde] And alvo tho assesswed can be
dome by e point of view of patient, paticn fameily
(especially for chdld) or the clinician poixt of wiew (the
cizician cm ke mn ohjecthe opimom sbowt the
osmsskion of rakabilitation]).
El.l:h.nnammhp.dh deloped based o= the
kmoram, betaean 2 proces and oultomss,
are mwed becmss messarch ko depsonsiraied a hek
bebasam thoss processss and important owdcomes. [14]
A¥sough opconss measmes of quality represent the
desired end memlts of hoalth came, validaed process of
came measaes provids an insportant ad@tonal lament
o gulity Dywomement e, s they Thormds
axactly which provider actions could be changed o
mn:lmm‘tu:tn'utms-.[“]'l
ELY limitartion om the mafilnes of proceas
meares is Sat omch cam s delrvared in tha sbsemcs
of commxilling evidkeace of sfectveneu:. Althonsh
thars has bean exiansive woek o 8o deslopment of
nruhmihunﬂ,muhhm:[]'l 'B:nnuhr&ﬁn'm
of e specific things that do & laddng
Bassarchan incressizgiy are moogmizing that 1t & mok
adequaie io simphy assess indhvideal procssses of cam,
bai radhar groaps or procssses, or Cbtimdies” of
ﬁ.ﬁﬁ;ﬁdmwﬂbmbhﬂmamm
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k iz alke importast b mcommze that for many
tratments that are “prefamece sensittew” whether or
mot 3 particalar featment or procedime s approoriaie
depands cm patent preferences |'I51!l'| Somwrimes,
mocesses of care are oo conplicated for n:lq:h‘h.l:_r
expbict oiema. For exemople, deiermmiming when a
moblam occomed or when an adverss event was
mevsainble, may reqaine wonse clinical odemoend [22]
Best pracéice: in care needs scseszmend
Afer Eapr K ot all. shudies of carer meeds “in panaral’
mmﬂ'rpm.llahm:mmwmuhmnpemdﬂh
Jevel of wxmll scale Jescall sumeys and anscdotal reposts.
Falatvaly foov smudios at the soaller scals oo memaral
meads 2re published in w: acadenic literatars They am
miended to kighBshi carer tvwms for fhe formmal supsort:
svaiems and produced in the form. of repois [23]
k iz mopociant o undersand Sof carer needs can
chmnh:mimﬁmhmlﬂ:.m&nnbrurcm
cirometances. o sudden  emergemcics.  Service
monidars should allowr, a5 fir 25 possible, Heodbdlity in
warice delhvery arrgement: to meet the flacmatng
mads of meopls, wpechlly n tmes of okl or
amarzency. [24]
Asseaament is 3 process of relatiozshp buildng which
occurs over Hme & 3 parson’s needs changs, becomne
more evdent or they becone mom eceplive o
miervendion In this sense, asscwament 3 wmalhy not a
one~off event, but an ongoing procsss of bulldng st
and undestanding An suesrment approach is a
Bucilitaths process which actively encourazes peonls te
defing thefr mon meeds, goals and the mamar in witich
warvices Can askist to meet those meeds. [14]
The excharge modal of assmment [25] amvdisaged a
whmfion where e mofession] negotated with the
wsar o obfan agreament about the npeort mguired
and who was going o provide 3 Dreaing om the
: of the commemity cae demonsmation
mojecn, Challis or al [36] poimed m the St dor
assesinent voheed somging o persoo and forsing
a mlaiionship with theen.
All the reviews commed similar domenn: m sxzmining
of i, pinmical and poychelomical well-baing, socal
matews that paid pabcolsr atieobion o dhe
development and wse of camr meeds asseuent
ntnments efumd o the wme fmes and dommins,
27
Stendards for heald cam (hesed oo knowledes, efic
and etmic chamcedsic: for difeest populatcon
Fogs) ceak 2 roadmap for mprovig and mdning
mrtiatres. Afer oor keowdedes sach ormmioms St
can aware and imgwore quality in cae ama. do ot axist
In T coRmiry, svem an ormnizxtion liks this i is vy
mecwsary. [14] b Unted Stakes, since 19990, axist a
Nogomy! Commines for Dusily dsswance, 3 not-for-
ol crpamztion dedcaied to Dyroving beald coe
quality. By woking In strong relation. with. exsplorars,
policyomkers, doctors, pafients and bealth plans is
miwdon is o decide what aspect of care quality are
most mporant and developing meaemea of thows
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wmpects of cams. [14] This comnization is an weepls of
pood practics meardms the wey Dew shndacd: and
eraloation cam b nsed W ordor o ddantify Iacks amd
also cpportmities to ingrove the care, based om the
cubural o ond powdbdiiies from 2
egmcomntry.  For exampls 2 platform namsd
Healthears Ffecehwmess Dass ol Iniorsssson Ser
|H+J'.i'.'?JL.a.m|H:rmnd.atcd'n¢ﬁ:umm

e moroped care indesoy, deweloped amd
mmﬂhh‘hmlﬂm&r(}nﬁh
Assurance (MOQA). Conform: the HEDTS measumes o
rhubdnnnum in:.me:l'm [28, 297

mlathe meoums me; Dimed bealfcas choio
{maidability of now member coantation edncation
lngmage  tramshiion services, eic); beald Plam
Descriptive [nformadion [14]

Comclozion:

Tha pabent’ Deeds assonermed ol o the
devslopment of health plwc and heakh syshems
eralmting Soir corent abdlity to mwet the neads of
adults with fomctiomal limdotioss amd to idemtify
st oppartazites for Ingrovenext. [30]

Cae  guality assssmment shoold ol actte
ansearnant of amd collsboration with senvics weers and
'ﬂ:uﬁ:m]:uﬂ.a:m sbould be: teilored to mest
indhideal maquiceent of semice e be mser-
camered, coltemally samiths, stengthe-based mdther tham
deficitn-dineciod, meldiscipbnary md  medoctve,
drowizg oo meeltple sowmoss  of
information.  confimwms'tageing and  sshject W
war feels most comdoriible, sysiemafic and repeaible
I1hinmmhmmﬂnﬂmuf

T]:nnlhni.mm:ull:wufﬂl mmcht'.wuatﬂm
beginming in Fooeni, md especally @ the box
bospitals and clinics from the when developed amas,
mi thare iz w1l 2 eeendorm: moed for pwom oodc i
meavaring and owoving the quality of care In the
Fomanis
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DISABILITY AND (REJHABILITATION EDUCATIONAL NEEDS IN
FROAANIA - FINDINGS OF THE M-CARE FROJECT

Engenia ROSULESCU', Hona ILINCA'™, Florin STANCT®, Lucia D'INGIANNA®,
Afihaela ZAVAI EANT, Calogero FOTT

‘Deparsmenst of Physical Therapy and Sporis Medicing, University of Craiova
“Gemeral Diveciorate of Secial Astivtance and Child Protection Daly
‘Depasimenr of Physical and REehabiliiadon Medicine, Tor Vergain University of Rome

Infrodoctios: The foces of @0 papar s on the rols of demond and metvation, throagh particoans:’ needs amlbyms,
mhhhmmmmmtuhm}h wocial, edecational policy and quality based on their oun
Ihnrm:h.huhnmmnndmmﬂm.ﬂuﬁmuiﬂf&n&mtrglm
Pmm:hpmmﬁmlmmg—ﬁmheﬂdmtemﬂm
Alarerial amd Methods: The rescarch ko hoon carmed oet wathin the femomrork of the Grmdrag LLP project “&-
CARFE — Mumal carizg—fom knowiedss to action”, sared on 1t of Angest 2013, imohing medical wodmemites
[Unhversity of Craiova-Fomoniz, Tor Vgt Unhendty of Rome-aby), soco-medical staiosholdars {Ganaral
Dizciomate of Social Ascvinco fir Ciabled Poople Prowcion Dolj-Bomania), WEDs (Latvia and
Foland)] The methods msed wem amhm:-ﬂmmlmhm.ufamwm\:ﬂm
parmars: ke sant 26 questioorarms to different orpamieations and mepondants, while 151 (mome San hald) of dem
m:min.m;amdd:&nmﬂhaﬂ:t&umfnmuﬁmm or dismibution throegh alectmaic format])
'[]:n:]:.:immh'l.mud le W parentsalatives caper. or mainersmedical specialist: sxparisnced n
Besulrs: Tho majority of the mespondants (79161} wers to oo wxient Seviliar with disability legiskation in thair
coumery, while 41.6% (677161) of thems benw indicaed that ey et with this ssue. A high povjority of
Bommanian respondents: were very mmatisSed shout proacttoe mervation to beifp Sidlies and patiend: avodd e
social problams and social fwolation (1257151, T7.5%), mailshilsy of ascistre dadom {7318%:, 1XV16]).
Comchidons: anru&mmm;ﬁwhmwmmmmm

poizt to a posatbility of 2 mp bebaman the F1J pelicy and prograns: and the genem] public mamesass.

Introduction

Eurepe and its regions are facing mamy great challengss that result from the socio-sconomic amd
demsraphic changes: people ars ageing, birth rates remain low; shonk of the vouthiactives
people sroup that financing the pablic semices, mersasmg demand for hish quality semdces and
reatments. According to Europsan Disabiliy Soategy 2010-2020 [1], ons m si: peapls in the
Eurepean Union (EU) has a disability, making around 20 million who are often preventsd from
mhngpmﬁlﬂtmmcEWEdemmmvbecmﬁenfemmmmnulmdamﬂmﬂbamm Far
people with disabilities the rate of poverty 1= 70 % higher than the average partly due to limited
access fo employvment Full economic and social pamticipation of psople with disabilifies is
essepfial if the EUs Europe 2020 simategy is to succeed in creating smart, susfainable and
inclosive growth Between the eight main areas far action m disability fisld are- Empleyment,
Education apnd training. and Health, The disability egualify scenario shows that higher
participation rates of warkers with dizabilsfy could play a very significant role in increasing the
fturs laber supply in EUT countries.

Ap EU level there are soll many conmoversiss and challenges regardinz dizabiity defimition,
eduration and practice. Dilemmas on disabiny dgfnitions and approaches aniss due to the fact
that acroally EU programs and pelicies for people with disabilides are pensrally bazad on an
understanding of disability as a confmuous state of disability: the Commission Femlation (ETT)
Wo 31772010116 Apml 20010, adopdng the specificatioms of the 2011 ad boc module on
employment of disabled peopls for the Labour Force sample Survey (LFS) [2]. is based oo
“longsfanding health condition or disease™, longer than & monoths, when dsfiming health
indicaters used by EUROSTAT in European LFS. Therefore the “all-or-nothing™ nature of maost
dizability income supports leaves many affacted people with no realistic altemative other than to
tesign themselves to being classifisd as ‘disabled’; and leawe the workfioore. There are snll gaps
benseem educarion g practice I disability assessment and (refhabilitadon processes: the
sipnificant rize in the mmmber of disability beneficiaries in recent decades requires EU counmies
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to rethink their approach to addressing working-age disabiify; there was and still &5 fo0 much
forns on a diagnesis of loss of physical and'or mental fmctioming as assessed by medical
pracirtioners with no or lmited expertise in (Tejkabilifation. Practcian’s competencies in the area
of disability affect the faimess and walidity of assessments and mierventions. Conceming the
heaith and social care, the medical diagmeosis is often not effective as the full means of
determining the type of supports that might help the individual. Wew approaches are nesd to
move yway from providing supports based on a diagnosiz or medical criteria to providing
supparts based on the impact of disability. Differences in the impact of a disability between ape
individual and another may be the result of the nanmre and seversty of the health condition, their
life cirrumestances, and the barriers and supports that are part of their lives.

Besides the previously mendoned issoes, more psople are living longsr than ever befors,
including people with vamous disabilites. An increasing number of people with disabilites are
still living at home with family carers who are aged 70 or older. The carers may be parents,
siblings, grandparents, close relatives or friends. They have offen spent a Lifstime care and
assistance in a regular and sustained manner without payment. to a person who &5 Sail and'or
aged, disabled'chronically ill. Carers are at rizsk of financial, bealth and social burden, net anly
when carmg, ut when cmﬂg romes to an end becanse significant barmiers to reengaging with
society. Many do not recognize the skills they hawe zained through caring. From our experience
of work with caregivers, we found the next priorties and needs for them: to be recozmized,
respected and valued; hidden carers to be ideptifisd and supported: the improvement of services
for carers and the people they care for; fo be supparted fo combine caring and education or work.
Therefare, the reasons mentsoned abowe actoated and provided and us the motivation to create
the M-CARE Leaming Partnership invelving the exchanze of knowledge, mformation, staff and
leamners across Europe This Leaming Parmership &5 foomsed on motivation and demand. on
participants” meeds analysis, sefting objectives which are participant-led, inroducing new
concepts, bat universally applicable, which can lead to innovative strategies that are sustairable
and cost neumal Throush the development of mumalistic relationskips in education and
healthcare services our ability to share life’ or leamed experiences will ma:&. far a beter
collaboraton in envisioming and creafing a more humape and integrated society.
TlmHCﬁREhaa:p‘emsemmnmumﬂcmsudaamdmgandmﬁa{mmm
ways of coping developed by families through both the cannz person and affected person are
lopkmgz after each other) can provide the basis for an mpovative leaminz approach, in which
“nmrnaal care’ and “imterdependency” should imderlie sducational topics on disabiity issues. The
main sbjective of this project was to understand and define, develop and promote good practces
in supportng familiss to plan for a fomore where a person with chrenucally illidisabilities is
providing care to their elderly carers throngh the concept of muofual carng. The nfrodocton and
practical application of thess new concepis (buf universally applicable) into care process can lead
to Innovative srategies that are sustainable and cost neutral.

The concept behind the “mutal care appreach™ foeonses on the mierpersopal care-dependent
PeeTson ar carer-patient dynamics where there is a mumal exchangs of care hetwesn the carer and
care recipient. m confrast to the conventional approach to carer-care recipient relationships whare
care 15 provided by the carer to the cared person. There &5 an abundance of projects and initaiees
that targes pﬂ':un.-,m-ﬂmbmh and their caregivers, as resulted from our ressarch activities
umrelled during the 2 years life of M-CARE. Hmn!rﬂullm]ge:mdbammsu]lem We
hawve idenffied many mmpediments to effective kpowledze, care services, educadon and real
inclosion: the majerity of thess inifiatves are stll consmacted, largely subconsciously, within the
famewark of the dominant world views and paradigms: neither “care” nor “dependency™ has
simple, uncontested meanings; the “individoalizing and exchiding™ language of dependency
shoald be replaced by recognition of the basic secial condifion of “nterdependence’™ and carmz
salidaricy [3.4].

Durlmtedanﬂmfnrmalp’mmmmshﬂd:hﬂmﬂutmﬂemms‘ﬂmm (b= they family or
specialists caregivers) have difficulfies to address some of the emotional medical, financial
conflictive aspects, such as Ueamments available for the patent’s pathology, information or
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gaides of avalabls cemters for r=afment, or centers for suppont fom  WG0s, support and
Eknowledsze to access them if there are any availabls, information on oetworks of families in
similar sifoation, emotional support to accept the gift of takimg care of the development of a
special uman being, professional care networks and inferdisciplinary teams care consisting of
educafional, social and healthears specialists.

Crr smdy objectives were to idemtify the M-CABE project parficipant’s educational,
prafessional personal needs in carng process and sodial inclosion, by taken the assumption that
M-CARE participant leammers (parents, patients, healthcare specialists, social workers) can be
productively mvolved in formulating apendas for health/social’educational policy and quality
based on their own needs and experiencess.

Aiaterial and Methods

The ressarch has been cammed out within the Tamework of the Grundtvig LLP project ™ M-
CARE - Mummal caring—fom knowledze to acton”. started on 1st of Augast 2013, inmvalving
medical universitiss (University of Cratova-Fomaria / UCV, Tar Vergata University of Fome-
Ialy), socio-medical stakeholdsrz (General Dioectorate of Secial Assistance and Children
Protection, Deparfment for Disabled People Protection Dolj-Fomamia [/ DEASPC), WGEDs
(Latvia and Poland). Te develop and design the Project’s workshops concept, the project parmers
in their couniriss had to conduct needs analyzes to be able to adequately address the acmal needs
of leamners and trainers within the fizld of imterdisciplinary approach and patients.family carers
panticipation in nmltdisciplinary team care of impaired people.

Thess surveys addressed to the persomal and professional issues and difficalties for individuals,
families, professional traimers of carers that arise in thes life and work with adults or children
affected by dizabilities. The surveys dafa have been collected through lecal imbemviews, in the
Project pamicipant county Fomaniy, with the help of a questionnaive [3] jomtdy created by
Pomanian partpers. The objectives in desizning M-CARE needs questonnaime have besn- to
maximize the properten of subjects answening our questionnaire—that is, the response rate: to
obtain accurate relevant information for M-CARE nesds sumvey.

A puomber of 1ssues to be considered were inchuded- research guestions to be answersd. target
mudisnce. resources, content and wording, question placement. sequence, layout, length. response
format. Fepressntatives from parficipant arganizations decided to use indspendent vanables that
stand alope and aren’t chang=d by the ether variables they were rying fo measure, based on the
fact that in a reseanch study, the independent variable defines a principal focus of research
imfer=st. It is the consequent vamable that is presumably affected by one or more independent
vamables that are sither manipulated by the ressarcher or obssrved by the resemcher and
regarded as amfecedent condifons that defermuime the value of the dependent vamable: the
dependent varable is the pardcipant’s response [5].

The main parts of the questonnairs were discussed during Fomamian parmers mesting where
representatives of parners” arganizatons and experts toeok part. It was very important to develop
framswaork of the questomnaire during the meefing becanss in such cass all parmers had
posstbility to contribate to it with their experience and develop commean idsa for the ressarch It
was agreed that questtonnaire should comtain following parts: (1) Inmeduction (demezraphic
information about respondents); (X) Personal knowledge about medical or social medical issues,
legislation and standards of care; (3) Training/educational meeds on powhml care approaches -
information concerming training on care standards in which respondents took part, availability of
such courses and the need for trainings on different topics of care process (ses the Armex).

The methods used were document analysis and stafistical amalysiz of a quanfitative survey.
Fomanian parimers have sent questionmaires to different respondents, using a mix of methods
(Eace to face imberviews, of distmbution thoough slectronic format), but the most effectve was the
distmibution of the questionmaires during some special events {seminars, workshops, conferences,
gt} of sending to the peaple or erganizations with which project parmers were cooperating. The
chossn interviewsd people were patients, paremtsTelatives caregivers, of irainsrsmedical
specialists expenenced in warking with disability affected people.
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Resmlts

More than 260 questionnaire: were sent to different organizatons and respondsots, while 161
{more than half, 61.92%) of them were refurmed. Cruestioning was taking place duning & momnths:
from May 2014 to Jamary 20135 Parmers were responsible for collection of the questionnaines
from respondents and imputing their answers to the Excel fable. The methods used were
document analysis and statistical analysis of a quantifative survey.

1%
e ﬂ EETE
wae | e
0 s s ez it
e hows ma
0 Coaciat mid £l r i b
Fig L. Trpslogr of regand mes Fig, 1. Dt arien by gend o

1 1

d22%%
17 3?;@

OFathrh rd fmiiey P25
B Pl L
OF el e .
0 Acederes ooger s oy
Fig. . Tarpa groups served by cha
o R o

Personal imowledge abour medical or secial medical frsues, legizlation and stondards of care
iF00C)

The next sef of questions was forusing on respondents’ knowledpe of differemt care issues The
majarity of the respondents {79161} only to some exient are familiar with dizability legislation
in their country, while 41.8% (67/161) of them have indicated that they are completzly
unfamiliar with this issue. Feparding disability health pelicy, 1087161 (67.7%) respondents
declared that are not informed about it

The same tendencies have besn noticed in answers to the queston if respondents are familiar
with dizability networks or patisnts regisiries in their couniry: a small percent of the respondents
knows very litfle about these topics (17.4%, 28/161). and 99 (51.5%) of the respondents were
completely iznorant with these information channals.

Table 1. Being familiar with disability care issmes at National level
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Almost the same sitoation has besn be noticed speakimg abouf the mierdisciplnary or
omlddisciplinary approach oo diagnesis and management of disability.

It should be nodced, that even 51.8 percent (85/161) of Fomanian: have oo idsa about the
framework of coordinated mmaltdizciplmary team in disorder’dizability management, $47151
wers to some extent fammiliarwith this topic.

A high majority of Fomanian respondents were uninformed about psychosocial manazement and
proactive intervention to help families and patients to avoid the social problems and social
isolaton (125/051, 77.6%), and the use or availability of assistive devices (75.8%. 1227161).

Table 1. Being famikiar with disability meltdisciplinary/ mierdiscipinary manazement
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Discussions

The questionnairs was desigmed to foous on the personal needs. expertence and skills of
interviewsd people when facing and'er addreszing difficnlt and conflictive siuations regarding
communication, knowledge of medical decizions/Teatment alternatives of caming process issues
with the patients or other specialists they work with (learners, colleagues). The development of
tools that enable the assessment of family carers” needs is a step wowards recognizing family as
pamnmers in care. These tools will enable family caregivers to identfy as such and to exprass their
needs, and will empower themn It will be easier for them to access information and advics, and to
make alternative or contingency plans if they are not willing or are unable to confinue te provide
CaTE.

Ome Hmitatson of our study may be sample size The consulfation decument points owt that our
M-CAFRE Grundevig Project wants to serve as a platform for all stakeholders in the disability care
field to participate on our joint objectives.

By this ressarch work we found that there are still ummet education and maining needs: (1) For
people with disabibities: the need of enpowenng people living with disability (or dizadvantaged
population grour) i terms of knowledge on their rights, palicy, mchision and full participation
in society, adaptability and empleyability skills, raising the knowledze on their diseases, canser
planning,  employment and  self-employment  abilifies, ad how o access
informaton 'services technology and emplovment respurces, so that they can emjoy them full
nghtz and benefit fully from participating in seciety and in ELT economy; (2] For ressarchers and
pduration/rining providers: the need of exploring a plurality of dizability definitions to desigm,
dizseminate and translate a multidisciplinary knowledze famewark an dJE.ahlJJIv (r=)habiltation,
to ensure a raised relevance of this swhject in professiomals” traiming and disability policy's
coherence, and to enhances individual potential and equip praduates with the knowledee and
mmlddisciplinary fransferable competences; (3) For health and secial professional caregivers
[medical praciitioners, murses, physical therapists, social workers, psychologists ) the nesd of
combimunye education in assessing persons with disabdibes, accommodations, evolving
techmolozy, and laws povernmg disabality issues.
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Conclasions

The conchsions of the applied surwey offer differemt aspects concerming the needs for
medical'caning educaton in the Fomanian disability educatonal Seld and poimt to a possibility of
i gap between the EU policy and program: and the general public awarsness oo disabling
dizsases. The development of toels that enable the assessment of family carers’ needs is a step
towards recopmizing family carers as parmers i cars. Thess tools will enabls family carers, or
pafienis, to idenfify as such and to express their needs, and will empower them. If will be easiar
for them to access information and advice, and to make altemmative or cootingency plans if they
are not willing or are unable to confimue to provide cars. This assessment will also promote

callaboration between service prowiders and family carers, and will inform the

development of family carspivers Taming programs.
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