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The Equality Authority has a
broad mandate to promote
equality of opportunity and to
combat discrimination in the
areas covered by the equality
legislation.The Employment
Equality Acts 1998 and 2004
prohibit discrimination in the
workplace and the Equal Status
Acts 2000 to 2004 prohibit
discrimination in the provision
of goods and services, education
and accommodation.The Acts
cover the nine grounds of
gender, marital status, family
status, age, disability, sexual
orientation, race, religion and
membership of the Traveller
community.The family status
ground covers some people
with caring responsibilities.The
gender ground is also
particularly relevant to carers as

discrimination against those
with caring responsibilities could
involve indirect discrimination
on the gender ground.All nine
grounds have a relevance to
carers given the diversity of
people who are carers.The age
ground and the disability ground
have a relevance for those who
need care.

“Implementing Equality for
Carers” is based on a definition
of caring work as “provision of
assistance and support, on an
unpaid basis, to family members,
relatives or friends who need
such care because of disability,
old age or long term illness”.The
preparation and publication of
this report reflects the concern
of the Equality Authority at the
invisibility that currently

surrounds the experience and
situation of carers and at the
exclusion and inequality
experienced by carers.

Four core issues emerge from
this report that are central in
the implementation of equality
for carers.These are:

– the need for a new sharing of
caring between carers and
the state.A key policy
challenge is to address the
residual model of care.The
current role of the state in
relation to family care is
primarily a residual one, with
an expectation that carers
provide care with little state
support.There is a need to
develop a greater role for the
state in relation to the

Foreword
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provision of care services
that are appropriate,
adequate and accessible.

– the need for a new valuing of
caring by individuals,
institutions, local
communities and society.
Carers communicate a strong
consensus that carers and
the caring role are not
adequately valued.This deficit
is identified within income
supports and resources for
carers that are inadequate, in
terms of the voice of carers
being ignored and in carer
experiences of isolation.

– the need to take account of
the diversity of carers and
caring situations in policies
and programmes that impact
on carers.There are wide
variations in the amount and
intensity of caring work
provided by carers. Carers
include women and men who
are wealthy and people who
are not, older people and

younger people including
children, those doing paid
work and those who do not,
people with and without
disabilities, people from all
ethnic backgrounds (including
Travellers), people who are
single and those who are
married or cohabiting and
people of different sexual
orientations.

– the need to pursue equality
for carers in conjunction
with the pursuit of equality
for people with disabilities,
older people and people with
long term illness who need
care. Implementing equality
for carers is based on
promoting independence,
autonomy and choice for
carers and for people who
need care. Particular
emphasis is placed on the
need for an adequate care
infrastructure for older
people and people with
disabilities.

The Equality Authority
convened an advisory
committee to assist in the
preparation of this report.The
committee worked within the
following terms of reference:

– to provide an overview and
an analysis of carers, caring
situations and the policy
context for caring.

– to explore a range of themes
relevant to equality for
carers and identifying issues
in relation to those.

– to make recommendations to
the Equality Authority that
would address the issues
identified and contribute to
equality for carers.

The Equality Authority is
grateful to the members of the
advisory committee for giving
their time and expertise so
generously over the period of
the deliberations of the
committee. It is important to
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note that the report represents
the position of the Equality
Authority and does not
necessarily represent the
position of the organisations
represented on the advisory
committee.

Kevin Cullen of the Work
Research Centre provided
invaluable technical and drafting
support to the committee. His
expertise and thoughtful analysis
was essential to the quality of
the work done by the advisory
committee.Thanks are also due
to Barbara Cashen of the
Equality Authority who has so
professionally managed the
work of organising the advisory
committee and to Amanda Mc
Crudden of the Equality
Authority who provided
secretarial back up to the
committee with such
commitment.

The report sets out a broad
range of recommendations with
the capacity to implement

equality for carers in a manner
that is coherent with the pursuit
of equality for people with
disabilities, older people and
people with long term illness
that need care.The Equality
Authority looks forward to a
positive response to these
recommendations and is ready
to support those responsible in
their implementation.

Niall Crowley 
C.E.O., Equality Authority



Executive

Summary

The Context

Caring work is defined as the
provision of assistance and
support, on an unpaid basis, to
family members, relatives or
friends who need such care
because of disability, old age or
long term illness.

The analysis in this report
applies an equality lens to the
situation and experience of
carers.This involves a focus on
interlinked dimensions: the
affective, the cultural, the
economic and the political.

The Census of 2002 identified
almost 150,000 carers in
Ireland.Within this group there
are wide variations in the

amount and intensity of caring
work involved. Carers include
women and men, people who
are wealthy, people who are
not, older people, younger
people (including children),
those doing paid work and
those who do not, people with
and without disabilities, people
from all ethnic backgrounds
(including Travellers), people
who are single and those who
are married or cohabiting and
people of different sexual
orientations. It is important to
ensure that policy and provision
that impacts on carers takes
account of this diversity.

A key policy challenge will be to
address the persistence of the
‘residual’ model of care in

Ireland.The role of the state in
relation to family care has been
primarily a residual one, with an
expectation that families
provide care with little state
support.There is a need to
develop a greater role for the
state in relation to the
provision of care services that
are appropriate, adequate and
accessible.

Caring and
Employment

The challenge is to ensure that
those with caring responsibilities
have genuine choices in relation
to caring, employment outside
the home, or a combination of
the two. Some carers want to
continue in full-time or part-

vi • Implementing Equality for Carers
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time paid employment; others
want to take time off and then
return to paid employment later.
Some carers will want to return
to paid employment as soon as
possible; others may not want to
return to paid employment for
some time, or, in the case of
some older carers, perhaps ever.
All of these different situations
need to be supported by labour
market, social protection and
other measures.

Flexibility with security is
required for carers through
employment and social
protection measures.The
concept of flexibility with
security in the labour market
goes far beyond the provision
of minimum safety nets. It is an
approach that recognises that it
is appropriate for people to
move into and out of the
workforce periodically and to
reduce or increase working
hours, whether for parenting,
caring, educational or other
purposes.

An adequate care infrastructure
is central to equality for people
with disabilities and older

people. It is also important for
equality in employment for
carers.Access to home and
community care services that fit
the rhythms of working life is
necessary in this regard.

Flexible work arrangements are
a key practical day to day
requirement for carers in paid
employment. For these to be
provided and availed of,
employers, carers and their co-
workers all need to be aware of
carers’ needs and of how
working arrangements can be
organised to meet them.

The following recommendations
are made:

Recommendation 2.1:

Co-ordinate employment, social
welfare and health policies to
address the employment needs
of carers in an integrated
manner

• The achievement of
employment equality for
carers requires an approach
that supports carers
adequately and appropriately

in whatever ways caring
work and paid employment
intersect for them, whether
taking time out to care,
combining caring work and
paid employment, or
returning to work; this goal
requires a co-ordinated
approach across
employment, income-support
and health and social
services policy.

The Department of Enterprise,
Trade and Employment,
Department of Social and
Family Affairs and Department
of Health and Children should
establish a cross-departmental
Committee to co-ordinate
employment, social welfare and
health policies to address the
needs of carers in relation to
employment in an integrated
manner.

Recommendation 2.2:

Develop an adequate care
infrastructure

• The Department of the
Taoiseach and the social
partners should conclude
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work on the special initiative
on care.Adequate resources
should be made available to
further develop an
infrastructure of care for
children, older people and
people with disabilities that
is adequate, appropriate and
accessible and that meets the
needs of children, of older
people and of people with
disabilities.

Recommendation 2.3:

Identify and name carers as a
specific focus within Irish
development and employment
policy, establish clear targets to
be achieved in this area and
monitor progress towards these
targets

• Department of Finance and
Department of Enterprise,
Trade and Employment should
identify and name additional
measures under the next
National Development Plan to
further develop the inclusion

of carers in the development
strategies set out in the plan.

• Department of the
Taoiseach, Department of
Enterprise,Trade and
Employment and FÁS should
identify and name current
and new measures under the
National Reform Programme
to enhance labour market
access, participation and
progression for carers.

Recommendation 2.4:

Develop a specific initiative on
work-life balance for working
carers

• The National Framework
Committee for Work Life
Balance should develop a
specific initiative to identify
effective work-life balance
solutions for carers in paid
employment.

Recommendation 2.5:

Develop an information
campaign in support of working
carers

• The Equal Opportunities
Framework Committee
should develop an
information campaign
targeting employers, trade
unions and employees to
encourage initiatives to
support a workplace culture
that is positive to carers and
the needs of carers in
relation to flexible working
arrangements and to support
a consciousness among
carers of their rights under
equality legislation.
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Recommendation 2.6:

Develop better support for
part-time working as an
alternative to carers having to
leave employment entirely

• Department of Social and
Family Affairs and
Department of Enterprise,
Trade and Employment
should review the current
restriction of Carer’s Leave
and Carer’s Benefit to those
who (temporarily) stop
working.They should
develop a more flexible
system that allows carers to
opt for part-time working
with a pro rata entitlement
to Carer’s Benefit and
Carer’s Leave.This should
allow carers to take their
leave entitlements in the
form of a reduction to part-
time working and receive
payment of a pro rata
equivalent of Carer’s Benefit.

This more flexible system
should allow for a take up of
Carer’s Leave in more flexible
forms that accommodate and
accompany a wider variety of
flexible working arrangements
and of caring situations.

Recommendation 2.7:

Develop an initiative to
encourage carer participation in
training and employment
programmes

• FÁS should develop
additional initiatives to
encourage carer
participation in return-to-
work programmes.This
should include an assessment
of the design of return-to-
work programmes and of
financial mechanisms to
ensure they are accessible,
relevant and attractive to
carers. Monitoring
arrangements should be
developed to track take up
by, participation by and

outcomes for carers from
these programmes.

Financial Aspects:
Income and Cost of
Care

Access to income is an
important equality issue for
carers.The introduction of the
Carer’s Allowance in 1990 and
the Carer’s Benefit in 2000
reflects a valuable recognition
of the caring role.There is a
need to review and improve
these income supports
alongside initiatives to develop a
more integrated approach to
financial and other supports for
carers.

Access to financial supports
towards the cost of care
services is also an important
equality issue for carers and for
people who need care services.
A number of issues are relevant
in this regard including access
issues to the domiciliary care
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payment and the respite care
grant, issues relating to
significant / longer-term private
care costs and the need for
criteria to be developed on the
circumstances under which the
payment should be made to the
carer, to the person cared for
or to both.

A fully integrated benefits
model will need to include
three strands – income support
for carers who take time out
from or reduce their paid
working hours, a cost-of-care
benefits package and an option
to become a paid carer for the
health and social services.

The following recommendations
are made:

Recommendation 3.1:

Examine the options to
recompense carers more
adequately to reflect the value
of the work they do and the
employment-related income

they may forego

• Department of Social and
Family Affairs should carry
out a review of the levels of
payments to carers including
an examination of the
potential for increasing
carer-related social welfare
payments and linking these
to labour market income
levels.

• Department of Finance
should examine the potential
of individualised and shared
(carer) tax credits within
families / households and the
possibilities for pro-rata
credits that take into
account the hours of work
foregone, to cater for carers
who cannot work in paid
employment and those who
can only work part-time.

• Department of Health and
Children should examine
options of payment for caring
work for those who desire it,
for example, through

employing carers as home
helps or contracting them to
provide care services.

Recommendation 3.2:

Ensure that the proposed
introduction of a costs of care
benefit is based on a full
consideration of the equality
dimensions that arise

• Department of Social and
Family Affairs should ensure
that the spectrum of carer
needs and circumstances in
relation to employment and
income is taken into account
in deciding on the type of
benefits package to
introduce.This initiative
should be based on a clear
analysis and separation of
three elements that are
sometimes in danger of being
confused – cash supports
towards the costs of care,
income support to offset lost
employment income and
ways of paying for caring
work.This initiative should
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include an examination of
who should receive the costs
of care benefit – the carer
and/or the person cared for
and the development of
guidelines on how this
should be decided in any
given context.

Recommendation 3.3:

Remove the potential for
inequity and increase the
flexibility of the Carer’s
Allowance and Carer’s Benefit
payments

• Department of Social and
Family Affairs should assess
the various inequities that
have been pointed to in
relation to Carer’s Allowance
and Carer’s Benefit and
should take the necessary
steps to remove any sources
of inequity as a matter of
urgency.This assessment
should give particular
attention to the potential for
inequity in the current
eligibility criteria (for

example, possible
inconsistencies in the
assessment of the full-time
care and attention
requirement for Carer’s
Allowance and barriers to
access to Carer’s Benefit
because of employment
history and circumstances).

• Department of Social and
Family Affairs should examine
the options and take steps to
increase the flexibility of
carer payments.This should
include examination of
options to extend the
duration of Carer’s Benefit
payment, for pro-rata
payments to carers working
part-time or in other flexible
working arrangements, for
sharing carer payments pro-
rata between two or more
carers, and the possibility to
give full payments to
additional carers where 24-
hour care is needed.

Recommendation 3.4:

Ensure that carers do not suffer
social insurance or state
pension disadvantages because
of periods of caring

• Department of Social and
Family Affairs should examine
the potential for social
insurance or state pension
disadvantage for carers and
ensure that all carers are
treated equitably.This should
include examining the
possibility of changing the
current homemakers
“disregards” to homemakers
“credits” to enable more
carers to qualify for full
contributory pensions.

Recommendation 3.5:

Establish a co-ordinated,
coherent and equitable
approach across policy and
provisions to help with the
financial costs of care for
carers/families
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• Department of the Taoiseach,
in the context of Sustaining
Progress, or any successor
national agreement, should
commission a detailed
economic study to identify
the actual costs of care to
carers that arise in different
circumstances and the extent
to which available financial
supports – tax-based reliefs,
direct financial contributions
and in-kind public services
(particularly for medical card
holders) – result in equity for
all carers.The results of the
study should be used as a
basis for the development of
a co-ordinated, coherent and
equitable approach to the
provision of assistance with
the financial costs of care.

Recommendation 3.6:

Remove the various inequities
in the financial supports for
carers linked to marital status
and gender

• Department of Finance
should review the Home
Carer Tax Credit and
examine how to provide
financial supports directly to
carers.

• Department of Social and
Family Affairs should examine
and take action in relation to
the possibility of
individualising the means-
testing for Carer’s
Allowance.

• Department of Social and
Family affairs and
Department of Finance
should ensure that carers are
included as a specific group
whose needs must be
addressed in the context of
removing the current
inconsistencies under the tax
and social welfare codes in
the treatment of married and
cohabiting partners
(including same sex
partners).

Health and Social Care
Services

The availability and accessibility
of appropriate health and social
care services is a crucial issue
for carers and for people with
disabilities and older people
who need care. Both services
directed towards carers
themselves and towards those
that they care for are of central
importance.The objective is to
attain maximum independence
and quality of life for carers and
those they care for.

The traditional and current
approach to the state’s
responsibility and contribution
to caring is a residual one,
where services are often not
provided if a family carer is
deemed to be available. Despite
recent improvements,
community care services are
under-resourced.They do not
meet demand and do not meet
policy objectives to support
people living independently at
home.Available services
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generally lack a statutory basis
and the link between eligibility
and entitlement is unclear.
There is a lack of uniform
needs assessment or care
standards. Criteria for accessing
services are not transparent or
consistently applied.

Although supporting carers is a
bedrock of the residual
approach to sharing care
between the family and the
state, carers are not yet
formally recognised as a group
needing health and social
services to address their own
specific needs. Unlike the UK,
there is no statutory basis for
needs assessment and carers
support in Ireland.

The following recommendations
are made:

Recommendation 4.1:

Increase the availability and
flexibility of home and
community care services to

meet the needs of people with
disabilities and older people
who need care and of carers

• Department of Health and
Children and Health Service
Executive (HSE) should
ensure full implementation of
the National Health Strategy,
especially those elements
aimed at enhancing
community care services.

• HSE Service Plans should
allocate the resources to
develop home and
community health and social
care services to meet the
needs of people with
disabilities and older people
who need care and of carers.
This should include increased
investment in home and
community care services and
rapid nation-wide rollout of
the home care subvention.

• HSE should ensure that, with
the introduction of a home
care subvention and possibly
an integrated benefit package

for carers, following
consultation on the Mercer
Report, there are public
services available to give real
choice between in-kind
public services and cash
support towards the
purchase of private services,
especially to those eligible
for public services.

• HSE should increase the
flexibility of home and
community care services to
cater for the diversity of
carers and caring situations
including carers who are in
paid employment and to
cater for the diversity of
needs of people with
disabilities and older people.

Recommendation 4.2:

Remove the current inequalities
in access to key publicly
provided home and community
health and social care services

• Department of Health and
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Children and Health Service
Executive should remove the
current discretionary
element in core services
such as home help, day care,
respite care and assistive
technology, and ensure that
the same levels of service
are available in all parts of
the country. Entitlement to
these services should be put
on a statutory footing.

This should include an
examination of the current age
access to services, and age-
related inequities particularly in
the context of the Equal Status
Acts.

This should also ensure that
service delivery decisions are
gender-proofed.

Recommendation 4.3:

Ensure that carers, carer
organisations and organisations
representing older people and
people with disabilities

participate in shaping the
overall health care agenda and
the ongoing reform process

• The Department of Health
and Children should ensure
there is a focus on the
participation of groups
experiencing inequality in
shaping the health reform
process and in operating a
reformed health sector.

Carer organisations and
organisations representing
people with disabilities and
older people should be involved
in the participatory mechanisms
developed.

Recommendation 4.4:

Develop services and supports
that directly address carers’
own needs

• Department of Health and
Children and Health Service
Executive (HSE) should give
carers an entitlement to
needs assessment in their
own right, addressing their

health needs, their needs for
supports with other aspects
of caring, and their
circumstances, preferences
and aspirations in relation to
employment, education and
training, and wider social
participation.

• HSE should develop a carer
needs assessment protocol
for the various services that
come into regular contact
with carers, including GPs,
public health nurses, other
primary care team members
and hospital staff.

• HSE should define a key
worker function to support
carers on a case-by-case
basis, and should recruit
more community social
workers to fulfil this
coordination and
management function.
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Recommendation 4.5:

Provide further increases in the
amount and flexibility of respite
care

• Department of Health and
Children and Health Service
Executive should increase
publicly provided respite
care overall and should
substantially increase the
amount of respite available
to each individual carer.

This should include provision of
respite care in flexible ways, to
meet the varied needs of carers
and those they care for, based
on a review of the current
concept and resourcing of
respite care in the light of
carers’ diverse needs and an
examination of how to provide
the regular (day-to-day or
week-to-week) respite care
supports that carers need.

Recommendation 4.6:

Assess the impacts of caring on
carers’ health 

• Health Promotion Unit
should conduct research on
the impact of caring on
carers’ health and develop
appropriate responses on
foot of the research findings.

Recommendation 4.7:

Provide awareness-raising,
information and training on
carers and their needs for all
relevant health and social
service professionals 

• Department of Health and
Children, Health Promotion
Unit, Health Service
Executive and carer
organisations should develop
the materials for a training
programme to build an
awareness and a knowledge
base on carers and their
needs among health and
social service professionals.

• HSE areas to deliver the
programme within their
areas.

Recommendation 4.8:

Increase the level of support for
carer organisations

• Health Service Executive
should increase resources
allocated to carer
organisations to expand their
services and supports for
carers.This should include
further resources for the
provision of information,
advocacy and training and
education of carers in
relation to their caring role.

Recommendation 4.9:

Give enhanced priority and
resources to services
supporting independence

• Department of Environment,
Heritage and Local
Government should increase
the availability and access to
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the Disabled Persons Grant
Scheme.

• Health Service Executive
should develop assistive
technology services in line
with international good
practice.

Recommendation 4.10:

Establish, regulate and monitor
quality standards in home and
community care services

• Health Information and
Quality Authority should
implement an appropriate
regulatory framework for
home and community care
services.This should establish
standards and quality in
public and private care
services.

• Department of Health and
Children to examine issues
in relation to access to
public and private care
options, and whether and

how the further
development of private
supply might be stimulated
without resulting in further
drains on resources for
public services.

Social Participation,
Personal Development,
Lifelong Learning

There has been very little direct
research on the implications of
caring for social participation,
personal development or
lifelong learning. Some early
studies found that many carers
reported caring had affected
their social life to some degree,
being less able to leave the
house or go out in the evening
and being too tired for social
activity. One quarter of carers
reported negative impacts on
their family life, including
activities and relationships with
their partners or children. Such
situations are detrimental to
the carer and to people with
disabilities or older people who

need care.Any potential for
equality for carers is diminished
as is any potential for equality
for the people with disabilities
or older people who need care.

The census identified almost
3000 carers aged 15 to 17.The
majority of young carers
identified in the census were
providing between 1 and 14
hours of care per week. 557
were doing 15 or more hours
weekly, with 207 providing 43
or more hours.This is an
undesirable situation and needs
to be addressed with urgency.

There is a general lack of policy
attention and support for
carers’ needs in relation to
social participation, personal
development and lifelong
learning. Greater visibility and
higher priority for carers within
targeted and mainstream
services is necessary.

The following recommendations
are made:
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Recommendation 5.1:

Develop and include a focus on
carers within administrative
data and equality and social
statistics

• Department of the Taoiseach
should include a focus on
carers within the Equality
and Social Statistics Data
Strategy.

• Central Statistics Office
should produce a report on
carers in Ireland, similar to
the report prepared on men
and women in Ireland.

Recommendation 5.2:

Address the needs of young
carers as a matter of urgency

• Health Service Executive
(HSE) should conduct
specific research on the
circumstances and needs of
young carers.

• HSE Family Support Units
should implement

mechanisms to identify
young carers and develop
social service family
interventions to meet young
carers’ rights and needs.

Department of Education and
Science should provide services
and supports to ensure young
carers have the same
educational and social
opportunities and levels of
participation and outcome as
their peers.

Recommendation 5.3:

Ensure that carers’ needs are
addressed in access to all levels
of education, training and
lifelong learning

• Department of Education
and Science should review
and assess the capacity of
current provision to meet
carers’ needs in access to all
levels of
education/training/lifelong
learning, and should develop
further policy found to be

necessary in this area
including allocating
appropriate responsibilities
to the VECs, third level
educational establishments,
and all other relevant
players.

• Department of Education
and Science, the Vocational
Education Committees and
other relevant educational
establishments should ensure
that carers are further
targeted as a group in
lifelong learning provision,
including adult education and
return to work training, and
that information about
available opportunities
reaches all carers. Lifelong
learning opportunities should
meet the time and place
constraints of carers; and
new opportunities and
flexibilities offered by
distance, home-based and
eLearning should be fully
exploited.
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Recommendation 5.4:

Support access for carers to
higher and further education
and training provision

• The Equality Authority
should engage with the
National Qualifications
Authority of Ireland and
implementing bodies in
higher and further education
to examine how best to
address the requirements for
flexibility and modularity to
accommodate the needs of
carers in higher and further
education and training
provision, and the need to
recognise the skills
accumulated by carers
through their caring work in
terms of credits for prior
and experiential learning.

Recommendation 5.5:

Remove administrative and
financial barriers to the
participation of carers in

education, training and lifelong
learning

• Department of Social and
Family Affairs should remove
the barriers to carers’
participation in education or
training posed by the “10-
hours per week” limit for
those in receipt of Carer’s
Allowance or Carer’s
Benefit.

• Department of Education
and Science and FÁS should
ensure that the full range of
financial incentives to
participation in training, such
as training allowances and
bonuses, are available to
carers and in courses that
are availed of by carers.

Recommendation 5.6:

Recognise the role played by
carer organisations in providing
education and training for
carers and resource them
appropriately

• Funding agencies such as
FÁS,VEC,ADM and others
should provide increased
resources to enable carer
organisations to expand the
valuable contribution they
are making in providing
education and training
opportunities for carers.

Recognition and Status

Recognition, status and value
flow first and foremost from
the carer and how they view
their own caring role and work.
It also flows from the person
who is being cared for, the
carers’ family and the attitudes
of family members.The place
and standing of caring within
the wider culture of the local
community and within society is
another important source of
recognition.

A consultation conference was
organised with nearly one
hundred carers and carers
organisation representatives as
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part of the preparation of this
report.A strong consensus was
evident that carers and the
caring role are not adequately
valued.This deficit was
identified in inadequate income
supports and resources for
carers, in ignoring the voice of
carers and in experiences of
isolation.

The following recommendations
are made:

Recommendation 6.1:

The implementation of this
report would secure a new
status for carers and caring.

• Government departments,
state agencies and the social
partners should ensure a
formal response to the
recommendations in this
report to stimulate and
support their effective
implementation. Such a
response could be developed
through the institutions

established for social
partnership.

Recommendation 6.2:

Develop the focus on nurturing
and caring within the school
curriculum

• The Department of
Education and Science and
the National Council for
Curriculum and assessment
should review the current
focus on caring and
nurturing in all schools and
should develop further
initiatives in this area.This
would involve curriculum
change and change in school
practice.

Recommendation 6.3:

The media to contribute to a
new visibility for carers and a
new valuing of caring and caring
roles through the media

• Media organisations, the
Broadcasting Commission,

the proposed press council
and the National Union of
Journalists should put in
place and implement equality
and diversity policies that
include a focus on carers.

Recommendation 6.4:

Equality proofing to support a
new inclusion for carers in all
policies and programmes and to
ensure they are adjusted to
take account of carer needs and
situations

• Government departments
and state agencies should
support and implement
equality proofing of policies
and programmes which
should include a specific
focus on carers.This should
be driven by the Department
of Justice, Equality and Law
Reform and the Equality
Authority through the
Equality Proofing Working
Group.
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Recommendation 6.5:

Equality and diversity training 

• All government departments,
state agencies and
professional bodies should
implement equality and
diversity training as part of
staff training or professional
development programmes.
This training should include a
focus on carers and caring.
This training should support
an interaction between
professionals and statutory
service providers and carers
marked by respect,
understanding and esteem
and it should support a
better visibility and inclusion
for carers in mainstream
policies and programmes.

Recommendation 6.6:

Modify the definition of carers
in the equality legislation

• The Department of Justice,
Equality and Law Reform
should review and change the

definition of carers under the
family status ground in the
equality legislation.The new
definition should encompass
the full diversity of carers,
resident and non-resident
and providing continuing or
intermittent care. It should
reflect and support models
of shared caring alongside
any focus on a primary carer.

Recommendation 6.7:

Further develop the equality
legislation to ensure adequate
attention to carers’ needs in
employment and access to
services

• The Department of Justice,
Equality and Law Reform
should further develop the
Employment Equality Acts
and the Equal Status Acts to
include:

– positive duty on the public
sector to have due regard to
equality;

– a requirement on all
employers and service
providers to make
reasonable accommodation
across all grounds, including
carers, as is currently the
situation with the disability
ground;

– a requirement on all
employers and service
providers to pursue a
planned and systematic
approach to promoting
equality and combating
discrimination;

– a requirement on all
employers to give due
consideration to the flexible
working arrangements
requested by employees who
have caring responsibilities.

Participation

Participation by carers and
carer organisations in decision
making that impacts on them is
an important dimension to any
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strategy seeking to implement
equality for carers.This
participation is important in:

– identifying the needs of
individual carers and
establishing how best to
meet these needs,

– identifying and articulating
the needs and interests of
carers as a group and
negotiating change in policy,
provision and practice on the
basis of these shared needs
and interests,

– making information available
to policy makers and other
decision makers to enhance
the quality of their work and
its capacity to be relevant to,
and to benefit, carers.The
following recommendations
are made:

Recommendation 7.1:

Develop carer participation in
health service consumer fora

• The Health Service Executive
should develop carer
consumer fora in all areas
that have replaced Health
Board areas.These carers
consumer fora should
include a diversity of carers
and carer organisations.The
fora should empower and
enable carers and should
have the capacity to secure
implementation of changes
agreed in these fora.

Recommendation 7.2:

Develop carer participation in
local governance structures

• Local authorities and City
and County Development
Boards should support the
participation of carer
organisations in their
participatory structures.
Carer organisations should
be resourced to participate
to good effect in these
structures. Carers and caring
should be identified as a

specific focus for the work
of these participatory
structures.

Recommendation 7.3:

Ensure that carer organisations
are included in the National
Networks Programme and in
the Community Development
Programme

• The Department of
Community, Rural and
Gaeltacht Affairs should
target carer organisations for
inclusion in national network
programmes and local carer
organisations for inclusion in
its Community Development
Programme.These
programmes should support
the further development of
local carer organisations in
articulating carers’ needs in
supporting their participation
in local social, cultural and
economic developments and
in providing an advocacy
service for individual carers.
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Recommendation 7.4:

Ensure a focus on carers in all
local development activities

• Area Development
Management and the
Department of Community,
Rural and Gaeltacht Affairs
should secure a focus on and
an inclusion of carers in the
work of RAPID, CLÁR,
LEADER companies and the
area based partnerships.

Recommendation 7.5:

Develop a focus on carers in
advocacy supports

• Comhairle should develop a
focus on carers and carer
organisations in expanding
advocacy services.

Recommendation 7.6:

Address carers and their needs
in the NAP/inclusion and in its
implementation and further
development

• The Office for Social
Inclusion and the
Department of Social and
Family Affairs should engage
with carers and carer
organisations in
implementing and further
developing the National
Action Plan on Social
Inclusion (NAP/inclusion).
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1.1 This report focuses on
carers and caring work. It
examines the situation and
experience of carers from
an equality perspective. It
makes recommendations
for change in a broad
range of policy and
practice areas.The Equality
Authority convened an
Advisory Committee to
assist in the preparation of
this report.The Advisory
Committee was made up
of carer organisations,
Government
Departments, statutory
agencies, social partners
and organisations
representing people with
disabilities, older people
and women (see appendix
1 for membership).

1.2 The Equality Authority has
a broad mandate to
combat discrimination and
promote equality of
opportunity in the areas
covered by the equality
legislation.The
Employment Equality Acts
1998 and 2004 prohibit
discrimination in the
workplace and the Equal
Status Acts 2000 to 2004
prohibit discrimination in
the provision of goods and
services, education and
accommodation.The Acts
cover the nine grounds of
gender, marital status,
family status, age, disability,
sexual orientation, race,
religion and membership
of the Traveller community.
The family status ground

in the equality legislation
covers some people with
caring responsibilities.The
gender ground is also
particularly relevant to
carers as discrimination
against those with caring
responsibilities could
involve indirect
discrimination on the
gender ground.All nine
grounds have a relevance
to carers given the
diversity of people who
are carers.The age and
disability grounds have a
relevance for people who
need care because of
disability, old age or long
term illness.

Chapter 1

The Context
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The functions of the
Equality Authority include
the provision of
information on the
Employment Equality Acts,
the Equal Status Acts, the
Maternity Protection Acts,
the Adoptive Leave Act
and the Parental Leave
Act; to monitor and keep
under review the
Employment Equality Acts
and the Equal Status Acts
and to make
recommendations to the
Minister for Justice,
Equality and Law Reform
for change; and to
promote equality of
opportunity and combat
discrimination in the areas
covered by the
Employment Equality Acts
and the Equal Status Acts.
The powers afforded to
the Equality Authority to
carry out these functions

include: to conduct
equality reviews and action
plans, to prepare codes of
practice, to conduct
inquiries, to provide legal
assistance to claimants
under the Employment
Equality Acts and Equal
Status Acts at its
discretion in accordance
with criteria established by
the Board, to take cases in
its own name in certain
circumstances, to conduct
research and to convene
advisory committees.

1.3 The terms ‘carer’ and
‘caring work’ can be used
differently in different
contexts. For the purposes
of this report, ‘caring
work’ is defined as: the
provision of assistance and
support, on an unpaid
basis, to family members,
relatives or friends who
need such care because of

disability, old age or long-
term illness.

1.4 Throughout the report,
“family” is understood in
terms of the United
Nations definition, adopted
for the International Year of
the Family, 19941.This
definition of family includes
people who are married,
couples who are cohabiting,
same sex partners, single
parents and should include
people acting in loco
parentis.

1.5 The focus is on care
provided by family (broadly
defined following the UN
definition), friends and
neighbours.The reference
to “unpaid” support is not
to exclude carers in receipt
of care-related payments
such as Carer’s Allowance
and Carer’s Benefit, who

1 “Any combination of two or more persons who are bound together by ties of mutual consent, birth and/or adoption or placement and who,
together, assume responsibility for, inter alia, the care and maintenance of group members, the addition of new members through procreation or
adoption, the socialisation of children and the social control of members.”
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are included within the
scope of this report, but
rather to indicate that
equality issues for paid
personnel employed in
organised care services are
outside the scope of the
report. Unpaid care by
voluntary organisations is
also outside the scope of
the report.

1.6 The issue of childcare is
not the focus of this report
although the analysis and
recommendations aim to
be coherent with the
childcare agenda, whilst
giving due regard to both
the similarities and the
differences between caring
work and childcare. In
addition, the report
recognises that many
carers, especially women
carers, also have childcare
responsibilities and have to
cope with multiple
responsibilities.

It is important to note a
key difference between
caring work and childcare.
While there are financial
maintenance obligations
there are no legal
obligations on a person to
care for another adult.The
carer is providing services
that they are not legally
required to provide.There
is a voluntary dimension
to the role of carer that is
different to other caring
situations.

1.1 Importance of the
Caring Issue

1.7 There are compelling
reasons to give a high
priority to the caring issue
at this point in the
development of Irish
society and to bring an
equality perspective to bear
on carers and caring work.

1.8 Part of the importance
derives from the fact that

caring is something that
touches almost everyone
at some point in their
lives. More than half of us
will have caring
responsibilities at some
stage of our lives and
almost everyone will
experience caring at some
point, whether as carers,
care recipients or both.

1.9 Caring work also has a
major economic
significance. Carers make a
large economic
contribution through the
many hours of unpaid
caring work they provide.
On the other hand, there
are losses for the
economy when caring
work results in barriers to
participation in paid
employment.

1.10 Caring can be an
important expression of
familial, intergenerational
and social bonds and
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relationships.When caring
responsibilities are shared
and carers are properly
supported, caring work is
something that can be
enhancing for both the
carer and those they care
for.When responsibilities
are not shared and carers
are not properly
supported then the costs
for carers and those that
they care for can be high.

1.11 There is evidence that
caring responsibilities are
often not shared equally
within families. Quite often
the responsibility for an
elderly parent or relative
has tended to fall on one
person, usually a daughter
or other female relative,
because they are perceived
to be "available".This may
be because they live closer
to the dependant person,
are not employed (perhaps
because of young children)
or their work seems to be

of less significance.A false
assumption that caring
work is “women’s work”
can also shape decisions
made in this regard. False
stereotypes of women as
natural or better carers
can also shape these
decisions.

1.12 Some people have no
choice but to become full-
time carers and others
may not be able to
become a carer, even
though they might like to,
because of financial
pressures and the need to
earn an income. Many
people’s circumstances fall
somewhere between these
two extremes, with
varying degrees of
freedom and choice and
with varying costs
associated with their
choices.The availability and
accessibility of public care
services, of financial
supports towards the

costs of care, of access to
working arrangements that
provide work-life balance
for carers, and of income
supports to counter lost
labour market
opportunities are key
factors in the freedom and
choice open to carers.

The issue of choice must
also be viewed from the
perspective of people with
disabilities and older people
who need care.The
availability of alternative
public care services can
facilitate independence for
people with disabilities and
older people.These
services and other public
supports can enable
autonomy and choice for
people with disabilities and
older people.

1.13 The challenge for public
policy and for society as a
whole is to give real
recognition to carers and
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to the caring work that
they do, to enable a sharing
of caring responsibilities
within the family where this
is possible and preferred
and between the carer and
the state, to properly
support carers, to ensure
that carers have equality as
regards life choices and
outcomes, and to maximise
the independence and
autonomy of older people
and people with disabilities
who need care.This
challenge is a critical one
today in the face of rising
employment rates amongst
women and the increasing
necessity of two incomes
for families and will
increase in importance with
the ageing of the population
over the coming decades.

1.2 The Equality Lens

1.14 The analysis in this report
applies an equality lens to
the situation and

experience of carers in
Ireland for the first time,
with a view to promoting
equality for carers.This
involves a focus on four
interlinked dimensions: the
affective, the cultural, the
economic and the political.

The affective dimension

1.15 The affective dimension
concerns access to
relationships of love, care
and solidarity. Here the
equality objectives are to
enable people to develop
their full emotional
potential, to provide
support and care to
others and to have access
to caring relationships,
particularly when
vulnerable.

1.16 In addressing this aspect it
is important to recognise
that dependence and
interdependence are
integral parts of being
human. Dependence is a

feature of childhood and
can be a feature of old
age, severe impairment or
illness. How the
institutions of the state
and society as a whole
respond to and support
these situations has
profound implications for
equality for carers and for
the interdependence and
independence of both the
carer and the person
cared for.

1.17 A coherent and
appropriate equality
agenda must deal with the
rights and interests of
both carers and those for
whom they care.This
includes carers’ rights to
have their own lives and
the right of those being
cared for to participate in
decisions about their own
care.
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The cultural dimension

1.18 In the cultural domain the
promotion of equality is
about status and social
ranking systems and the
recognition of and respect
for people with different
identities, experiences and
situations.

1.19 The perceptions held
about and the status
accorded to caring work
and the caring role are
fundamental to equality
objectives for carers. For
individual carers, these
perceptions influence how
people feel about
themselves and their
caring relationships and
how they cope with the
challenges posed by caring
work.At a societal level,
these perceptions affect
the social and often the
economic status of carers
and they influence policy
orientation and public
supports.

The economic dimension

1.20 The economic domain
concerns access to and
distribution of resources,
including carers’ access to
jobs, income, education,
health and
accommodation.These are
fundamentally important
to the quality of life and
the choices open to
carers.

1.21 Societies differ in how
they expect or support
carers to balance caring
responsibilities with other
aspects of their lives such
as paid employment or
lifelong learning. Individual
carers also differ in their
expectations and
preferences in this regard.

1.22 The extent to which
public supports ensure
people with caring
responsibilities have real
choices in this economic
dimension is central to

achieving equality for
carers.This includes
practical supports to the
carer and to the person
who needs care and
financial supports to
minimise the
consequences of caring
work for the income of
carers, their families and
people who need care.

The political dimension

1.23 The political domain
concerns access to
representation and to
participation in decision-
making. Carers and their
organisations must be
involved in decision-
making processes, shaping
institutions that impact on
them and contributing to
policies, programmes and
practices that affect them.
Resources, training and
practical supports will
allow carers and carer
organisations to 
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participate effectively in
such decision making.

1.3 Diversity and
Change

1.24 The Census of 2002
identified almost 150,000
carers in Ireland.Within
this group there are wide
variations in the amount
and intensity of caring
work involved.There are
also wide variations in the
centrality that caring work
occupies in people’s lives
and in its implications for
family life, relationships,
paid employment and
social participation.Apart
from this, there are many
other aspects of diversity
amongst carers in Ireland.

1.25 Carers include women and
men, people who are
wealthy and people who
are not, older people and
younger people (including
children), those doing paid

work and those who do
not, people with and
without disabilities, people
from all ethnic
backgrounds (including
Travellers), people who are
single and those who are
married or cohabiting and
people of different sexual
orientations.

1.26 Until recently, much of the
policy focus and discourse
on carers in Ireland has
been on those who are
sometimes referred to as
"carers in the home" or
“full-time carers”.These
are carers who, through
choice or necessity,
commit so much time and
effort to caring work that
it precludes active
engagement in other roles,
such as paid employment.
Their needs must continue
to have a high priority in
policies and programmes
for carers. However it is
also important for policies

and programmes to take
into account the full
diversity of carers and
caring situations.

A snapshot of caring in Ireland

• More than half of Irish
people will experience some
caring responsibilities during
their lifetime.

• According to the 2002
Census, almost 150,000
people currently provide
care in Ireland (4.8% of
adults).

• Carers are more likely to be
women, but the gender gap
seems to be narrowing.

• Although most carers (57%)
provide 14 hours of care or
less per week, more than
one quarter of carers (27%)
provide 43 or more hours of
care per week.
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• Women are more likely to
provide longer hours, but
many men do this also.

• The “typical” carer is middle
aged, but carers can be very
young and many older
people are carers.

• Caring for a parent or
parent-in-law is most
common, followed by caring
for a spouse/partner and
then by caring for another
relative (including caring for
young or grown-up children
with disability or long term
illness).

• Many carers, especially
women, also look after
children.

• The majority of men carers
of working age were in the
labour force at the time of
the Census, as were more
than half of women carers of
working age; participation
rates of men carers were

higher than for men overall
whereas participation rates
for women carers were a
little lower than for women
overall.

1.27 It must also be recognised
that the changing nature of
Irish society is having
profound implications for
caring and for carers.This
is particularly evident in
the changed employment
status of carers. Data from
the Census of 2002
indicates that more than
half of all Irish carers
define their main socio-
economic role as being in
the labour market, with
most of these currently in
employment and the rest
actively seeking
employment.Almost two-
thirds (64.4%) of carers of
working age at the time of
the Census were engaged
in either full-time or part-
time paid employment.

Gender

1.28 In Ireland, the traditional
idea of a carer was of a
woman not in paid
employment.Although
women are still more
likely to be carers, there
are signs of significant
change. More men are
becoming involved and
many more women carers
are now in paid
employment.

1.29 Nevertheless, considerably
more women than men
are carers in Ireland today
and women carers tend to
provide longer hours of
care per week.The data
from the Census does not
enable a deeper
examination of gender
aspects of the experiences
and consequences of
caring for carers in Ireland.
However, evidence from
other countries such as
Canada highlights
important differences in
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the experiences of men
and women in relation to
caring (Morris, 2001).This
research has found that
more women than men
provide the more
demanding forms of care
and that women carers
experience more health
consequences, more
disruption of everyday life,
more negative impacts on
employment and career,
and greater likelihood of
long-term financial
consequences (Morris,
2001).

1.30 Because it has traditionally
been culturally
constructed as women's
work, there has been a
lack of value accorded to
caring work.The result has
been a low priority for
carers in policy and
resources and an
inadequate infrastructure
to support carers. It is
essential that this situation

is redressed if there is to
be equality for carers in
the modern Ireland and if
the needs of people with
disabilities and older
people for care are to be
effectively and
appropriately met.

Marital status and family status

1.31 According to the Census,
in 2002 there were just
over 110,000 households
in Ireland with one or
more carers. Of these,
8,460 were single person
households, 73,930 were
households comprising a
married couple (with or
without children or other
household members),
4,275 were households of
cohabiting couples (with
or without children or
other household
members), 16,193 were
lone parent households
and the remainder
comprised a variety of
other situations (such as

multiple family units and
non-family households).

1.32 Some lone parent carers
care for one or more
children with a disability or
long-term illness and
others for someone else,
for example, an older
parent. Lone parent
households, especially
those headed by women,
tend to have lower than
average incomes and a
lower likelihood of
employment. Having to
cope alone with the dual
caring and parenting role is
particularly challenging for
lone parents and not
having a paid job means
reduced respite
opportunities. In addition,
limited income reduces the
opportunity to purchase
relief care services.

1.33 Important equality issues
also arise for cohabiting
carers who are not
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married.As discussed later
in this report, being
married or related by
marriage confers financial
advantages over other
relationships in tax-based
supports for carers.

Age

1.34 Many carers are older
people.The Census found
more than 16,000 carers
aged 65 years and older,
representing more than
11% of carers. Older
carers are more likely to
be in poor health or to
have functional limitations
that can make caring work
more difficult.

1.35 At the lower end of the
age spectrum, the Census
identified just fewer than
3,000 carers in the 15-17
years age range. Caring
responsibilities at such a
young age presents a very
serious issue that needs to
be addressed urgently.

1.36 Apart from this, there are
important age-related
anomalies affecting access
to community health and
social services for different
age groups, with particular
disadvantages for those
being cared for who are
between the ages of 18
and 64.This can result in
significant inequalities for
carers of people in this age
range and for the people
who are themselves in this
age range.

Disability

1.37 Many carers are people with
disabilities, with functional
difficulties that are often but
not always associated with
old age.The Census found
that 1,522 people with a
disability who lived alone
were carers, comprising just
under 18% of all those living
alone who were carers.
Many more carers with
disabilities are to be found
in households comprising

older couples only.

1.38 People with disabilities are
less likely to be employed
and more likely to be living
on a low income.They are
less likely to be able to pay
for care or to have an
outlet from caring
responsibilities.

Ethnicity 

1.39 Carers come from a
diverse range of ethnic
groups (including
Travellers).Where an
ethnic group is
disadvantaged in income or
housing, or marginalised or
socially excluded, it is likely
that the need for care will
be greater because of the
well-documented
associations between
disadvantage and ill health.

1.40 The Census of 2002
provided the first data on
caring among different
ethnic groups and
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nationalities in Ireland.This
identified more then 6,000
non-national carers,
comprising more then one-
in-twenty-five of all carers.
These carers are from
diverse parts of the world,
including Europe,Africa,
Asia and the Americas. It is
important to take account
of this cultural diversity
and ensure carers and
people who need care
from minority ethnic
groups do not experience
any inequality in access to
public supports for carers
and caring.

Sexual Orientation

1.41 Many gay and lesbian
people are carers and
public policy and provision
in this area must take their
particular situation,
experience and identity
into account. In addition,
the issues discussed for
cohabiting couples generally
also apply to people in

same-sex relationships.

1.4 The Policy
Challenge

1.42 In all developed societies,
the state provides
assistance to those who
need care or support due
to illness, disability or old
age. In some countries the
state automatically
provides care without any
overt expectation or
obligation placed on family
members. In other
countries, the state’s role is
a more residual one, with
services provided only in
the absence of family care.

The persistence of the “residual”
model of care in Ireland

1.43 The role of the state in
relation to family care has
been primarily a residual
one, with an expectation
that families provide care
with little state support.

This continues to be the
case today, even if there
have been some
improvements in home and
community care services.

1.44 The Social Partnership
Agreement 2003-2005,
Sustaining Progress,
included a Special Initiative
on Care – Children, People
with Disabilities and Older
People. Section 2.6 states:

Existing demands and
future demographic change
present significant
challenges to the
traditional patterns by
which Irish society
supported those in need
of care.A strategic
approach to providing an
infrastructure of care
services should seek to
achieve the proper balance
between the respective
roles of families, the State,
the private sector and
voluntary organisations.
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1.45 The Sustaining Progress
commitment in this area
provides an opportunity to
review the residual role of
the state and to develop a
greater role for the state
in relation to family caring
responsibilities. Hopefully
this report and its
recommendations will give
an effective impetus to the
implementation of this
commitment.

Addressing the diversity of carers

1.46 There have been various
policy developments to
provide support for carers
in Ireland. Equality legislation
includes some carers under
the family status ground.
There are carer-related
social welfare payments –
Carer’s Allowance and
Carer’s Benefit. Carers in
paid employment have
become more visible,
including consideration of
their needs in relation to
work-life balance.There is a

statutory entitlement to
Carer’s Leave for many
carers.Tax-based provisions
include the Home Carer
credit and tax relief to
purchase private care
services.There are current
plans to introduce a nation-
wide home care subvention
scheme, with means-tested
financial support towards
purchasing care services. In
addition, there is an
extensive consultation
underway on the possible
introduction of an
integrated benefit package
to address long-term care
needs.

1.47 These developments
reflect an important
recognition of carers in
policy.They provide a good
platform for the further
progress that is needed.
They draw attention to
the multidimensionality of
the issues for carers,
cutting across many

different policy areas
including health and social
services, employment,
social welfare and taxation.

1.48 One of the main themes in
this report is the need to
review and build on these
developments to ensure
that they meet the needs
of the full diversity of
carers and caring
situations, that they
promote equality for all
carers across the affective,
cultural, economic and
political dimensions and
that they enhance the
independence and
autonomy of people with
disabilities and older
people who need care.

1.5 Structure of the
Report

1.49 This report addresses a
number of key themes, each
addressed in a separate
chapter.
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Chapter 2: Employment

1.50 Chapter 2 considers carers’
access to employment. It is
an established policy
objective to increase
employment across all
segments of the population,
including carers.This chapter
focuses on what is required
to achieve equality for
carers in employment,
including flexibility with
security, work-life balance
and supports for return to
work.

Chapter 3: Income and other
financial aspects of caring

1.51 Chapter 3 considers
income-related and other
financial aspects of caring.
One part of the analysis
examines the income-
related issues for carers.The
other part looks at financial
supports towards the costs
of caring. Both of these
aspects come together in a
discussion of the proposals

to introduce an integrated
benefit package for long-
term care needs.

Chapter 4: Health and social care
services

1.52 Chapter 4 examines issues
around access to health and
social care services.The
chapter explores the
spectrum of home,
community and residential
care and the equality issues
arising from current
provision. It considers issues
in relation to services for
carers and services for
those for whom they care.

Chapter 5: Social participation,
personal development and
lifelong learning

1.53 Chapter 5 explores carers’
access to social
participation, personal
development and lifelong
learning. It identifies
administrative and financial
barriers to access to

education and training and
explores the isolation that
can be experienced by
carers.The chapter also
discusses the particular
situation of young carers.

Chapter 6: Recognition and
status

1.54 Chapter 6 considers the
recognition and status of
carers and caring work. It
examines the legal
situation of carers, the
naming of carers within
policy making and issues of
self recognition for carers.

Chapter 7: Participation and
influence

1.55 Chapter 7 examines carer
participation in decision
making that affects them. It
considers the important
roles played by carer
organisations in this regard
and looks at the further
development of these
roles.
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Chapter 2

Caring and

Employment

2.1 Introduction

2.1 This chapter looks at the
relationships between
caring work and
engagement in paid
employment.The challenge
is to ensure that those
with caring responsibilities
have genuine choices in
relation to caring,
employment outside the
home, or a combination of
the two.

2.2 Some carers want to
continue in full-time or
part-time paid
employment; others want
to take time off and then
return to paid
employment later. Some
carers will want to return

to paid employment as
soon as possible; others
may not want to return to
paid employment for some
time or, in the case of
some older carers,
perhaps ever.All of these
different situations need to
be supported by labour
market, social protection
and other measures.

2.3 For many carers the main
requirement is for
supports to enable paid
employment and caring to
be combined, without
undue costs for their
career or for their health
and well-being from the
strains of combining the
two roles.The
development of an

adequate care
infrastructure for older
people and for people
with disabilities and work-
life balance provisions by
employers have a major
role to play in meeting
carer needs in this regard.
Opportunities for more
flexible movement into
and out of the workforce
are also important for
many carers.

2.2 The Context

2.4 Women have historically
made up the bulk of carers
in Ireland. Until recently, a
large majority of women
carers were not in paid
employment and the
employment rates of
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women carers were
considerably lower than
those of women who
were not carers. In the
1980s, low rates of
participation of women
overall and high
unemployment
compounded the situation
for women carers.

2.5 This changed in the 1990s
with increased
employment possibilities
and encouragement of
women, including carers,
to join the labour force. By
2002 the employment
rates of women and men
carers were about the
same as those of non-
carers.This is not to say
that all employment-
related issues for carers
have now been resolved,
however, and many old
problems remain and new
ones are emerging.

Principal socio-economic status

2.6 People’s relationships to
the world of paid work
can be defined and
measured in various ways.

One frequently used
measure is based on
people’s own assessments
of their “principal socio-
economic status”.This
gives an indication of the
centrality of paid work or
other roles in the person’s
self-perception and in their
life overall.

2.7 Figure 2.1 presents data
from the Census on how
Irish carers defined their
principal socio-economic
status in 2002. Slightly
below 60% of working age
carers gave “at work” as
their principal status, a
percentage just a little
lower than that for non-
carers. More than three-
quarters of men carers of
working age gave “at
work” or actively seeking
work as their principal
status, compared with just
over half of women carers.
Women of working age
who were carers were a
little less likely to define
themselves as “at work”
(47.4% versus 50.9%) or
actively seeking work

(3.4% versus 4.5%) than
were women of working
age who were not carers,
whereas for men the
reverse was the case.
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Figure 2.1: Principal socioeconomic status of Irish carers 
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Carers in paid employment

2.8 Data on the actual
engagement of carers in
paid employment indicates
that, in reality, somewhat
more carers do some paid
work even if they do not
see this as their principal
status. Figure 2.2 shows
the actual employment
rates of carers from the
Census of 2002, based on
the so-called “ILO”
definition of employment
(which includes all persons

who worked for one hour
or more for payment or
profit in the previous
week, including those who
would have been working
if not for illness, holidays
and so on).

2.9 Overall, almost two-thirds
(64.4%) of carers of
working age reported
doing at least some hours
of paid work in the
previous week, comprising
78% of male carers and

55.9% of female carers.
These employment rates
of carers of working age
are quite similar to those
of the population of
working age overall, with
rates for men carers a
little higher and for
women carers a little
lower than for the
respective populations
overall.The pattern by
age-group is also quite
similar to that of the
population overall, with a
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lower likelihood of
employment amongst 15-
19 year olds (most are in
full-time education) and a
significant drop-off for the
55-64 year age group.

2.10 Figure 2.3 shows the
distribution of hours
worked per week by Irish
carers.Women carers who
are in paid employment
are more likely to work
part-time than men. Just
under 2 in 5 of women

carers in employment
(39.8%) worked less than
30 hours per week in
2002 compared with just
over 1 in 9 of men carers
in employment (11.4%).
For both men and women
carers in employment,
part-time work rates seem
to be higher than for the
workforce as a whole.
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Figure 2.3: Hours worked per week by Irish carers in employment 
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2.11 Overall, 84,740 carers
reported doing some paid
work in the week prior to
the Census in 2002 and
77,385 carers gave “at
work” as their principal
socio-economic status.This
represents about 5% of the
Irish workforce overall.The
proportion of female
workers who are carers is
about half as much again as
for male workers. However,
because there are more
men in the workforce than
women, the absolute

numbers of men and
women carers in paid
employment are quite
similar especially if people
who do just a small number
of hours per week in paid
employment are excluded.

2.12 The prevalence of carers
amongst the workforce
increases with age (except
in the case of the relatively
small number of workers
aged 65 and older), with
the highest rates in the
45-64 age range,

representing about one in
fourteen of the workforce
in that age group overall
and almost one in ten of
the female workforce in
that age range.

2.13 Although directly
comparable data is difficult
to find, the prevalence of
carers in the Irish
workforce would appear
to be lower than in a
number of other countries
(for example, a survey by
the European Foundation
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in 1998 found that about
10% of the overall EU
workforce were carers2).
Part of the explanation
may derive from a younger
population (and hence a
lower need for care) and a
younger workforce (and
hence a lower likelihood
of being a carer) in Ireland.
Lower female employment
rates compared to some
countries, particularly the
Nordic ones, suggests
barriers such as an
inadequate care
infrastructure may also be
an issue.

2.14 Nevertheless, there are
now almost ninety
thousand carers in the
Irish labour force and this
is likely to grow as the
population ages.This is a
sizeable number and their
well-being needs

commensurate attention in
relation to working
conditions, work-life
balance and other work-
related areas.

2.15 In addition, it must be
remembered that these
figures only represent the
numbers of carers at a given
point in time. Over time,
the caring responsibilities of
some workers will cease
whilst other workers will
become carers. Overall,
more than half of Irish
people can expect to
experience some level of
caring responsibilities over
their lifetimes.

2.16 The duration of caring
responsibilities can vary
widely. Four or five years
of caring may be an
“average”, but for some
carers it will be shorter

and for others a lot longer,
even extending over their
entire adult lifetime.

Work-life balance 

2.17 Apart from being a financial
necessity and/or a means of
involvement, expression and
fulfilment, paid work outside
the home can provide a
respite from caring work
and can improve carers’
well-being. If it sustains the
capacity to care, then the
carer having paid
employment could benefit
the person cared for as well.

2.18 Some carers may have to
adjust their paid work or
even change their job
although many can
maintain a standard
working arrangement if
there is sufficient support
and flexibility. However,
combining paid work and

2 See Bielenski et al. (2002) for a description of the survey; the data reported in this chapter is based on analysis of the survey data presented in
Cullen et al. (2004).
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care is often more of a
juggling act than a worked-
out balance and the dual
role can pose a variety of
strains.

2.19 The types of work-life
balance required by carers
depend on the nature and
extent of the caring
responsibilities. One factor
affecting this is the amount
of care that is being
provided.

2.20 Figure 2.4 shows the weekly
hours of care reported by
carers in paid employment
in Ireland.The majority
(66.8%) provide 1-14 hours
per week but about 1 in 6
(17.1%) provide 43 or more
hours. Patterns are very
similar for men and women
who are in employment,
although overall women
carers are a lot more likely
to provide longer hours of
caring work.

2.21 Workers with heavy caring
responsibilities are
especially likely to have
work-life balance issues.
This is not just a matter of
the hours of caring that
are involved but also of the
nature of the caring work
that is required. High
dependency care is likely
to engage a carer’s full
physical and mental
resources and impact on
the energy that a carer can
devote to employment.

2.22 Caring responsibilities also
vary widely in terms of
when the caring inputs are
needed and their
predictability.The evidence
suggests that caring work
can often be quite
unpredictable. Provision
for force majeure leave
may therefore be
especially relevant for
carers. Caring
responsibilities are rarely
planned for; they can

happen overnight and
often carers have to make
quick decisions under
pressure.

Working from home

2.23 Some carers may be
unable to leave the house
for any length of time and
working from home may
be the only option to
combine paid employment
and care. Data from the
European Foundation
survey in 1998 suggest
that carers are, in fact,
somewhat more likely than
non-carers to express a
preference for working
partially or wholly from
home, and also to be
actually working from
home. Nevertheless, most
carers work in the more
conventional manner and
this may often be the
preferred option, given
that going out to one’s job
can facilitate a wider social
interaction for the carer.
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Part-time working

2.24 Part-time working is an
important option for carers
and many women carers in
Ireland are currently
working part-time hours.At
present opportunities for
part-time working vary
across occupations and
income loss and perceived
or actual career implications
can be major barriers for
people in considering these
opportunities.

Keeping in touch when at work

2.25 Many carers do not need to
be with the person they
care for all of the time but
may need to be available or
keep in touch during the
working day to provide
reassurance and to be
contactable when a crisis
arises. For this they need
the opportunity to take
personal phone calls at
work. Some carers may
need their work number to

be designated as the one to
be called in case of
emergency, for example,
where the person they care
for is linked to a social
alarm or other alert system.

2.26 For the future new
technologies such as
webcams may provide new
opportunities, although the
cost implications and
social aspects of these
technologies would need
further exploration.

Figure 2.4: Hours of care per week by working carers 
Source Census, 2002
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2.27 Once alerted to a problem
the carer will need to be
able to respond in an
appropriate manner,
whether from the
workplace or by leaving
work at short notice to
deal with an emergency.
Degrees of freedom to do
this may vary widely
across jobs and employers.

Logistical challenges

2.28 For some carers, the
critical caring inputs may
be regular, such as
preparation for the day,
meal times or dropping
people to and collecting
people from day care. For
other carers, the
responsibilities may be
much more unpredictable.
The spectrum of relevant
workplace flexibilities
therefore needs to include
flexitime, flexiplace,
personalised hours, part-
time working and force
majeure leave provisions.

2.29 Many carers have childcare
responsibilities in addition
to their caring
responsibilities and have to
juggle these different
responsibilities.Women
carers are more likely than
men carers to be in this
situation.

Access to work-life balance and
flexible work arrangements

2.30 There has been very little
research on work-life
balance and flexible work
for carers in Ireland.
Nevertheless, research
commissioned by the
National Framework
Committee for Work Life
Balance (established under
the Sustaining Progress
national agreement)
provides some useful
information on the
availability and take-up of
work-life balance
provisions across the
workforce more generally.
Box 2.1 summarises some
of the key conclusions that

can be drawn from the
research as outlined in the
Off the Treadmill –
Achieving Work/Life
Balance report (National
Framework Committee
for Work Life Balance
Policies, 2003).

Box 2.1: Differential access to and
take-up of work-life balance and
flexible work arrangements

• The Irish public sector has
been more progressive in
work-life balance
arrangements for their
employees.

• Larger organisations are
more likely to provide such
options.

• There are major differences
between men and women as
regards the types of option
sought or taken up.

• Options ostensibly available
in an organisation may, in
practice, be available only to
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certain grades and jobs.

• A long hours culture is
becoming very prevalent and
is linked to a view that
work-life balance is only
feasible for certain groups.

2.31 Extrapolating these findings
to carers in the workforce,
it is likely there are
significant variations in
access to work-life balance
and flexible working
arrangements amongst
carers across the
workforce.Apart from
differences in the provision
of such arrangements
across sectors, jobs and
grades, the Framework
Committee’s research
refers to the differences in
take up between men and
women. Equal if not
greater numbers of men
than women tend to seek
options with no loss of pay
(e.g. flexitime and working

from home). However,
women seeking flexibility
tend to opt for shorter
hours, mainly part-time or
job-sharing and to a lesser
degree term-time working.

Taking time out to care

2.32 Carers generally prefer to
continue in employment
once their caring
responsibilities begin but
some carers may need to
or want to take time out
from work for a period to
provide care for a
dependant.Although many
carers are entitled to
Carer’s Leave and Carer’s
Benefit, take-up seems low
compared to the overall
numbers of carers in paid
employment. Just over 773
carers were receiving
Carer’s Benefit at the end
of October 2005.A
further 2,100 claims that
were previously in
payment have been closed
because the carer has

returned to paid work or
because the person cared
for has died.The desire to
stay at work may be a
major factor in this low
take-up. Other factors
such as the low level of
employment, income
replacement, eligibility
restrictions and lack of
flexibility in the current
Carer’s Benefit
arrangements may also be
important barriers.

Return to work

2.33 Although considerably
more than half of all
working age carers are in
employment there are still
many carers, especially
women carers, who are
not in employment but
who would like to return
to work if the
circumstances were right.
For some carers, their
caring responsibilities may
be the only barrier
although often carers have
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childcare responsibilities as
well. Even when these
responsibilities cease,
having been out of the
workforce for some time
may, in itself, pose barriers
to return to work.

2.34 Training, lifelong learning
and other supports are an
important requirement for
re-entry to the workforce.
Although carers are a
relevant target group for
such services and
supports, many may
experience difficulties in
accessing them because of
their caring responsibilities.
This is an issue that
requires further research.
Chapter 5 of this report
addresses these aspects in
more detail.

2.3 Policy

2.35 At the EU level the
importance of supporting
carers to remain in or

return to work has been
recognised as an
important aspect of labour
market and wider social
policy.This recognition has
not yet been consolidated
into an integrated and
focused approach to guide
and support Member State
activity in this field.
Nevertheless, the need to
support carers has been
clearly identified as an
issue that must be
addressed in Member
States’ actions to increase
employment rates and in
their actions to address
work life balance.

2.36 Labour market policy in
Ireland has undergone
profound change in the
last 10 – 15 years, moving
to shared policies with our
European partners that
aim to substantially
increase participation and
employment rates overall.
The old model

discouraged or at least did
not encourage women
with children, women
working in the home or
those at the older end of
the working age range to
take a job.The new model
encourages high
participation rates for all.

It also encourages extending of
working life and higher
employment rates among
people with disabilities.

2.37 There is growing
recognition of carers as an
under-utilised potential
labour supply in a context
of economic growth and a
tight labour market. Policy
documents and targeting
of carers in return-to
work programmes and
initiatives in relation to
work-life balance reflect
this.There have been a
number of employment
related policy
developments that
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specifically identify carers,
including the Employment
Equality legislation, Carer’s
Leave and Carer’s Benefit,
and the Special Initiative
on Care under the
Sustaining Progress
national agreement.

Employment Equality Acts

2.38 The Employment Equality
Acts 1998 and 2004
prohibit discrimination in
the workplace.They cover
nine grounds including a
family status ground that
covers some but not all
carers.The gender ground
is also particularly relevant
to carers as discrimination
against those with caring
responsibilities could
involve indirect
discrimination on the
gender ground.All nine
grounds have a relevance
to carers given the
diversity of people who
are carers.The age ground
and the disability ground

have a relevance for those
who need care.

The Acts define discrimination
as the treatment of a person in
a less favourable way than
another person is, has been or
would be treated in a
comparable situation on any of
the nine grounds which exists,
existed, or may exist in the
future or is imputed to the
person concerned.There are
different types of discrimination
covered including indirect
discrimination and
discrimination by association.
The Acts prohibit sexual
harassment and harassment of
an employee in the workplace
or in the course of
employment.The Acts provide a
valuable protection for some
carers seeking to combine paid
employment and caring.

The Acts also require
employers to take appropriate
measures to enable a person
with disabilities to have access

to employment, to participate
or advance in employment or
to undertake training unless the
measures would impose a
disproportionate burden.The
Acts permit positive action on
all the discriminatory grounds,
including family status, to ensure
“full equality in practice”
between employees.This allows
a broad field of action for
employers to promote equality
for carers in the workplace.The
Acts contain a number of
exemptions.

Carer’s Leave and Carer’s
Benefit

2.39 The Carer’s Leave Act,
2001, entitles an employee
to unpaid leave to provide
full-time care and
attention for a dependant.
The Act applies both to
direct employees and to
those employed through
an agency.The maximum
leave entitlement is 65
weeks and the minimum
13 weeks in respect of any
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one person in need of
care. Leave may be taken
in one continuous period
or several periods, with
the minimum statutory
entitlement being 13
weeks at a time.

2.40 Carer’s Benefit is payable
for up to 65 weeks to a
carer who temporarily
gives up work. It can be
claimed more than once if
a second person needs
care at a different time.

The National Framework
Committee for Work-Life
Balance Policies

2.41 The National Framework
committee for Work-Life
Balance was established
under the Sustaining
Progress national
agreement to support and
facilitate the development
of family friendly policies
at the level of the
enterprise through the
development of a package

of practical measures that
can be applied.The
committee is convened by
the Department of
Enterprise,Trade and
Employment.

2.42 The committee organises
an annual Work-Life
Balance Day, offers
financial assistance to firms
to develop work-life
balance initiatives, funds
consultants to advise
employers on putting in
place work life balance
arrangements, organises
regional information
seminars and manages a
web-site on work-life
balance issues.The Equality
Authority has played a role
in implementing these
various initiatives through
the committee.

2.43 Both the Irish Congress of
Trade Unions (ICTU) and
the Irish Business and
Employers Confederation

(IBEC) have developed
resources with the
support of the committee
to assist members
promote and
operationalise work-life
balance.The committee
has also commissioned
research including the Off
the Treadmill – Achieving
Work Life Balance study
discussed earlier in this
chapter.

2.44 The activities of the
committee have relevance
for carers and provide a
context within which to
develop a more specific
focus on their particular
work life balance needs.

Special Initiative on Care

2.45 The Special Initiative on
Care under the Sustaining
Progress national
agreement reflects a
“strategic approach to the
need to develop an
infrastructure of care in
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Ireland”. It includes
attention to childcare, care
for older people and care
for people with disabilities,
as well as income and
other carer supports. In
2005 the Irish Congress of
Trade Unions has renewed
its commitment to this
aspect with its call for an
Integrated National Care
Initiative (ICTU, 2005).

Return to work

2.46 FÁS is revising its services
for women wishing to
return to work, based on a
recently completed pilot.
This includes a focus on
carers. Expanding the
Workforce is a flexible,
shorter approach, with
facilitation into part-time
employment which is not
provided by the current
Return to Work
programmes.

2.4 Issues

2.47 This section identifies a
number of central issues
to be addressed in
achieving equality for
carers in employment. Box
2.2 lists the main issues.

Box 2.2: Key issues in
employment equality for carers 

• Genuine choices in
relation to caring, paid
employment or a
combination of both.

• Flexibility with security for
carers, through
employment and social
protection.

• An infrastructure of care
to support carers in paid
employment and those
wanting to return to work.

• Enhanced access to
options for work-life
balance for carers.

• Extension of the scope of
the Employment Equality
Acts in relation to the
definition of carers.

Genuine choice

2.48 The first issue concerns
the need to ensure that
carers have genuine
choices in relation to
caring, paid employment
or a combination of the
two. Genuine choice in
relation to caring and paid
employment must
contribute to equality for
carers. If paid employment
is a desired option for
carers, carers need to be
assured of full equality in
practice in the workplace.
This should embrace
equality in access to
employment, in career
progression, in working
conditions and in access to
work-life balance
provisions.
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2.49 If carers are involved in
full-time caring this option
must be respected,
supported and resourced
where it is required.This is
especially important, with
rising numbers at work
and a social protection
model that emphasises
employment. Carers need
adequate supports and
resources to be involved
in full-time caring if
necessary.

2.50 Finally, there is a debate
that caring work should be
recognised as work and
recompensed as such with
an appropriate level of pay.
This is a complex issue
which is addressed in
Chapter 3.

Flexibility with security, through
employment and social
protection measures

2.51 The concept of flexibility
with security in the labour
market goes far beyond

the provision of minimum
safety nets. It is an
approach that recognises
that it is appropriate for
people to move into and
out of the workforce
periodically and to reduce
or increase working hours,
whether for parenting,
caring, educational or
other purposes.To
combine flexibility with
security, social security
systems should provide
financial cover,
employment legislation
should guarantee
appropriate leave and
return to work
entitlements, and human
resource policies should
support career continuity
for people involved in such
movement and change in
their working life.

Carer’s Leave and Carer’s
Benefit

2.52 Carer’s Leave and Carer’s
Benefit are the main

practical provisions to
support carers’ flexibility
with security in
employment.These are
valuable developments that
give practical recognition
and status to carers and
caring work. Some aspects
of these provisions raise
equality issues, however,
and there is a need to
reflect on and review them
in the context of an
overall labour market
strategy that fully
embraces flexibility with
security.

2.53 Carer’s Leave and Carer’s
Benefit are not available to
all. People in insecure or
atypical employment may
not be entitled to Carer’s
Leave.Those who do not
meet social insurance
requirements (e.g. casual
or seasonal workers, or
those on short-term
contracts) are often not
eligible for Carer’s Benefit.
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2.54 The maximum limit of 65
weeks for each person is
often not long enough for
some carers.They do have
the option to apply for
Carer’s Allowance after
the 65 weeks of Carer’s
Benefit has elapsed.
However the requirement
to take blocks of leave
rather than more flexible
leave can also be
unsuitable. Some carers
may prefer reduced
working hours and a pro-
rata benefit payment, or to
take their leave in a
pattern that suits their
caring situation.The
Maternity Protection Acts
offer an interesting model
in this regard with their
provision for breastfeeding
breaks. Expansion of
Carer’s Leave and Carer’s
Benefit to cover more
than one carer is also an
important requirement if
the model of one person
having the main caring

burden is to be replaced
by one that embraces a
sharing of caring
responsibilities.

2.55 Carer’s Benefit is paid at a
slightly higher level than
other social insurance
payments such as disability,
unemployment, health and
safety and injury benefit,
and at a higher level than
social assistance payments,
including Carer’s
Allowance.The benefit is
primarily an income
support payment and not
intended to maintain the
carers’ employment
income during their
absence from work.This
generates a range of
income inequalities for
carers and between carers.
Chapter 3 addresses
income replacement in
more detail, along with
credited social insurance
contributions and
qualifying conditions for
contributory pensions.

Part-time working

2.56 The goal of flexibility with
security in the labour
market must include a
focus on part-time work
as an alternative to a
complete, albeit
temporary, withdrawal
from the workforce for
caring or other reasons.
Part-time work can be a
positive option for carers,
particularly where the
income drop is not too
significant for the carer’s
finances and where there
are no negative career
implications.Access to
part-time working is
important for carers.

2.57 The Protection of
Employees (Part Time
Work) Act of 2001 is
intended to provide
protection for part-time
workers. However, some
of the respondents in the
Framework Committee’s
survey on work-life
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balance saw career
disadvantages when opting
for part-time work.The
Employment Equality Acts
as well as the Protection
of Employees (Part Time
Work) Act 2001 should
provide some protection
against this. In addition, the
fact that pro rata Carer’s
Benefit is not available for
carers who reduce
working hours limits their
options for part-time
work.

2.58 Under Sustaining Progress
the social partners are
nearing completion of a
Code of Practice on
Access to Part-time
Working.This will be
useful but there is also a
need for the Labour
Relations Committee to
undertake studies (in the
context of their role as
allocated under the 2001
Act) to identify obstacles

to access to part-time
work and how they can be
eliminated.The issue of
rights to part-time
working options also
needs to be examined in
the context of the various
legislative provisions now
in place in Ireland.

Barriers to return to work

2.59 There are significant
return-to-work issues for
carers who have been
outside the workforce.
Administrative, financial
and logistical factors often
limit carers’ participation
in education, training and
other return-to-work
programmes.The more
flexible provisions of the
Expanding the Workforce
programme will help to
address some of these
points.The Department of
Social and Family Affairs
also have Back To Work
and Back To Education

Schemes which have been
extended to include carers
who have finished their
caring responsibilities.
Chapter 5 concentrates
on other aspects of this
issue in more detail.

An infrastructure of care to
support caring and employment

2.60 An adequate care
infrastructure is central to
equality for people with
disabilities and older
people. It is also important
for equality in employment
for carers.Access to home
and community care
services that fit the
rhythms of working life is
necessary in this regard.

2.61 European employment
policy3 recognises the need
for affordable, good quality
childcare and other care
services. However, although
the European Union has
set quantitative targets for

3 Including the Lisbon Strategy and the Employment Task Force.
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Member States’ childcare
provisions this approach
does not yet extend to
other care areas.

2.62 It is instructive that
European countries with
the highest employment
rates and greatest equality
for women are those that
have integrated labour
market and health and
social service policies.This
is particularly true for the
Scandinavian countries.
Ireland needs to learn
from these experiences.

2.63 Sustaining Progress
identifies the need for such
an infrastructure of care.
To date, most efforts have
been in developing the
childcare infrastructure
although this still requires
significant further
development.A similar
focus is also required for a
wider infrastructure of
care for older people and
for people with disabilities

and for people with long
term illness.

Options for work-life balance

2.64 Flexible work
arrangements are a key
practical day-to-day
requirement for carers in
paid employment. For
these to be provided and
availed of, employers,
carers and their co-
workers all need to be
aware of carers’ needs and
of how working
arrangements can be
organised to meet them.

2.65 More generally, the
research by the
Framework Committee
for Work Life Balance
Policies suggests that there
is variable provision of
work-life balance working
arrangements across
different sectors and
across different employees
in a given company.Access
to and utilisation of such
working arrangements

varies by occupational
level, job and the nature of
the work.The commercial
needs of the individual
business will also have an
impact, as will the
differences in
circumstances of large
organisations and small
and medium sized
enterprises.Work-life
balance working
arrangements that
accommodate a diversity
of carers and caring
situations across the
whole of the workforce
are an important equality
issue for carers.

2.66 Access to and take-up of
work-life balance options
is typically highly gendered,
and these gender
imbalances apply also to
carers. Often work-life
balance options are seen
as being primarily of
interest and relevance to
women rather than to
men.Women are much
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more likely to take options
that involve lower income
or other downsides, such
as negative career impacts.

2.67 This gender imbalance is
linked to the wider issue
of encouraging better
distribution between
women and men of hours
spent in paid and unpaid
work.At present men do
many more of the total
hours of paid work and
women do a greater part
of the total hours in
unpaid work.A re-balance
would contribute to
greater gender equality
and to better work life
balance.

Employment equality legislation

2.68 The inclusion of carers
under the family status
ground and the relevance
of the other grounds
covered in the
Employment Equality Acts
for carers is valuable in
achieving equality for

carers.There are issues
about the legal definition
of carers, however, in
particular the restriction
of coverage to resident
primary carers. Chapter 6
discusses these and other
aspects of the legislation in
more detail.

2.5 Recommendations

Overarching
recommendations

Recommendation 2.1:

Co-ordinate employment, social
welfare and health policies to
address the employment needs
of carers in an integrated
manner

• The achievement of
employment equality for
carers requires an approach
that supports carers
adequately and appropriately
in whatever ways caring
work and paid employment
intersect for them, whether
taking time out to care,

combining caring work and
paid employment, or
returning to work; this goal
requires a co-ordinated
approach across
employment, income-support
and health and social
services policy.

The Department of
Enterprise,Trade and
Employment, Department of
Social and Family Affairs and
Department of Health and
Children should establish a
cross-departmental
committee to co-ordinate
employment, social welfare
and health policies to
address the needs of carers
in relation to employment in
an integrated manner.

Recommendation 2.2:

Develop an adequate care
infrastructure

• The Department of the
Taoiseach and the social
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partners should conclude
work on the Special Initiative
on Care.Adequate resources
should be made available to
further develop an
infrastructure of care for
children, older people and
people with disabilities that
is adequate, appropriate and
accessible and that meets the
needs of children, of older
people and of people with
disabilities.

Specific Recommendations

Recommendation 2.3:

Identify and name carers as a
specific focus within Irish
development and employment
policy, establish clear targets to
be achieved in this area and
monitor progress towards
these targets

• Department of Finance and
Department of Enterprise,
Trade and Employment
should identify and name
additional measures under

the next National
Development Plan to ensure
the inclusion of carers in the
development strategies set
out in the plan.

• Department of the Taoiseach
Department of Enterprise,
Trade and Employment and
FÁS should identify and
name current and new
measures under the National
Reform Programme to
enhance labour market
access, participation and
progression for carers.

Recommendation 2.4:

Develop a specific initiative on
work-life balance for working
carers

• The National Framework
Committee for Work Life
Balance should develop a
specific initiative to identify
effective work-life balance
solutions for carers in paid
employment.

Recommendation 2.5:

Develop an information
campaign in support of working
carers

• The Equal Opportunities
Framework Committee
should develop an
information campaign
targeting employers, trade
unions and employees to
encourage initiatives to
support a workplace culture
that is positive to carers and
the needs of carers in
relation to flexible working
arrangements and to support
a consciousness among
carers of their rights under
equality legislation.

Recommendation 2.6:

Develop better support for
part-time working as an
alternative to carers having to
leave employment entirely

• Department of Social and
Family Affairs and
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Department of Enterprise,
Trade and Employment
should review the current
restriction of Carer’s Leave
and Carer’s Benefit to those
who (temporarily) stop
working.They should
develop a more flexible
system that allows carers to
opt for part-time working
with a pro-rata entitlement
to Carer’s Benefit and
Carer’s Leave.This should
allow carers to take their
leave entitlements in the
form of a reduction to part-
time working and receive
payment of a pro-rata
equivalent of Carer’s Benefit.

This more flexible system
should also allow for a take
up of Carer’s Leave in more
flexible forms that
accommodate and
accompany a wider variety of
flexible working
arrangements and of caring
situations.

Recommendation 2.7:

Develop an initiative to
encourage carer participation in
training and employment
programmes

• FÁS should develop
additional initiatives to
encourage carer
participation in return-to-
work programmes.This
should include an assessment
of the design of return-to-
work programmes and of
financial mechanisms to
ensure they are accessible,
relevant and attractive to
carers. Monitoring
arrangements should be
developed to track take up
by, participation by and
outcomes for carers from
these programmes.
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3.1 Introduction

3.1 Access to income is an
important equality issue
for carers.The
Government introduced a
social assistance based
income support for full-
time carers (Carer’s
Allowance) in 1990,
followed by a social
insurance payment
(Carer’s Benefit) in 2000.
This reflects valuable
recognition of the caring
role.

3.2 The Carer’s Allowance, in
particular, has been
reviewed and modified
over the years, reflecting a
better understanding of
the needs of carers.This

need for review and
improvement is still on the
agenda, with ongoing
efforts to develop a more
integrated approach to
financial and other
supports for carers and
those that they care for.
This chapter aims to
contribute to this review
process.

3.3 Access to financial
supports towards the
costs of care services is
also an important equality
issue for carers and for
people who need care
services.This chapter
examines this area with a
view to contributing to
the policy deliberations
that are currently on the

agenda in this area.

3.2 The context

The incomes of carers and their
households

3.4 There are no consolidated
data on the incomes of the
148,754 carers identified
in the Census of 2002.
One reason is that carers
are to be found amongst
all socio-economic groups,
with some in paid
employment and others
not. Some carers receive
carer-related payments and
others receive pensions or
other social welfare
payments. Some live in
households with one or
more earners, covering the

Chapter 3

Financial Aspects:

Income and 

Costs of Care
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full range from low to high
earning jobs. Others are in
households where no one
has a job.

3.5 Some carers are single and
some are married or in
cohabiting relationships.
The Census found that
about two-thirds (64%) of
carers were married, a
little more than one-
quarter (27%) were single,
and smaller numbers were

separated / divorced (5%)
or widowed (4%).There is
no available data on the
financial circumstances of
carers in these different
contexts.

3.6 Apart from this, the carers
identified in the Census
reflect a very wide range
in terms of time spent
caring, ranging from 1 to
43 or more hours per
week.This needs to be

considered when analysing
carers’ income needs.

3.7 The Census provides
information on the socio-
economic composition of
carers and, as Figure 3.1
indicates, carers include all
occupational groups and
sectors.Their profile in
terms of different socio-
economic groupings is very
similar to that of the overall
population. Nevertheless,

Figure 3.1 Composition of carers according to socio-economic group 
Source: Census, 2002
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this overall pattern hides
some variations across
these groups in the
likelihood of being a carer, as
Figure 3.2 shows.

Socio-economic status of carers

3.8 People in farming
households and those in
the lower professional
category seem particularly
likely to be carers.Although

there is not much variation
otherwise in the likelihood
of being a carer, the
proportion who provide
longer hours of caring is
lower among women in the
“white-collar” category
than in the other
categories.

3.9 The reasons for these
patterns are not
immediately clear. One

factor may be differences
between social groupings in
attitudes to care provision,
including the perceived or
actual opportunity costs of
being a carer. Other factors
may include a greater need
for care among some
socio-economic groupings
or greater access to
resources to purchase care
services in some socio
economic groupings.
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Carer’s Allowance and Carer’s
Benefit

3.10 The two main income
support payments for
carers – Carer’s Allowance
and Carer’s Benefit – are
paid weekly by the
Department of Social and
Family Affairs.

3.11 Carer's Allowance is a
means tested payment to
full-time carers. It is not
related to employment

history prior to claiming
and there is no limit to its
duration.The maximum
weekly rate is €153.60 for
carers under 66 and
€169.80 for those aged 66
and older, with up to 50%
extra when caring for more
than one person.While
claiming Carer’s Allowance
recipients cannot receive
any of the other main,
social welfare income
maintenance payments.
However, they can receive

other household benefits
(free electricity, natural gas /
bottled gas refill allowance,
free television licence, free
telephone rental allowance)
and a free travel pass.

In October 2005 the
Minister for Social and
Family Affairs stated in the
Dáil that care sharing
situations can now be
accommodated on the
Carer’s Allowance scheme.

Doing more than
10 hrs paid work 

per week (not eligiable
for carer payment)

Not getting
carer payment

(not doing more 
than 10 hrs paid 
work per week)

Getting carer 
payment

34%
52%

14%

Figure 3.3: Income status of carers in 2002
Source:Analysis based data from Census 2002 and from Department of Social and Family Affairs
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This measure allows two
carers who are providing
full-time care on a part-
time basis in an established
pattern to share the
Carer’s Allowance income
support payment and the
annual Respite Care Grant.
Both carers will receive the
Household Benefits package
of Free Schemes.The
scheme also accommodates
the carer who is providing
care on a part time basis,
say on alternate weeks and
where the person cared for
attends a residential
institution every other
week.

3.12 Carer's Benefit, a social
insurance payment for up
to 65 weeks to people
who (temporarily) give up
paid employment to
become a carer, can be
claimed more than once if
caring for a second person
later on.The maximum
weekly rate is €163.70 if

caring for one person and
€245.60 if caring for more
than one person.

3.13 Latest available figures
indicate a total of over
twenty-four thousand
carers in receipt of Carer’s
Allowance and Carer’s
Benefit in mid 2005,
comprising about 16% of
all carers (Table 3.1).This
represents an increase
over the approximately
14% of carers who
received a carer payment
in 2002 (Figure 3.3).

Table 3.1: Numbers receiving the
main payments for carers
(October 2005)

Carer's Allowance 24,796

Carer's Benefit 773
Source: Department of Social and Family
Affairs 

3.14 Carer’s Allowance and
Carer’s Benefit are only
available to people who
are not in paid

employment or, if they are,
do not do more than 10
hours paid work per week.
The Census of 2002
indicated there were
approximately 70,000 such
carers so it appears that
less than one third of
these received support
directly related to their
carer status (Figure 3.3).
One of the main factors is
that many carers not in
employment are not caring
full-time. Many of these
carers could be in receipt
of another income support
payment such as old age
contributory pension.

3.15 Tables 3.2 and 3.3 estimate
the distribution of hours
per day spent caring
across the carer
population. It can be
estimated that about one
third of carers (32.5%)
provide more than 4
hours of care per day
(Table 3.2). Not all of
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these might be considered
full-time but it does
provide an indicative
yardstick. Of these, about
four out of five either
receive a carer social
welfare payment or do
more than 10 hours paid
work per week and are
thus ineligible for such a
payment (Table 3.3).

Table 3.2: Hours of caring per day 

N %

Up to 2 hours per day 84,863 57.1

Over 2 hours but less 
than 4 hours per day 15,409 10.4

Over 4 hours but less 
than 6 hours per day 7,957 5.3

Over 6 hours per day 40,526 27.2

Total 148,745 100.0
Source: Department of Social and Family
Affairs. Hours per day have been estimated
by dividing the hours per week provided in
the Census data by 7.

Table 3.3: Carers doing more
than 4 hours caring per day by
hours of employment and receipt

of carer welfare payments

N %

More than 10 hours paid 
employment per week 15,663 32.3

Receiving carer social 
welfare payment 23,050* 47.5

Not more than 10 hrs 
paid employment and 
not receiving a carer 
payment 9,770 20.2

Total 48,483 100.0
Source: Department of Social and Family
Affairs. Hours per day have been estimated
by dividing the hours per week provided in
the Census data by 7. *2004 data

3.16 Other factors affecting the
take up of the Carer’s
Allowance may include the
fact that the payment is
means-tested or that
carers are receiving other
social welfare payments.
Department of Social and
Family Affairs data
indicates that of the
Carer’s Allowance claims
refused in 2003, 67% were
because the care recipient

did not need full-time care
or the carer was not
providing it and 12% were
because the applicant’s
means exceeded the limit.

3.17 As regards income
thresholds, the means test
for the Carer’s Allowance
is more generous
compared to other social
assistance payments. It
operates on a sliding scale
– for example, the
maximum rate of Carer’s
Allowance is paid in the
case of a couple with two
children where earnings
do not exceed €30,700
per annum and a minimum
rate (plus free schemes
and other benefits for
carers) is payable where
earnings are between this
and €49,200 per annum.
However, as the Carer’s
Allowance and Carer’s
Benefit are less than one
third of average weekly
earnings, individuals and



households solely
dependent on such
payments may be living in
poverty.

Domiciliary Care Allowance

3.18 Carers may also be eligible
for the Domiciliary Care
Allowance.The Health
Service Executive Areas
pay this to carers of
children aged 2-16 who
need substantial care at
home. Means testing does
not apply except to the
child’s income (e.g. where
a child has received large
insurance compensation).
The current rate is
€225.20 per month per
child and there are no
restrictions on the
numbers of eligible
children. Currently about
10,000 carers receive this
allowance.

Home Carer Tax Credit

3.19 There is also a relatively

small tax credit, the Home
Carer’s Tax Credit that
may be claimed where one
partner stays at home to
care for a dependant.This
payment is also available to
stay at home parents and
there is no breakdown of
the numbers of claimants
who are carers as
opposed to parents.

Costs of care

3.20 Apart from the costs to
carers through loss of
employment earnings,
pension entitlements and
so on, there can also be
costs associated with
caring itself, including
additional daily living costs
and costs of purchasing
medical and social care
services.

Additional day-to-day costs that
arise from caring

3.21 Various additional day-to-
day costs can arise for

carers and their
households; for example,
transportation, purchasing
assistive technology,
additional heating, special
dietary requirements and
so on.

3.22 There is no reliable Irish
data on how much carers
and their households
spend on such additional
costs, how this varies
across households or the
extent of the cost as a
proportion of household
income. However, research
on the additional day-to-
day costs associated with
disability provides a
yardstick of the scale of
additional cost that might
accrue, although a more
precise calculation would
require information on
how these costs are
allocated between carers
and those for whom they
care.A recent National
Disability Authority study
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(NDA, 2004) estimated a
benchmark figure of €40-
50 per week, but with
substantial variations
above and below this
depending on the nature
and severity of the
disability.

Costs of care services 

3.23 Care service costs arise
when carers, despite the
absence of any legal
obligation, contribute
some or all of the costs of
medical and social care for
those that they care for.
These may include medical
consultation and
treatment, medication,
home care and residential
care.There is no reliable
Irish data on the overall
extent of such costs or
how they are distributed
among carers, those they
care for and other
members of their
household or family.To
provide some indication of

the scale of this issue, this
section presents the
limited available
information on the
numbers in receipt of
public financial support for
privately met care costs.

3.24 Some data is available on
the numbers of individuals /
families paying some or all
nursing home costs
(O’Shea, 2002).The
estimated number of
residents aged 65 years and
over in long-stay care beds
in Ireland is about 24,000.
About 46% of these are in
publicly funded places
(either public residential
facilities or publicly
contracted beds in private
facilities), about 29% are in
receipt of a subvention
towards some of the care
costs in private nursing
homes and between 20%
and 25% must pay all the
costs themselves.
Therefore, it can be

estimated that up to 13,000
people or their families pay
some or all of their
residential care costs. Such
expenditure on nursing
home fees by older people
or their families can be
claimed as medical
expenses at their highest
tax rate but there is no
data available on the
numbers claiming this relief.

3.25 There is also a tax
allowance for employing a
carer in the home, which
was claimed by about 400
taxpayers in 2003.This
figure is most likely a very
substantial
underestimation of the
numbers who would be
potentially interested in
the option to pay for in-
home care services. Lack
of awareness of the tax
allowance may be a factor
as well as lack of a well-
developed supply side for
private in-home care.
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The monetary value of caring
and the economic contribution
of carers

3.26 The overall monetary value
of caring work and the
economic contribution of
carers are very significant
in Ireland. Research by the
National Council on Ageing
and Older People (O’Shea,
2000), for example,
estimated that if families
were not providing care for
people with dementia
there would be significant
costs to the Exchequer in
terms of care workers’
salaries.The estimate
ranged from €170-310 per
week (2000 prices) per
carer if costed at the home
help hourly rate and €270-
490 per week (2000 prices)
if based on women’s
average hourly earnings.
Given that there are almost
150,000 carers in Ireland, it
is clear the financial value
of caring work is very
substantial.

3.3 Policy

3.27 There are two main
aspects to current Irish
policy on the financial
aspects of caring – it is
now established policy to
provide income support to
carers under certain
circumstances and financial
support for privately
purchased care is an
important element of
health and taxation policy.

Income support for carers

3.28 The means-tested Carer’s
Allowance is a core plank
of income support policy
for carers. In addition,
Carer’s Benefit, introduced
in 2000, aims to give
workers a social insurance
based benefit if they have
to take time out from paid
work to care.

3.29 The Carer’s Allowance was
reviewed extensively by

the Department of Social,
Community and Family
Affairs in 1998. More
recently, the Department
has included issues relating
to the Carer’s Allowance
in its consultation on the
results of a study (the
Mercer Report) on the
future financing of long-
term care (Mercer
Consulting, 2003).This
includes a consideration of
how it might relate to the
possible introduction of a
long-term care benefit that
would provide the option
of a cash payment for care
at home.

3.30 The Oireachtas Joint
Committee on Social and
Family Affairs published a
report in 2003 on carer
policy, with a focus on full-
time carers.
Recommendations
included removal of
means-testing for the
Carer's Allowance,



payment of 50% of it to
carers in receipt of
widow’s or widower’s
social welfare payments
and removal of the 65
weeks restriction on
Carer's Benefit.

Financial support towards the
costs of care

3.31 There are various financial
supports available towards
the costs of care in
Ireland. Most of these are
oriented towards
supporting the costs of
purchasing private care
services rather than the
additional day-to-day costs
of caring.

Additional day-to-day costs of
caring

3.32 There is no consolidated
provision of a cost of care
payment to address the
additional day-to-day living
costs that can be involved.
The nearest thing to such a

payment is the Domiciliary
Care Allowance payable by
the HSE Areas to carers of
children with disabilities
needing extensive care.
Although a regular monthly
payment, it is more a cost
of care payment than direct
income support.

Costs of purchasing private care
services

3.33 There is a general policy
move towards encouraging
private purchase of care
services in Ireland.This is
evident in the HSE Area
subventions towards the
costs of care in private
nursing homes and in the
introduction of a similar
subvention involving cash
benefits to purchase
private home care
services, the latter being
part of a more general
policy shift in favour of
community home care as
opposed to institutional
care. It is also apparent in

the significant tax
allowances for private
nursing home care and for
employing a carer to come
into the home.

3.34 In addition, there is the
non-means tested Respite
Care Grant scheme which
provides an annual grant of
€1,000 to eligible carers
to purchase respite care.
The fact that this scheme
has recently been
extended is another
indication of the current
policy orientation towards
supporting private
purchase of care services.

3.35 The issue of providing
financial supports towards
the costs of care was
included as part of the
Department of Social and
Family Affairs’ consultation
on the Mercer Report.
One option being
considered is a home care
benefits package
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comprising a mix of cash
or services depending on
individual preferences, with
the possibility that this
might be based on a
universal, social insurance
approach instead of the
current means-tested
approach.A social
insurance approach would
fund the long-term home-
care benefit from social
insurance contributions
rather than the current
approach of means-tested
support funded out of
general taxation.

3.36 The Oireachtas Joint
Committee report noted
the strong government
commitment to major
improvements in the
provision of supports to
carers, giving as an
example the Health
Strategy commitment to
"reforming the operation
of existing schemes
including the Carer's

Allowance, in order to
introduce an integrated
care subvention scheme
which maximises support
for home care".

3.37 The Committee’s report
noted that the social
insurance option in the
Mercer Report (and in the
Department of Social,
Community and Family
Affairs’ 1998 review of the
Carer’s Allowance) had
significant merits, with
universal access to home
care benefits while
retaining some type of
means-testing for
institutional care.

3.4 Issues

3.38 This section identifies
some key financial issues
for carers within the
current policy context,
including issues relating to
income support for carers
and to financial supports

towards the costs of care
services.

Issues relating to income
support

3.39 Box 3.1 lists some key
equality issues in relation
to income support for
carers.

Box 3.1: Issues in relation to
income support for carers

• Equality issues in relation to
the current Carer’s
Allowance and Carer’s
Benefit.

• Social insurance
contributions and pension
entitlements.

• The Home Carer Tax Credit.

• Providing compensation /
payment to carers for their
caring work.
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Equality issues in relation to the
current Carer’s Allowance and
Carer’s Benefit

3.40 Carer’s Allowance and
Carer’s Benefit provide an
element of the flexibility
with security that is
needed in the modern
labour market. However,
whilst they recognise the
carer role and
contribution, this is not to
the extent that the
payments reflect the
economic value of caring
work or the opportunity
costs for doing this work.
When caring for one
person, Carer’s Benefit is
just a little above other
social insurance payments
such as disability,
unemployment, health and
safety and injury benefit
and a little higher than
Carer's Allowance.

3.41 From an equality
perspective, the dual
system of a (lower)

means-tested social
assistance payment
(Carer’s Allowance) and a
(slightly higher) non-
means-tested payment
(Carer’s Benefit) raises
questions that are also
applicable to non-carer
payments.

3.42 The implementation of an
earnings-related Maternity
Benefit in 1981, with the
aim of encouraging
childbearing whilst
maintaining the mother’s
attachment to the
workforce, also needs to
be explored as a model in
relation to the level of
payments to carers.The
current inflexibility of the
Carer’s Leave provisions
together with the low
level of the Carer’s Benefit
payment neither
encourages time-off to
undertake caring nor
adequately compensates
most potential carers.

3.43 Another issue that has
been raised is the fact
that, as with all social
welfare weekly payments,
carers can receive only
one payment at one time.
The recipient always
receives the higher
payment so that a carer
on a contributory old age
pension, for example,
receives their pension and
not the Carer’s Allowance
as the pension is higher.
Carer organisations and
others have argued that
carers should receive a
carer-related payment in
addition to other
payments for which they
are eligible in order to
recognise their specific
caring contribution.

3.44 Carer’s Allowance and
Carer’s Benefit are
oriented towards those
involved in full-time caring
(although a low level of
paid work and income is
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allowed).Those who would
prefer pro-rata income
support in conjunction
with reduced hours of paid
employment are not
catered for. In addition, the
fact that carer-related
payments cannot be shared
between two or more
carers institutionally
reinforces the focus on
one primary carer instead
of the possibility for shared
caring responsibilities.

Carer’s Allowance issues

3.45 A number of factors limit
uptake of Carer’s
Allowance by those
otherwise eligible because
they do not do more than
10 hours paid work
weekly.These include
being assessed as not
providing full-time care
and not meeting the
means-test thresholds.

3.46 There is a perception,
reported by carer

organisations, amongst
carers of inconsistency by
GPs in the completion of
the forms required for
those applying for Carer’s
Allowance because of
inconsistency in
assessments of the need
for full-time care. However,
the extent to which this
may be an issue has not
yet been systematically
documented.

3.47 The abolition of the
Carer’s Allowance means-
test would recognise the
contribution of all carers.
However, targeted support
for carers in low income
households might still be
needed.

3.48 The current means-testing
is linked to household
income with the result
that married or cohabiting
carers may not qualify
because of a working
partner’s income.There
has been a strong lobby to

individualise the Carer’s
Allowance and other
social welfare payments,
with eligibility determined
on the basis of the
recipient's means only.This
is tied into concerns about
fairness in income
distribution within
households.

3.49 Carer organisations have
sought payment of
additional allowances
under particular
circumstances.This
includes payment of an
additional full allowance
when caring for more than
one person and payment
to a second carer where
24-hour care must be
provided.

Carer’s Benefit issues

3.50 Uptake of Carer's Benefit
is low compared to the
numbers of carers in paid
employment. Part of the
explanation may be its



52 • Implementing Equality for Carers

relative newness (first
introduced in 2000),
although there has not
been any dramatic growth
in take up since 2000.The
level of the payment
relative to typical wage
earnings is likely to be a
much more significant
disincentive.

3.51 As already noted in
Chapter 2, many carers
are ineligible for Carer’s
Benefit because they
cannot meet employment
and/or social insurance
criteria. Self-employed
people are typically not
eligible for the payment.
More generally, those with
an irregular employment
record (e.g. casual or
seasonal workers, or those
on short-term contracts)
are often not eligible.This
is linked to the wider issue
of the need to expand and
adapt the social insurance
system to provide better

coverage for atypical
workers and those in
insecure employment,
including carers, as
addressed in the Sustaining
Progress report on a Fully
Inclusive Social Insurance
Model.

3.52 Gradual reduction of
working hours over time
because of family
responsibilities can mean
that when a full-time
caring responsibility arises
some carers may not be
eligible for the benefit.The
easing of the condition
requiring those receiving
Carer's Benefit to be in
paid employment for three
months before they start
full-time caring will be an
improvement in this area.

3.53 As also noted in Chapter
2, the restriction of
Carer's Benefit to a
maximum of 65 weeks per
care recipient is another

issue of contention, as
many carers must continue
caring for much longer
than this. One problem in
this is the linking of
Carer’s Benefit to the
period of statutory Carer’s
Leave.The prevention of
flexible use of Carer’s
Leave by requiring carers
to take blocks of leave at a
time may also be a
disincentive for those who
would prefer a part-time
or other flexible working
arrangement.

Social insurance contributions
and pension entitlements

3.54 Those in receipt of Carer's
Allowance or Carer's
Benefit may be able to get
social insurance credits for
the period spent caring,
these credits being
awarded after the
allowance/benefit ends.To
qualify for these credits,
the carer must have made
a paid social insurance
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contribution in the two
years before they started
to receive the payment.
Those on Carer's Benefit
are generally likely to
qualify for social insurance
credits but many other
carers may not. Inequalities
can accrue and be
compounded for people
(usually women) who
spend long periods out of
the workforce for
childcare and/or caring
reasons.

3.55 People caring for children
or an incapacitated
dependant since April
1994 may have up to 20 of
their homemaking years
disregarded in calculating
average contributions for
entitlement to the
contributory old age
pension. It has been
argued that the imposition
of the April 1994 cut-off is
unfair. More generally, the
current system of

“disregarding” years in the
home does not allow
parents or carers sufficient
entitlement to
contributory pensions.
Disregards give no value
for short term payments
and result in a slightly
lower yearly average than
if credits were awarded.
Giving “credits” to
homemakers with
parenting and / or caring
responsibilities (and
making this retrospective
from 1973) would give
recognition to the
importance of parenting
and caring.

Home carer tax credit

3.56 The Home Carer Tax
Credit is a tax-based
recognition of the carer’s
role that was introduced
in response to criticisms
of the 1999 budget. Issues
for carers include the fact
that the income benefit
goes to the earning

spouse, rather than
directly to the carer.

Providing compensation /
payment to carers for their
caring work

3.57 Neither Carer’s Allowance
nor Carer’s Benefit are
intended as payments for
caring work and neither
constitutes either a
market rate for care work
or a replacement of
income from paid work.

3.58 Carer organisations have
argued for a payment that
recognises and reflects the
value of their caring work.
It has been proposed that
such a payment would not
be means-tested and would
be set at the current
payment level for foster
care.This payment level is
nearly twice the level of
Carer’s Allowance, being
€297 per week per child
under the age of 12 and
€324 for children over 12.
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3.59 The Report of the
National Women's Council
of Ireland,A Woman's
Model for Social Welfare
Reform (Murphy, 2003)
also concluded that carers
should be paid for their
caring work:

“It should be a principle of
reform that all care that is
not "parenting" should be
classed as work. Such
work could receive a
payment. Instead of
enhancing and increasing
the numbers of care
contingencies in the social
welfare system, the reform
would focus on paying
carers for their work.”

3.60 This perspective warrants
further analysis and debate
as the issues are complex.
Most carers would
undoubtedly prefer not to
experience short- or long-
term financial penalties as
a result of caring but the

attitudes carers might have
to income support as a
wage or payment as
opposed, say, to a social
insurance entitlement are
not known.

3.61 Another option to explore
is one used in countries
such as Sweden and
Norway, where family
carers can apply for and be
paid for a formal home help
position with the municipal
health and social services,
their job being to care for
their own dependant.

3.62 There are practical issues
to be considered in this
regard, particularly around
the formal arrangements if
caring work was to be paid
work.A simpler option
could be to organise the
caring arrangement as a
contract for services.
Another option could be
to put in place and
resource for carers the

same protections and
provisions that are
currently afforded to those
in paid employment.

Issues relating to financial
supports towards the costs of
care

3.63 Box 3.2 lists four main
issues that arise in relation
to financial supports
towards the costs of care.

Box 3.2: Issues in relation to the
financial costs of care

• Access to the Domiciliary
Care payment and the
Respite Care Grant.

• Issues relating to significant /
long-term private care costs.

• Who should get cost of care
payments – carers or those
that they care for.

• Some issues arising in
relation to an integrated
long-term care benefit.
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Access to the Domiciliary Care
payment and the Respite Care
Grant

3.64 There are two issues with
the Domiciliary Care
payment. One is that
neither this nor any other
such payment is available
to carers of dependant
adults.The other is that
various chronic illnesses
are not covered even
though the level of care
required may be very
extensive. More generally,
there is a need to
consider where this
payment fits in relation to
an equitable integrated
benefits package for carers
and those that they care
for.

3.65 As regards the Respite
Care Grant, changes
announced in the Budget
of 2004 took effect during
2005.The grant increased
from €835 to €1,000 a
year and all carers

providing full-time care can
apply for the grant,
regardless of means,
provided the carer is not
doing more than ten hours
paid work per week and is
not in receipt of an
unemployment payment.
Approximately 9-10,000
carers are now eligible for
or have already received
the grant.

3.66 The exclusion of people
doing more that 10 hours
of paid work per week is
designed to ensure that
the person in need of
care, who has been
assessed as in need of full
time care, is receiving that
level of care.The exclusion
of people receiving an
unemployment payment is
due to one of the
conditions for receiving
such a payment is that the
recipient is genuinely
seeking work and is
available for work. Many

such carers could be in
just as much need of
respite as those eligible for
the grant.This is an issue
that needs attention.

Issues relating to significant /
longer-term private care costs

3.67 Although the Domiciliary
Care Allowance and
Respite Care Grant may
be very significant for
some carers, particularly in
low-income households,
other financial provisions
for privately purchased
care services can be even
more significant.With
public community care
services in short supply (as
discussed in Chapter 4),
families often have to
choose between providing
care themselves or paying
for it privately.

Home care

3.68 Access to home care
services is a fundamental
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issue for carers and for
those people with
disabilities and older
people who need care.
Such services can reduce
the amount of care
provided by the carer and
facilitate engagement in
employment, lifelong
learning and more general
social participation by
carers. Such services can
enhance the independence
and autonomy of older
people and people with
disabilities.

3.69 One issue concerns the
choices available to carers
and those that they care
for in regard to different
forms of care, in particular
home or community-based
care as opposed to nursing
home care. In the past
there has been more
financial support for the
latter than the former.
However, increases in the
tax relief on the costs of

employing a carer in the
home and the planned
nation-wide introduction
of a home care subvention
scheme to parallel the
nursing home subvention
scheme should help to
create a better balance.

3.70 The consideration being
given to the possibility of
replacing the current
means-tested approach for
access to home care
supports with a universal
social insurance based
approach is also important
from an equality
perspective. In principle,
the social insurance based
approach has the potential
to be a fairer one than the
current situation that
comprises a mix of means-
tested public services and
public financial support
(through subventions and
tax relief) for the costs of
private services.

Nursing home costs

3.71 Similar considerations as
to the merits of a social
insurance based approach
arise in relation to
financing the costs of
nursing home care. In this
case, the question of
whether and how the
assets of the person in
care should also be taken
into account raises an
additional element of
complexity.This is already
an issue in the case of the
nursing home subvention,
given that research
suggests there may have
been considerable
variation across the
(former) Health Boards in
assessing dependency and
calculating means,
especially assets such as
the family home (O’Shea,
2002).

3.72 The wider issue of
whether and how assets
should be taken into
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account has been
addressed in both the
O’Shea and Mercer
reports. In particular, the
Mercer Report provides a
detailed analysis of various
options for financing
nursing home care,
including private savings,
equity release, estate tax,
and various insurance-
based approaches.

3.73 The O’Shea report draws
attention to the
importance of having some
level of protection of the
assets (especially the
home) of the person
whilst they are in
residential care so that
their return to the
community is facilitated if
at all possible.

3.74 If assets are to be drawn
upon at an appropriate
time, then the issue of
how much people should
pay and how this can be

done fairly needs to be
addressed.

3.75 Particular equality issues
may arise for cohabiting
partners in this regard and
it is possible that they
could be at a significant
disadvantage if family
assets are taken into
account in assessing
financial contributions
towards the cost of long-
term care.This would arise
if their rights to the family
home are not treated the
same as those of a
married partner.

Issues relating to tax-based
provisions

3.76 There are various other
issues that arise in relation
to the current tax-based
provisions towards the
costs of care.

3.77 Linking financial supports
for privately purchased
care in the home or in

residential facilities to
(taxable) income could be
considered inequitable for
those without taxable
income.The fact that tax
reliefs can be claimed at
the highest rates of tax
makes the provisions
regressive: those with
higher incomes get more
financial support.

3.78 These provisions mean
that choices about caring
may not be the same for
people and households
with different income
levels.Those on higher
incomes may have more
choice in how they care
for their dependants, such
as whether to provide care
themselves or purchase
private care and, if they opt
for the latter, the form of
such care (i.e. in the home
or in a nursing home).

3.79 However, the mix of tax
and other financial
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supports for care costs,
combined with means-
testing and various medical
based criteria in access to
public care services
(discussed in Chapter 4),
make it difficult to assess
properly the degree of
equality in access to care
services across different
groups in Ireland.A
dedicated study on
financial aspects of access
to care would be very
useful, covering those with
and without medical cards,
those with and without
taxable income and those
with taxable income who
are in different income
brackets.

3.80 Another issue about tax
provisions concerns the
treatment of people in
married and non-married
relationships. One aspect
is that the Home Carers
Tax Credit is only available
to married couples and

not to cohabiting couples.
Issues also arise in relation
to tax-based supports
towards the costs of care.
Although the allowances
available for the costs of
employing a carer in the
home and for residential
care costs are very flexible
in terms of how claims for
relatives who need care
can be shared among
family members, there is
an apparent inconsistency
in their availability in non-
marital situations.The tax
relief for nursing home
care seems to be available
on behalf of people who
are not relatives and who
need care but the relief
for employing a carer
seems not to be available
unless there is legal
guardianship.The rationale,
if any, for such an anomaly
is not clear.

3.81 The Report of the Review
Group Examining the

Treatment of Married,
Cohabiting and One
Parent Households under
the Tax and Social Welfare
Codes (1999) and the
Department of Finance's
Tax Strategy Group
(TSG99 /25) addressed the
tax treatment of
cohabiting couples.
However, neither
addressed the particular
issues that arise for carers.

3.82 Another taxation issue that
has been mentioned earlier
is the reinforcing of the
male-breadwinner model
through the Home Carers
Tax Credit, where the
financial recognition of the
carer role goes to the
spouses of carers (usually
male) as opposed to carers
themselves (usually female).
This also arises in means-
testing the Carer’s
Allowance on the basis of
household income, with
recognition of the (usually
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female) carer role often
contingent on the income of
their (usually male) partner.

Who should receive the cost of
care benefit?

3.83 The proposed
introduction of a home
care benefit package has
brought to the fore the
issue of who should
receive the cost of care
benefit – the carer or the
person cared for.This issue
was considered in the
Mercer Report and the
approaches in a number of
other countries were
reviewed. In some
countries the benefits are
paid to the carer, in others
to the person cared for,
and in a few countries to
both.The Mercer Report
concluded that where
family carers provide most
of the care the cash
benefit should be payable
to the carer.

3.84 Overall, it seems that cost
of care benefits need to be
flexible as regards who
receives the benefit. Clear
criteria need to be
developed on the
circumstances under which
the payment should be
made to the carer, to the
person cared for or to both.

Equality through an integrated
benefit package?

3.85 There are a number of
issues that arise in relation
to the possible
introduction of an
integrated benefit package
along the lines proposed
by the Mercer Report.

3.86 A universal social
insurance based approach,
in itself, and independent
of the details of the types
of benefit package(s) that
might be supported, offers
the potential for fairer
access to public support
for care services in

comparison to the current
mix of means-tested
supports and tax-based
relief.

3.87 The provision of an option
for benefits in cash or in
publicly provided services
has the potential to make
choices more widely
available across the
population, but the
availability of sufficient and
good quality public services
will be crucial if the choices
are to be real ones.

3.88 Whether and how the
Carer’s Allowance might
be incorporated within
such an integrated benefits
package is a much more
complex issue.The role
and future of the Carer’s
Allowance and where it
fits within the spectrum of
carers’ concerns is one of
the central issues for carer
organisations.
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3.89 The Department of Social,
Community and Family
Affairs’ Review in 1998
noted that the current
Carer’s Allowance has
three somewhat different
objectives: to support
carers on low income; to
maintain people in the
community; and to
recognise the valuable role
of carers.The review felt
that this bundling of
objectives into a single
scheme is problematic and
that the different policy
goals might be better
achieved through separate
vehicles.

3.90 In the integrated benefits
package envisaged in the
Mercer Report the actual
values proposed for the
cash equivalent payment
were between €68 and
€225 per week (in 2001
terms) depending on the
level of care needed.As
the indicative levels of

benefit payment proposed
are generally lower than
the current Carer’s
Allowance it is clear that
an integrated benefit
package of this order
could not in any way be
viewed as a solution to the
employment income
compensation or payment
for caring work issues.

3.91 Apart from this, linking of
the income support
element with support for
the costs of care in a
single benefit could pose
other difficulties. For
example, the way that the
level of benefit was linked
to the level of care needed
would have to take into
account the employment
opportunity costs for the
carer, that is, the
implications for shorter
hours, lower earnings or
taking time out from paid
employment.This aspect
has been addressed to

some degree in countries
like Germany, where
benefit levels are linked to
needs assessed in terms of
the periodicity of care
requirements over the day.

3.92 To take all of the issues
discussed in this chapter
into account, a fully
integrated benefits model
in Ireland would need to
include three strands –
income support for carers
who take time out from
or reduce their paid
working hours, a costs-of-
care benefits package
which is discussed in the
Mercer Report and an
option to become a paid
carer for the health and
social services.

3.5 Recommendations

Overarching
recommendations
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Recommendation 3.1:

Examine the options to
recompense carers more
adequately to reflect the value
of the work they do and the
employment-related income
they may forego

• Department of Social and
Family Affairs should carry
out a review of the levels of
payments to carers including
an examination of the
potential for increasing
carer-related social welfare
payments and linking these
to labour market income
levels.

• Department of Finance
should examine the potential
of individualised and shared
(carer) tax credits within
families / households and the
possibilities for pro rata
credits that take into
account the hours of work
foregone, to cater for carers
who cannot work in paid

employment and those who
can only work part-time.

• Department of Health and
Children should examine
options of payment for
caring work for those who
desire it, for example,
through employing carers as
home helps or contracting
them to provide care
services.

Recommendation 3.2:

Ensure that the proposed
introduction of a costs of care
benefit is based on a full
consideration of the equality
dimensions that arise

• Department of Social and
Family Affairs should ensure
that the spectrum of carer
needs and circumstances in
relation to employment and
income is taken into account
in deciding on the type of
benefits package to
introduce.This initiative

should be based on a clear
analysis and separation of
three elements that are
sometimes in danger of being
confused – cash supports
towards the costs of care,
income support to offset lost
employment income, and
ways of paying for caring
work.This initiative should
include an examination of
who should receive the costs
of care benefit – the carer
and/or the person cared for
– and the development of
guidelines on how this
should be decided in any
given context.

Specific recommendations

Recommendation 3.3:

Remove the potential for
inequity and increase the
flexibility of the Carer’s
Allowance and Carer’s Benefit
payments

• Department of Social and
Family Affairs should assess
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the various inequities that
have been pointed to in
relation to Carer’s Allowance
and Carer’s Benefit and
should take the necessary
steps to remove any sources
of inequity as a matter of
urgency.This assessment
should give particular
attention to the potential for
inequity in the current
eligibility criteria (for
example, possible
inconsistencies in the
assessment of the full-time
care and attention
requirement for Carer’s
Allowance and barriers to
access to Carer’s Benefit
because of employment
history and circumstances).

• Department of Social and
Family Affairs should examine
the options and take steps to
increase the flexibility of carer
payments.This should include
examination of options to
extend the duration of Carer’s
Benefit payment, for pro-rata

payments to carers working
part-time or in other flexible
working arrangements, for
sharing carer payments pro-
rata between two or more
carers, and the possibility to
give full payments to additional
carers where 24-hour care is
needed.

Recommendation 3.4:

Ensure that carers do not suffer
social insurance or state
pension disadvantages because
of periods of caring

• Department of Social and
Family Affairs should examine
the potential for social
insurance or state pension
disadvantage for carers and
ensure that all carers are
treated equitably.This should
include examining the
possibility of changing the
current homemakers
“disregards” to homemakers
“credits” to enable more
carers to qualify for full
contributory pensions.

Recommendation 3.5:

Establish a co-ordinated,
coherent and equitable
approach across policy and
provisions to help with the
financial costs of care for
carers/families

• Department of the
Taoiseach, in the context of
Sustaining Progress, or any
successor national
agreement, should
commission a detailed
economic study to identify
the actual costs of care to
carers that arise in different
circumstances and the extent
to which available financial
supports – tax-based reliefs,
direct financial contributions
and in-kind public services
(particularly for medical card
holders) – result in equity
for all carers.The results of
the study should be used as
a basis for the development
of a co-ordinated, coherent
and equitable approach to
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the provision of assistance
with the financial costs of
care.

Recommendation 3.6:

Remove the various inequities
in the financial supports for
carers linked to marital status
and gender

• Department of Finance
should review the Home
Carer Tax Credit and
examine how to provide
financial supports directly to
carers.

• Department of Social and
Family Affairs should examine
and take action in relation to
the possibility of
individualising the means-
testing for Carer’s
Allowance.

• Department of Social and
Family Affairs and the
Department of Finance
should ensure that carers are

included as a specific group
whose needs must be
addressed in the context of
removing the current
inconsistencies under the tax
and social welfare codes in
the treatment of married and
cohabiting partners
(including same sex
partners).
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4.1 Introduction

4.1 The availability and
accessibility of appropriate
health and social care
services is a crucial issue
for carers and for people
with disabilities and older
people who need care.
Both services directed
towards carers themselves
and towards those that
they care for are of central
importance.The objective
is to attain maximum
independence and quality
of life for carers and those
they care for.

4.2 Carers require services
and supports that address
their own needs as carers
because heavy caring

responsibilities can affect
their own health and well
being.

4.3 Health and social care
services that provide care
and support for those
who are cared for are also
important for carers.
Home care, day care and
respite care all have an
importance if carers are to
have the freedom to fulfil
aspirations in relation to
employment and other
areas of their lives. It is
through adequate
provision of such services
and supports that the
state plays its role in
sharing caring
responsibilities between
family and state.

4.4 Preventative services and
supports throughout life
are also important because
they can reduce the onset
of dependency and the
need for care in the first
place.These services and
supports have importance
throughout the lifetime of
a person and also in
addressing more
immediate and direct
triggers of dependency,
such as falls in old age or
difficulties in remaining
independent when
returning home after
hospital.As well as care
services, home adaptations
and equipment (assistive
technologies) play an
important role in this area.

Chapter 4

Health and

Social Care

Services
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4.5 In keeping with the core
remit of this report, the
analysis of these various
services and supports
focuses especially on
carers and their needs.The
focus throughout the
report on the diversity of
needs and circumstances
of carers is also to the
fore in this chapter.The
nature and amount of care
needed varies widely, as do
carers’ capacities and
degrees of freedom to
provide care.The range of
health and social services
to support carers must
accommodate this
diversity of carers.

4.2 The context

4.6 Figure 4.1 provides a
schematic view of the
main themes and range of
services that are the focus
of this chapter.
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Figure 4.1: Supporting maximum independence and quality of life (2001 Figures) 
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Services for carers Carers’
health and well-being needs

4.7 There is considerable
evidence that points to
carers being significantly at
risk of ill health.The latest
UK Census shows that
people providing high levels
of care are twice as likely to
suffer from poor health as
non-carers (Carers UK,
2004).Although there is no
comparable population
based information available
for Irish carers, the results
of a number of studies
suggest that Irish carers
experience such risks as
well. Research by the former
South Eastern Health Board
(2000), for example, found
that the health of a
significant proportion of
carers deteriorated after
they became carers. Earlier
research by the Economic
and Social Research Institute
found that carers had
poorer psychological well-
being (Blackwell et al., 1992).

4.8 Internationally, there is a
growing acceptance of the
importance of assessing
the needs of carers in
their own right alongside
an assessment of needs for
people with disabilities and
older people. In the UK,
for example, a carer of
someone eligible for a
community care
assessment has a statutory
right to request an
assessment of their own
needs as a carer.To date,
neither carer needs
assessment nor the
provision of health and
social care services
targeted towards the
specific needs of carers
that arise from their caring
responsibilities are well
developed in Ireland. Issues
around this important gap
are addressed in more
detail later in this chapter.
It is also relevant to note
that needs assessment for
people with disabilities and

for older people who need
care are also
underdeveloped in the
Irish context.

Information services

4.9 Information services are a
core need of carers
(Ruddle et al. 2002; O’Shea
and Hughes, 1994).
Comhairle includes carers
as a specific client group
for its information services
and carer organisations
provide a range of
information and other
services.

Education, training, counselling
and support

4.10 Education, training,
counselling and more
general support services
are also important for
carers. Carers may need
to develop basic skills in
handling and moving
people, in various aspects
of nursing and in using
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assistive technologies such
as hoists for example.
Communication skills may
also need to be developed.
Caring can be emotionally
draining and counselling
can be helpful. Carer
organisations mainly
provide these types of
support.

Respite

4.11 Respite is important in
providing carers with a
break from caring.A
Respite Care Grant is

available to carers in
receipt of carer-related
payments and its
availability has now been
extended to a much wider
group. Some key issues for
carers around the concept
and scope of respite are
discussed later in this
chapter.

Care services and supports for
independence

4.12 Most people prefer to live
independently, without
relying on care from

others, or as independently
as possible even if some
level of care is necessary.
Services that support
independent living and care
services in the home and
community have an
important role to play in
this. By increasing
independence and reducing
the amount of caring work
that carers must provide,
such services are of central
relevance for meeting
carers’ needs.

Box 4.1: Different types of caring work that carers may need support with

Practical (instrumental) care: Domestic tasks like preparing and cooking food, cleaning the 
house and shopping.

Personal care: Washing and bathing, helping people to get dressed and
continence care.

Monitoring / supervision: For example, caring for someone with dementia who has
become forgetful or confused when using appliances (e.g.
cookers) or who becomes disoriented or "wanders" during
the day or night.

Care management: Liaising with health professionals, co-ordinating care services
and organising other informal carers (if they are present).
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Table 4.1 Key services and their current provision in Ireland

Category Specific services Current provision in Ireland

Physical supports Home adaptation Main provisions are through the Disabled Persons’ Grant scheme
administered by the local authorities; also the Special Housing Aid for the
Elderly scheme provided by the HSE Areas

Demand for the Disabled Persons’ Grant scheme has exceeded supply,
waiting times can be long and the service has been (temporarily)
suspended in some instances

Aids and appliances Main provisions are by the HSE Areas, with services also provided 
(assistive technologies) by voluntary organisations with public funding support; Comhairle has

developed a database on available assistive technology 

The service has historically been underdeveloped in comparison with
international best practice (deWitte et al., 1994;Working Party on
Technology and Telecommunications, 1996); there have been some
improvements over the years but it is acknowledged that more needs to
be done

Social alarm services Grants are available through Department of Community, Rural and
Gaeltacht Affairs (via community / voluntary organisations); focus is mainly
on security rather than the social care aspect

Availability and take-up of social alarms in Ireland is very low compared to
many other European countries; social alarms not yet adequately
integrated into health and social care

Smart homes Some pilot trials in support of people with dementia and their / 
other new technologies carers (e.g. within the (old) Northern Area Health Board), but not

mainstreamed yet and very little usage in practice

Some other countries provide good examples of what can be done (e.g.
usage of smoke and gas sensors in the UK and various smart systems in
Norway)
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Category Specific services Current provision in Ireland

Social care services Home help A home help service is provided in every HSE Area, either directly by the
Area or through arrangements with voluntary organisations; some HSE
Areas also provide care assistants who focus on the more personal aspects
of care; most recipients (80%) are older people

Home help services across the country vary considerably in scope and
amount of service available; they are usually but not always free for medical
card holders; charging practices for others vary greatly from area to area

An estimated 3-4% of older people in Ireland received a home help
service in 2000 (Garavan et al., 2001), receiving an average of 8 hours care
per week

Although the service has improved in recent years, there is significant
outstanding demand; the levels of service in Ireland are not yet on a par
with those in countries with more developed community care
infrastructures (e.g. Denmark, where up to 20% of older people receive
regular home care support); without substantial investment in these services
unmet need will increase significantly as demographic ageing progresses 

Personal assistants for Some voluntary organisations organise an individual service, for sometimes
people with disabilities with HSE Area assistance or through the Community Employment

Scheme; personal assistants can give great independence for people with
disabilities but the approach has not yet been embraced within publicly
provided services to the same extent as in some other countries

Day care centres HSE Areas and various voluntary agencies provide day care centres; these
may provide a range of social and recreational facilities and / or medical
and rehabilitation services; access is usually by referral from a GP or public
health nurse; there are separate day services for younger persons with
physical and intellectual disabilities
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Table 4.1: Key Services and Current Provision in Ireland (Continued)

Category Specific Sevices Current Provision in Ireland

Social Care Day Care Centre In 2002 there were about 4,700 places for older people in about 200
services (contd) (contd) centres, representing about 1 place per 100 older people; availability varies

widely across the country, as does transport to and from them; hours /
days of access are sometimes quite restricted and it is acknowledged that
demand exceeds supply in many cases

Meals Meals services for older people are provided by a mix of public and
voluntary bodies; it is estimated that about 1% of older people receive a
meals service, on average about 3 times per week (Garavan et al., 2001)

Transport HSE Areas and voluntary organisations provide transport to day hospitals,
day centres, outpatient departments and other hospital services; this can
be very important for carers juggling various commitments as well as for
those who are reliant on public transport

Availability and charges vary widely across the country; transport is not
currently a defined responsibility of the HSE Areas

Assisted living Sheltered housing Sheltered housing schemes are provided by some local authorities and by 
and related approaches some voluntary organisations

The concept of assisted living has begun to receive more attention from
the private and voluntary sectors, but is not yet on the agenda to the
same extent as in a number of other countries

Health care General practitioners Most widely seen of all medical and paramedical professionals, with free
services access for medical card holders and a fee per visit payable for others; for

carers and those that they care for, GPs deal directly with many
conditions, act as gatekeepers for referral to specialist and other services
and may also provide counselling and advice on lifestyle and dealing with
practical caring challenges
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Category Specific Sevices Current Provision in Ireland

Health care Unlike the UK, GPs in Ireland do not have a common protocol to 
services (contd) encourage identification of carers and to give guidance on appropriate

supports and referral procedures

Public health nurses Public health nurses supply many basic nursing and medical services to
older, disabled and ill people in their homes; they also co-ordinate and
mobilise services and make referrals to other services; of particular
importance to carers are continence advice and materials, and help with
moving, handling, bathing and toileting 

The workload of public health nurses restricts the scope for routine
visiting; one study found that about 15% of older people were visited by a
public health nurse in the previous year, with the median number of visits
per person being three (Garavan, et al. 2001); of those visited, about one-
quarter were receiving regular visits

Other paramedical Other paramedical and allied services are also important; community 
services occupational therapists help with home adaptations and assistive

technologies, as well as general rehabilitation; physiotherapists provide in-
home and clinic-based services contributing to rehabilitation and
maintenance of good physical functioning; chiropodists provide foot-care
services that can be crucial in keeping older people mobile; speech therapy
is also very important, for example in recovery after a stroke

There is evidence that demand for all these services exceeds supply
(Garavan et al., 2001; Bacon, 2001); the Bacon Report found that services
need to increase significantly if the level and quality are to reach a
satisfactory level; progress has been slow in addressing the manpower and
other issues identified in that report
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Table 4.1: Key Services and Current Provision in Ireland (Continued)

Category Specific Sevices Current Provision in Ireland

Health care Community mental Mental health services are important for many carers; community health 
services (contd) services psychiatric services support people with mental illness through home visits

and clinic-based services; they support people with dementia and their
carers, a condition that can be especially challenging and debilitating for
carers

The scope and levels of such services vary widely and up to now the Irish
situation compares unfavourably with best international practice

Co-ordination of Service co-ordination has a key role to play in supporting carers, who often 
services have to organise a wide range of services for those for whom they are caring

Service co-ordination has been underdeveloped in Ireland; care co-
ordination initiatives have recently been introduced in a number of HSE
Areas; in other countries service co-ordination is more developed, with
community social workers often fulfilling the co-ordination role

The Primary Care Strategy, if fully implemented, can be expected to
improve co-ordination; the Strategy envisages the development of several
hundred Primary Care Teams, each with dedicated care managers; progress
has been slow to date, however, with only ten such teams rolled out so far

Hospital care There are many surgical and other procedures that help to maintain older
people’s independence and quality of life, including orthopaedic procedures
such as hip or joint replacement; timely access can be of great benefit for
older people and their carers

There are major differences in waiting times for public and private patients;
this raises important equality issues for carers and those they care for
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Category Specific Sevices Current Provision in Ireland

Health care Palliative care Palliative care services are important for people (and their carers) where
services (contd) illness no longer responds to curative treatment; currently there are a

variety of services throughout Ireland in different care settings including
hospital-based, in-patient hospice, day care and home care 

Implementation of the Report of the National Advisory Committee on
Palliative Care (DOHC, 2001) should lead to more consistent services
nation-wide.
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4.13 Box 4.1 identifies the
different types of caring
work where services and
supports may be needed
to assist carers.

4.14 The range of services of
relevance includes physical
supports, social care
services, assisted living
facilities, health care
services and long-term
residential care services.
The contribution that each
of the various services can
make and their current
levels of provision is
summarised in Table 4.1.

4.15 Overall home care and
community care services
in Ireland are
underdeveloped and
demand exceeds supply in
most cases.This is a
critical issue for carers and
for people with disabilities
and older people who
need care. It is taken up
again later in this chapter.

4.16 Although the focus of Table
4.1 is on public services,
consideration also needs
to be given to the role
that privately provided
services may soon come
to play in home and
community care in Ireland.
To date private services
have been underdeveloped
in Ireland, although there
are signs that this is
changing.This chapter will
return to this aspect and
discuss some important
issues for carers in the
context of under-supply of
public services and public
encouragement of private
purchase of services.

4.17 It is also necessary to take
cognisance of the fact that
home care is not always
desired by the person who
needs care or feasible, for
example, in cases of very
severe disability or mental
illness, or when people
become very dependent in

old age. In such cases,
long-term residential care
may be the most
appropriate or only
option. Long term
residential care might also
be the choice of the
person with a disability or
older person who needs
care.

4.18 There are currently about
24,000 long-stay residential
beds for older people in
Ireland (O’Shea, 2002) and
about 5% of people aged
65 years or older are in
long-stay residential
facilities.About half of
available beds are in
Health Board facilities and
the other half in privately
operated facilities, of
which most are
commercial and some are
operated by voluntary
organisations.The HSE
Areas partially or fully
fund about 80% of all beds
including those in public
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facilities, beds in private
facilities, residents in
private facilities receiving a
public subvention and beds
under various other
schemes relating to the
Health Act of 1970 and
Nursing Homes Act of
1990.There are 9,480
public beds, 1,573
contracted beds, 6,847
subvented beds and 694
beds under the various
other schemes.This
chapter will discuss some
key issues for carers in
relation to residential care.

4.3 Policy

The current healthcare reform
agenda

4.19 The need for reform of the
Irish health and social care
system is well recognised,
with strategies and reform
programmes developed for
both primary and hospital
care.

4.20 The 2001 Health Strategy
document Quality and
Fairness outlined the
overall reform strategy and
established equity and
fairness as a cornerstone of
health policy. It gave a
commitment to define and
implement health and social
care standards in line with
best international practice
applied consistently
throughout the services.

4.21 Primary Care:A New
Direction outlines the
primary care strategy. It
makes commitments to
enhance significantly the
funding and infrastructure
of primary care to “ensure
a more equitable,
accessible, appropriate and
responsive range of basic
health and personal social
services for all” and that
primary care health and
personal social services will
“be available to all people
regardless of who they are,
where they live, what their

income is or what health
and social problems that
they may have”.

4.22 Important commitments
include the promise of a
major primary care
development to provide
“integrated community-
based services accessible to
all on a round-the-clock
basis” and expanded
continuing care services for
older people and people
with disabilities.

4.23 As noted in Chapter 3,
funding of long-term care is
also undergoing policy
review, including costs of
care in the home and in
residential care.

Healthcare policy towards carers

4.24 Health strategy and policy
documents often refer to
the importance of carers,
including recognition of
their contribution to
meeting care needs and of
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the need to support carers.
The 2001 Health Strategy
included both health and
social gain in its definition
of health. Under the social
gain dimension it
highlighted “the quality
added to the lives of
dependent elderly people
and their carers as a result
of the provision of support
services.”

4.25 In regard to specific actions
to support carers, the main
thrust of the 2001 Health
Strategy focussed on
supporting sustainable
community and voluntary
activity, with commitments
to expand carer support
programmes through
informal networks, basic
training and more short-
term respite care. Some
progress has been made on
these aspects. Carers are
also a target group for the
new regional consumer
consultation structures and
the national health

information strategy.

4.26 Importantly, however, it
seems that since the 2001
Health Strategy was
published no further
consideration or
commitment has been given
on the core question of
social gain for carers, for
example, through more
home and day care services
to reduce the level of care
provided by carers and to
facilitate other aspects of
their lives.There appears to
be a fundamental ambiguity
and ambivalence between
supporting carers as a
health and social care
resource and addressing
them as a group with health
and social needs of their
own, including the need to
balance competing
responsibilities and
aspirations in relation to
caring work, paid
employment or other
aspects of life.

Healthcare policy towards older
people and people with
disabilities

4.27 Older people and people
with disabilities make up
the bulk of those in need
of care. Unlike carers, they
are identified as health and
social services clients and
are targeted for various
services and supports.
There have been recent
policy commitments to
expand continuing care
services for older people
and people with
disabilities.The recent
budget was the first
substantial move in
relation to committing
new resources to services
for people with disabilities.
This was followed by the
enactment of the Disability
Act 2005.The Act makes
provision for a limited
assessment of need for
people with disabilities.
However it includes a
narrow definition of
disability and fails to



ringfence resources and
provide rights to services
for people with disabilities.
There have been no such
initiatives taken in relation
to services for older people.

Equal Status Acts

4.28 The Equal Status Acts 2000
to 2004 prohibit
discrimination in the
provision of goods and
services, accommodation
and educational
establishments.They cover
nine grounds including a
family status ground that
covers some but not all
carers.The gender ground is
also particularly relevant to
carers as discrimination
against those with caring
responsibilities could involve
indirect discrimination on
the gender ground.All nine
grounds have a relevance to
carers given the diversity of
people who are carers.The
age ground and the disability
ground have a relevance for

those who need care.

The Acts define
discrimination as the
treatment of a person in a
less favourable way than
another person is, has
been or would be treated
in a comparable situation,
on any of the nine grounds
which exists, existed or
may exist in the future or
is imputed to the person
concerned.There are
different types of
discrimination covered
including indirect
discrimination and
discrimination by
association.The Acts
prohibit sexual harassment
and harassment in the
provision of goods and
services, accommodation
and educational
establishments.The Acts
provide a valuable
protection for some
carers seeking to access
goods and services.

The Acts also require a
reasonable accommodation
of people with disabilities
where without such special
treatment or facilities it
would be impossible or
unduly difficult for them to
avail of the goods, services,
accommodation etc.The
Acts allow positive action
on all nine grounds to
promote equality of
opportunity for
disadvantaged persons or to
cater for the special needs
of persons.The Acts contain
a number of exemptions.
The broadest general
exemption is that anything
mandated by an Act of the
Oireachtas or EU law is
allowed.

4.4 Issues

4.29 This section discusses a
number of issues in the
current policy and service
provision context that are
of particular importance
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for carers. Some
overarching issues are first
addressed.These are
followed by an elaboration
of some core issues in
relation to services for
carers and to care services
that support independence
for those who are cared
for.

Overarching issues

The sharing of caring between
the carers and state

4.30 In Ireland, the traditional
and current approach of
the state to the sharing of
caring responsibilities
between the carer and
state is a “residual” one,
based on the premise that
families have the main
responsibility.As a result,
community care services
are to date
underdeveloped and in
short supply compared
with many other European
countries and the

presence of family
members is taken into
account as a factor in
rationing scarce services.

4.31 This is a key issue in
Ireland today. It is an issue
that has been clearly
identified in the Sustaining
Progress national
agreement and one that
needs to be given the
priority attention that its
importance requires.

Meeting the increases in the
need for care that will come
with demographic ageing

4.32 In the future the significant
rise in the numbers
needing care that will
come with demographic
ageing will further
reinforce the requirement
for a revised approach to
the sharing of caring
between the carer and
state.The Mercer Report
estimated that the number
of people requiring long-

term care because of age
or disability was just
below 153,000 in 2002.
These numbers will
increase steadily over the
coming years and almost
double over 50 years as a
result of population ageing
(Figure 4.2).The
proportion needing
continuous care will also
increase.

4.33 It is difficult to make
projections of the number
of carers that will be
available because this will
be influenced by
unpredictable socio-
cultural, labour market and
other factors that affect
care-giving decisions.
However, changing fertility
patterns and the ageing
population suggest the
absolute number of
potential carers will
reduce at the same time
as the numbers requiring
care will almost double.



4.34 Many countries with rapid
population ageing
recognise and are
addressing this issue.
Although the ageing of the
Irish population will occur
somewhat later than in
most other European
countries, there is already
pressure on the number of
family carers as a result of
substantial employment
increases. Health care
policymakers will need to
take account of the

pressures on the family
care system in the coming
years.

The public private mix in Irish
healthcare

4.35 The Irish healthcare system
differs from most other
European countries in that
large parts of the population
have differential access to
health and social services.
This affects access to and
use of a wide range of

services, both among carers
and the general population.

4.36 The Irish system can result
in health inequalities
because people on low
incomes who rely on often
scarce public services have
far fewer choices in
services and more
difficulties in accessing
services, especially
specialist and hospital
services. Recent research
in Europe, for example,
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Figure 4.2: Projected rise in numbers needing long-term care in Ireland 
Source: Mercer Report (2003)
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found that Ireland has a
high level of income
related inequality in the
use of specialists
(www.eur.nl/ecuity). For a
given level of need, people
on low incomes are
significantly less likely to
have attended a specialist.

4.37 The same research found
that use of General
Practitioner (GP) services
did not show this income
related inequality,
presumably because
medical cardholders have
free access and there are
not major problems for
public patients as there are
at other levels of
healthcare.Although
concerns have been voiced
about the impact of GP
costs on attendance for
low-income people above
the medical card
threshold, the planned
provision of 200,000
“doctor-only” medical

cards should help address
this aspect.

4.38 It is more complex to
judge access to community
care, health and social
services, such as home
help, day care and home
nursing. On the one hand,
medical cardholders have
priority but there are not
enough services to meet
demand among those
ostensibly eligible. On the
other hand, tax relief on
privately purchased care
gives advantages to people
with taxable income and
those on higher incomes
in terms of options to pay
for private services.

Services for carers

4.39 Various equality issues
arise in relation to health
and social services to
meet carers’ own needs.
Box 4.3 lists some of the
main ones.

Box 4.3: Issues for carers

• Status of carers

• Identification of carers and
referral to services

• Access to respite care

• Care management

• Health promotion

• Information

• Training and education

• Gender issues

• Extension of scope of Equal
Status Acts

The status of carers 

4.40 Although supporting
carers is a bedrock of the
residual approach to
sharing care between the
family and state, carers are
not yet formally
recognised as a group



needing health and social
services to address their
own specific needs.

4.41 This contrasts with the
UK, where there is a
statutory basis for needs
assessment and carer
support through the
Carers (Recognition and
Services) Act of 1995 and
the Carers and Disabled
Children Act of 2000.
Under this legislation, in
situations where a person
is eligible for a Community
Care Assessment, their
carer has the right to
request an assessment of
their own needs as a carer.
The Acts require the local
authority to have regard
to the result of the carer’s
assessment when making
decisions about services to
be provided to the user.

4.42 In 2005 the legislation on
carers in the UK was
further strengthened with

the enactment of the
Carers (Equal
Opportunities) Act 2004
which added some new
factors that must be
included in the carer
assessment, specifically,
whether the carer “works
or wishes to work” and
whether the carer “is
undertaking, or wishes to
undertake, education,
training or any leisure
activity”.There is a clear
need to apply similar
criteria in the provision of
supports to carers in
Ireland if the equality
objectives that are at the
core of this report are to
be achieved.

4.43 Apart from this,
recognition of carers as
providers of substantial
care services has long
been on the agenda for
carer organisations in
Ireland.Although there are
local exceptions and some

recent pilot initiatives have
actively included carers,
the general perception
among carers and carer
organisations is that health
and social service
professionals do not give
enough recognition and
status to family carers,
either in day-to-day
interactions or in
decisions on needs and
services.

4.44 There are a number of
important dimensions to
this. Carers and carer
organisations need respect
for their expertise and the
valuable work they do.
They need parity of esteem
with those who are paid to
provide care services.They
need access to the same
benefits that are available
to those who provide care
on a paid basis.

Identification of carers and
referral to services
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4.45 Health and social services
must identify and assess
carers’ needs if they are to
effectively address them.
There is no systematic
effort to do this at present
nor are there standard
protocols in place to guide
appropriate referrals.
Again, this is in contrast to
the situation in the UK
where follow-up on the
carers’ legislation through
issuing practice guidance
emphasises the key role of
GPs and other primary
care staff in supporting
carers.The new General
Medical Services Contract
in the UK includes
incentives for GPs to
initiate carer identification
and make appropriate
referrals of carers for
social services assessment.
GPs are a key point of
contact with health and
social services for carers
in Ireland and should be
encouraged to identify

carers and make the
necessary service referrals
to meet their needs.

4.46 Public health nurses also
have an important role in
identifying carer needs and
making referrals.They also
have a key role to play in
the health and safety aspect
of caring in the home,
through monitoring safety
issues and offering training
in handling, moving and any
necessary nursing skills.

Access to respite care

4.47 Respite care is essential to
sustain carers and reduce
negative impacts of caring
on their health and well-
being. It is important to
define respite services
clearly and unambiguously
so they meet carers’ needs.

4.48 There is a need for more
reflection on respite care
and its objectives.The
current approach is

through the annual Respite
Care Grant to help carers
pay for the purchase of
some respite.The
extension of grant
eligibility has widened
access although, as pointed
out in Chapter 3, people
receiving unemployment
payments and those doing
more than ten hours paid
work per week continue
to be excluded.

4.49 More generally, however,
although the grant is an
important support for
many carers, the current
approach to respite is a
minimalist one. It does not
address the importance of
respite on a regular, daily
or weekly basis to ensure
a reasonable quality of life
for the carer and pre-empt
deterioration in their well-
being and capacity to care.
Allocation of services such
as home help must take
the needs of carers into



account as well as those
requiring care.

Care management 

4.50 It often takes a lot of
effort for carers to
discover what services are
available, track them down,
arrange appointments and
try to ensure follow-up.
Research shows this type
of care management can
be very stressful for
carers.There is a need for
improved co-ordination of
services.

Health promotion

4.51 Carers need to be targeted
by health promotion
programmes as many
carers neglect their own
health.They need to be
more aware of the
importance of looking after
their own health, including
diet, exercise and sleep,
emotional and mental well-
being and wider personal

development and social
participation.

Information

4.52 Carers need information to
fulfil their caring role and
look after their own needs.
Although Comhairle and
carer organisations have
well-developed information
services, many people,
especially carers who are
also in paid employment,
do not identify themselves
as carers.Active out-reach
would help to link up with
carers who are not in
contact with support
services.

4.53 The information needs of
carers span a wide
spectrum.They need
information about the
caring role, what it
involves and how it may
change over time.They
also need to know about
services and supports,
where to find them and

who is eligible. Information
must be available when it
is needed, because caring
responsibilities can arise
very suddenly and carers
need prompt help to make
swift decisions.

4.54 Information about caring
needs to be accessible and
tailored to carers’ needs
and circumstances using all
available channels, including
one-stop-shops, phone-
based services and the
internet.

Training and education

4.55 When carers have the full
range of caring skills then
the quality of care will be
better, the experience of
the person being cared for
will be enhanced, the
carer’s experience will be
more fulfilling and there
are likely to be fewer
negative impacts on the
carer’s health and well-
being. Because few people
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come naturally equipped
with all the skills required
for caring, education and
training for carers is
necessary.

4.56 Depending on the
circumstances, the carer
may need a wide range of
skills, such as “hands on”
skills like dressing and
undressing, bathing and so
on, as well as nursing skills
and more general
communication and age
management skills.They
may also need training to
use assistive technologies
like hoists or other
equipment.Typically carers
need management skills to
deal with health and social
services and to juggle the
competing demands of
caring with other aspects
of their life. Generally they
need a range of coping
skills to adjust to caring
and deal with its
emotional aspects.

4.57 Training and education for
carers must be accessible.
It must be within easy
geographical reach and
there must be respite care
so carers can attend
courses.The needs
assessment of carers
should include a focus on
these training and
education needs.

Gender issues

4.58 A study on services for
carers some years ago for
the National Council on
Ageing and Older People
reported anecdotal
evidence of gender bias
being an issue, with men
carers more likely to get
support because of the
false assumption that they
are less able to provide
care and/or should be at
work and therefore are
less available (Finucane et
al., 1994). UK research at
that time suggested there
might also be gender bias

in public care services for
older people, with men
again being more likely to
receive support because of
the assumption that they
are less able to care for
themselves.

4.59 There is no evidence
available on the extent, if
at all, that such gender
biases may exist in service
provision in Ireland today
and this is an issue that
needs to be researched. In
any event, there is a need
to introduce equality
proofing protocols for
service providers that
include such gender
equality issues.

Equal Status Legislation

4.60 The inclusion of carers
under the family status
ground in the Equal Status
Acts and the relevance of
other grounds covered to
carers is valuable in
achieving equality for



carers.There are issues
about the legal definition
of carers. Chapter 6
discusses these and other
aspects of the legislation in
more detail.

Services for those who are
cared for

4.61 A number of equality
issues arise in relation to
services for those who are
cared for. Box 4.4 lists
some of the main ones.

Box 4.4: Equality issues relating
to services for those who are
cared for

• An “inverse care law”

• Need for better developed
and resourced community
care

• Lack of standardised
services, geographical
variations and age-related
factors

• Availability and access to
private care services

• Timely and sustained service
provision

• Access to public and private
residential care

An “inverse care law”

4.62 As noted earlier, the
traditional and current
approach to the state’s
responsibility and
contribution to caring is a
residual one, where
services are often not
provided if a family carer is
deemed to be available.
Research has documented
this type of service
rationing (e.g. Finucane et
al., 1994) and it has been
described anecdotally as in
the following observation:

“I looked for a home help
two years ago [when my
wife went blind and
became unable to walk],

and I filled out a form and
I was interviewed, and
what answer did they give
me back?…The answer we
got back was my son
wasn’t far away, and he
could do the work for
us…[My son] is
working…and he has a
family.” (Source: Garavan
et al., 2001)

4.63 This type of approach was
highlighted in the
Department of Social,
Community and Family
Affairs’ Review of the
Carer’s Allowance in 1998
as being tantamount to
applying an inverse care
law. Under such an
approach, the more carers
do the less support they
may get from community
health and social services.

4.64 This indicates the
considerable gap between
policy and practice for
carers and caring. Since
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the 1980s, health and
social service policy
statements have noted the
essential role of carers and
the need to support them
but this has not translated
into practical support for
carers. Evidence from
other countries suggests
community care supports
enable carers to continue
caring for much longer and
also facilitate a sharing of
caring responsibilities
among family members
where this is desired and
appropriate.

Under-developed and under-
resourced community care

4.65 Despite recent
improvements, community
care services are under-
resourced.They do not
meet demand and do not
meet the policy objectives
to support people living
independently at home.
Home care, community,
paramedical and assistive

technology services in
Ireland are less developed
than in other countries (as
outlined earlier). For
example, in Denmark about
five times as many older
people receive regular
home care services as in
Ireland.The pressing need
for improvement of this
situation has been
emphasised in the Special
Initiative on Care under the
Sustaining Progress national
agreement and also in
Congress’ recent call for an
Integrated National Care
Initiative (ICTU, 2005).

4.66 A range of factors have
contributed to the under-
development of
community services These
include resource
limitations for health and
social services, and the
tendency to prioritise
health as opposed to
social services, hospital as
opposed to primary care

and residential as opposed
to community services.
Health policy has
acknowledged the need to
move away from this
approach and this
acknowledgement now
needs to be translated
into the necessary
resource allocation and
service development.

4.67 Increased availability of
publicly provided services
is essential if there is to be
real equality and choice
for carers and for people
with disabilities and older
people who need care.As
already noted in Chapter
3, the introduction of a
nation-wide home care
subvention scheme offers
considerable promise but
this will not obviate the
need for substantial
parallel increases in
publicly provided home
care nor should it be
allowed to diminish the



public responsibility in this
domain.

Lack of standardised services,
geographical variations and age-
related factors

4.68 Other features of
community care services
also affect access for those
who need them, including
carers and those that they
care for.Available services
generally lack a statutory
basis and the link between
eligibility and entitlement
is unclear.There is a lack
of uniform needs
assessment or care
standards. Criteria for
accessing services are not
transparent or consistently
applied and much
discretion falls on the HSE
Areas and individual
professionals.

4.69 With service levels varying
considerably in different
parts of the country,
where a carer and the

person that they care for
lives can play a large part
in determining what
services and supports will
be available to them.There
is a need for defined
standards for levels of
service delivery and
service quality that are
applied consistently
throughout the country.

4.70 There are substantial age-
related differences in
access to community care
services, with people aged
18-64, in particular, being
disadvantaged compared
to younger and older
groups.Another age-
related issue is the
automatic entitlement to a
medical card at age 70.
Although this has a
positive impact on service
access for those aged 70
and above, it does not take
into account that many
people under 70 have
substantial care needs.

4.71 As discussed earlier in
Chapter 3, there are also
differences in access
between those with and
without medical cards,
with or without private
health insurance, and with
and without taxable
income and amongst those
with taxable income in
different brackets.

Quality, availability and access to
private care services

4.72 In the light of the growing
importance of private care
services, driven by public
financial supports for
private care costs and
under-supply of public
services, it is important to
give attention to issues of
quality, availability and
access in relation to
private care. One
important concern will be
to ensure that increased
support for private care
does not drain human and
other resources from the
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public care sector. In
addition, private care
services need to be
regulated in terms of
service quality standards
and these should be linked
to quality standards
developed and applied in
relation to public care
services.The employment
conditions for staff in
private home care services
is also an important issue.

4.73 More generally, although
there is a clear public
influence on the demand
side, through tax relief for
employing a carer, there
have not yet been any
public actions to develop
the supply of private home
care.

Timely and sustained service
provision

4.74 Timely provision of home
and community care can
prevent decline into
dependency.Apart from

gradual deterioration of
functioning, a stay in
hospital can often be what
triggers an end to
independent living for an
older person and the
beginning of a need for
substantial care.This
reinforces the need for
preventative approaches to
reduce the need for
hospital admission whilst
recognising that there are
many hospital procedures,
such as joint replacements,
that can contribute very
significantly to the capacity
for independent living and
quality of life.

4.75 Once hospitalisation
occurs, there is a need to
plan and support discharge
to ensure safe transfer of
care.This needs full
consultation with carers as
well as preparing the
home with whatever
modifications or assistive
technologies that may be

needed and alerting
community care services.

4.76 The Primary Care Strategy
contains commitments to
improve discharge
procedures and to prevent
post-discharge decline into
dependency.Although
discharge planning and
management is still
underdeveloped, there
have been commitments
made to provide expanded
home care support
packages as part of the
reform of hospital
services. In addition, there
have been encouraging
innovations such as the
HomeFirst project
involving geriatric services
in Beaumont Hospital and
the HSE Northern Area
community services.

4.77 There is a need to build
on these innovations with
a nation-wide and
consistent discharge



protocol that fully involves
carers.This must include
provision for continuity
and sustainability of home
care and other supports.
Otherwise, a combination
of early discharge and
service withdrawal is likely
to result in increased
difficulties for carers.

4.78 Care co-ordination can
ensure timely access to all
necessary services and so
minimise the likelihood of
dependency and the need
for family care.To achieve
this, all levels of the
referral and service
sequence need to be in
place and these must be
co-ordinated by a case
manager or some other
key worker.The need for
effective co-ordination and
inter-linkage is highlighted
by the delays in access to
the Disabled Persons’
Grant that have arisen due
to a shortage of

community occupational
therapists to make the
assessments.

Residential care

4.79 Despite the current policy
orientation towards care
in the community, it is
often easier to get a free
or subsidised place in a
nursing home than
substantial support to
remain living at home.
Hopefully the recent
attention to home care
subventions will lead to a
more balanced system of
supports and will remove
current biases.

4.80 Fragmentation and lack of
service co-ordination also
applies to the interfaces
between community and
residential care. Currently,
there is an almost
complete separation of the
two areas, so that after a
move to residential care
moving back into the

community is very unlikely.
More fluid models are
now beginning to be
explored, with an option
to return to the
community after extended
residential care, and efforts
in this area need to be
reinforced.

4.81 Decisions on long-term
residential care in a
nursing home can present
difficult dilemmas and it is
important to ensure that
choices and quality
outcomes are equally
available to all.

4.82 The review of the nursing
home subvention scheme
(O’Shea, 2002) identified
both "horizontal" and
"vertical" inequity across
the country because of
inconsistency in applying
the regulations. Inequities
arise when those with the
same needs are treated
differently and when those

90 • Implementing Equality for Carers



Implementing Equality for Carers • 91

with different needs are
treated the same.

4.83 One source of potential
inequity comes from the
fact that different HSE
Areas have assessed
dependency differently,
using different scales and
weightings for the social
circumstances of older
people.As noted in
Chapter 3, means-testing is
another area where
differences have occurred,
with varying degrees of
discretion in applying the
regulations.

4.84 The O’Shea Report also
drew attention to the
varying availability of public
places in different parts of
the country.This affects the
options available to families
in terms of choices
between public or
(contracted or subvented)
private places, depending on
where they live. Restrictions

in such choices can have
financial implications as well
their direct implications for
exercising preferred options
for public or private care.

4.5 Recommendations

Overarching
recommendations

Recommendation 4.1:

Increase the availability and
flexibility of home and
community care services to
meet the needs of people with
disabilities and older people
who need care and of carers

• Department of Health and
Children and Health Service
Executive (HSE) should
ensure full implementation of
the National Health Strategy,
especially those elements
aimed at enhancing
community care services.

• HSE Service Plans should
allocate the resources to

develop home and
community health and social
care services to meet the
needs of people with
disabilities and older people
who need care and of carers.
This should include increased
investment in home and
community care services and
rapid nation-wide rollout of
the home care subvention.

• HSE should ensure that, with
the introduction of a home
care subvention and possibly
an integrated benefit package
for carers, following
consultation on the Mercer
Report, there are public
services available to give real
choice between in-kind
public services and cash
support towards the
purchase of private services,
especially to those eligible
for public services.

• HSE should increase the
flexibility of home and
community care services to



cater for the diversity of
carers and caring situations
including carers who are in
paid employment and to
cater for the diversity of
needs of people with
disabilities and older people.

Recommendation 4.2:

Remove the current inequalities
in access to key publicly
provided home and community
health and social care services

• Department of Health and
Children and Health Service
Executive should remove 
the current discretionary
element in core services
such as home help, day 
care, respite care and
assistive technology, and
ensure that the same levels
of service are available in 
all parts of the country.
Entitlement to these services
should be put on a statutory
footing.

This should include an
examination of the current age
limits that govern access to
services and age-related
inequities particularly in the
context of the Equal Status Acts.

This should also ensure that
service delivery decisions are
gender-proofed.

Recommendation 4.3:

Ensure that carers, carer
organisations and organisations
representing older people and
people with disabilities
participate in shaping the
overall health care agenda and
the ongoing reform process

• The Department of Health
and Children should ensure
there is a focus on the
participation of groups
experiencing inequality in
shaping the health reform
process and in operating a
reformed health sector.

• Carer organisations and
organisations representing
people with disabilities and
older people should be
involved in the participatory
mechanisms developed.

Specific recommendations

Recommendation 4.4:

Develop services and supports
that directly address carers’
own needs

• Department of Health and
Children and Health Service
Executive should give carers
an entitlement to needs
assessment in their own
right, addressing their health
needs, their needs for
supports with other aspects
of caring, and their
circumstances, preferences
and aspirations in relation to
employment, education and
training and wider social
participation.
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• HSE should develop a carer
needs assessment protocol
for the various services that
come into regular contact
with carers, including GPs,
public health nurses, other
primary care team members
and hospital staff.

• HSE should define a key
worker function to support
carers on a case-by-case
basis, and should recruit
more community social
workers to fulfil this
coordination and
management function.

Recommendation 4.5:

Provide further increases in the
amount and flexibility of respite
care

• Department of Health and
Children and Health Service
Executive should increase
publicly provided respite
care overall and should
substantially increase the

amount of respite available
to each individual carer.

This should include provision of
respite care in flexible ways, to
meet the varied needs of carers
and those they care for, based
on a review of the current
concept and resourcing of
respite care in the light of
carers’ diverse needs and an
examination of how to provide
the regular (day-to-day or
week-to-week) respite care
supports that carers need.

Recommendation 4.6:

Assess the impacts of caring on
carers’ health 

• Health Promotion Unit
should conduct research on
the impact of caring on
carers’ health and develop
appropriate responses on
foot of the research findings.

Recommendation 4.7:

Provide awareness-raising,
information and training on
carers and their needs for all
relevant health and social
service professionals 

• Department of Health and
Children, Health Promotion
Unit, Health Service
Executive and carer
organisations should develop
the materials for a training
programme to build an
awareness and a knowledge
base on carers and their
needs among health and
social service professionals.

• HSE Areas to deliver the
programme within their
areas.

Recommendation 4.8:

Increase the level of support for
carer organisations

• Health Service Executive
should increase resources



allocated to carer
organisations to expand their
services and supports for
carers.This should include
further resources for the
provision of information,
advocacy and training and
education of carers in
relation to their caring role.

Recommendation 4.9:

Give enhanced priority and
resources to services
supporting independence

• Department of Environment,
Heritage and Local
Government should increase
the availability and access to
the Disabled Persons Grant
Scheme.

• Health Service Executive
should develop assistive
technology services in line
with international good
practice.

Recommendation 4.10:

Establish, regulate and monitor
quality standards in home and
community care services

• Health Information and
Quality Authority should
implement an appropriate
regulatory framework for
home and community care
services.This should establish
standards and quality in
public and private care
services.

• Department of Health and
Children to examine issues
in relation to access to
public and private care
options, and whether and
how the further
development of private
supply might be stimulated
without resulting in further
drains on resources for
public services.
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Chapter 5
Social
Participation,
Personal
Development,
Lifelong Learning

5.1 Introduction

5.1 This chapter looks at
equality issues for carers
in relation to participation
in the community and
wider society, personal
development and lifelong
learning.The focus is on
identifying the constraints
that carers may face due
to their caring
responsibilities and what
needs to be done to
ensure that they have
opportunities and choices
in these core areas.

5.2 Participation in the wider
world for carers, outside
the caring situation, is
important for them, for
those they care for and for

society as a whole. Social
participation in all its
forms – friendships,
recreation, and community,
civic and cultural
engagement – has value
for the individual, as well
as providing a respite from
caring responsibilities.

5.3 Although caring can be a
source of personal
development and growth,
it should not be at the
expense of developing
other aspects of carers’
lives. Personal
development comes partly
from participation in the
wider world and partly
from more structured
skills development. Lifelong
learning is important for

the continual enhancement
of skills and abilities and
for the individual’s own
general development,
employment and career
prospects.

5.4 Participation, personal
development and lifelong
learning require time,
energy and accessible
services. Carers need
access to necessary
respite care and other
supports to enable social
participation and personal
development, and must be
specifically targeted and
supported in key services
such as lifelong learning.



5.2 The context

5.5 The annual Living in
Ireland / European
Community Household
Survey has collected
information on social and
political participation and
on engagement in
education and training, as
well as on caring.
However, this data on
carers has not yet been
synthesised and published.

5.6 Apart from this, there has
been very little direct
research on the
implications of caring for
social participation,
personal development or
lifelong learning. Some
early studies (O’Connor
and Ruddle, 1988; Ruddle
and O’Connor, 1993)
found that many carers
reported caring had
affected their social life to
some degree, being less
able to leave the house or

go out in the evening and
being too tired for social
activity. More than one-half
of carers (59%) reported
restrictions on leisure and
social activities due to
caring.This research also
found that the absence of
respite from caring was
the most frequently
reported source of stress.

5.7 The research also found
that one-quarter of carers
reported negative impacts
on their family life,
including activities and
relationships with their
partners or children.These
and other international
studies have found that
prolonged caring can pose
significant strains on
relationships and family life,
including communication
breakdown and conflict.

Such situations are
detrimental to the carer
and to the people with

disabilities or older people
who need care.Any
potential for equality for
carers is diminished as is
any potential for equality
for the people with
disabilities or older people
who need care.

Potential social implications of
caring 

• Restricted social activity

• Too tired for social activity

• Restricted family life

• Negative impacts on
relationships with partner /
children

5.8 Data from the 2002
Census provides an
indication of the levels of
time constraint that carers
can experience (Figure
5.1).
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Table 5.1: Hours of paid work (in week before Census) and hours of caring per week 
Source: Census, 2002

Hours caring
per week

Not in paid
work

Hours of paid work in previous week

All carers

1-19      20-29      30-34      35+       Not stated       All

1-19      20-29      30-34      35+       Not stated       All

1-19      20-29      30-34      35+       Not stated       All

1-14

15-28

29-42

43+

All

%

18.8

4.1

2.4

17.7

43.0

%

4.9

0.8

0.3

1.5

7.5

%

5.0

1.0

0.3

1.2

7.6

%

2.2

0.3

0.2

0.5

3.2

%

24.3

3.7

1.9

5.5

35.5

%

1.8

0.4

0.2

0.9

3.2

%

57.0

10.4

5.3

27.2

100.0

Hours caring
per week

Not in paid
work
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5.9 Many carers, whether in
paid work or not, put in
long hours of caring, with
one in three doing 29 or
more hours per week and
more than one in four
doing 43 or more hours
per week.Where carers
do very long hours of
care, it generally means
that they have taken on
most or all of the caring
responsibilities within the
family.This can result from
the residual role, described
earlier, played by the State.
This may be because there
are no other family
members to share the
responsibility with.
Administrative factors may
contribute to such a
situation where, for
example, Carer’s
Allowance and Carer’s
Benefit are structured
around the presumption
that one person will be
the full-time carer.

5.10 In addition, more than one-
third of carers did 35 or
more hours of paid work
in the week before the
Census of 2002 and
substantial numbers of
carers are combining full-
time paid work with long
hours of caring. More than
one in eighteen carers
(5.5%) reported doing 35
or more hours of paid
work plus 43 or more
hours of caring, amounting
to nearly 8,200 people in
total of which about 5,000
were men and 3,200 were
women.

5.11 Overall, the Census data
suggests that only a
minority of carers have
much time left for other
activities after their caring
work and / or paid work.
In addition, of course,
many carers, especially
women carers, have
childcare responsibilities as
well.

Lifelong learning

5.12 Carers in Ireland have a
similar profile to the
general population as
regards educational
attainment. Figure 5.2
shows that just over one
in five carers left school
with only primary
education and almost one-
quarter left after lower
secondary.As with the rest
of the population, many
carers would benefit from
a return to education or
other forms of adult
education.

5.13 Apart from the
unpublished Living in
Ireland / European
Community Household
surveys, there is no Irish
data on how many carers
partake in continuing or
adult education. However,
the time constraints
identified from the Census
data will present barriers
for many carers and not
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being able to leave the
home may also be a
problem for many carers.

5.14 To compound matters, the
data from the Census
suggest that those carers
who would benefit most
from lifelong learning may
be the ones that are most
constrained by caring
responsibilities.This is
because carers with lower
levels of education are

proportionately more
likely to be caring for
longer hours (Figure 5.2).

5.15 There is a clear
gradient, with the
proportion of carers
spending longer hours
caring increasing as
educational attainment
decreases.This is probably
related to similar socio-
economic and socio-

cultural factors to those
discussed earlier in
Chapter 3. For example,
there may be differences in
the perceived or actual
opportunity costs of long
hours of caring across
different groups as well as
differences in access to
alternative sources of care.
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Figure 5.2: Educational attainment of carers 
Source: Census, 2002
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Young carers

5.16 Recent research has
examined the extent of
caring by younger people
in Ireland based on Census
data (Halpenny and
Gilligan, 2004). Overall, the
Census identified almost
3,000 carers aged 15-17
(Table 5.2). Evidence from
other countries suggests
there may also be a
significant number of even
younger Irish children
involved in caring but

these are not enumerated
in the Census.

Table 5.2: Hours of care per week
by Irish young carers (15-17 years) 

Hours of care Number of young 
per week carers

1-14 2,440

15-28 241

29-42 109

43 + 207

Total 2,997
Source: Halpenny and Gilligan (2004);
based on data from Census, 2002

5.17 The majority of the young
carers identified in the
Census were providing
between 1 and 14 hours of
care per week, 557 were
doing 15 or more hours
weekly, with 207 providing
43 or more hours. Even
those reporting lower hours
may be doing up to two
hours per day in addition to
school and homework.This
is an undesireable situation
and needs to be addressed
with urgency.
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Figure 5.3 (Continued)



5.18 Most young carers (89%)
are still in formal
education (Table 5.3).The
majority (78%) live in
households comprising a
couple with children and
one in six (16%) live in
households comprising a
lone parent and children.

Table 5.3: Principal socio-economic
status of young carers (15-17 years)

Number %

Working for 
payment or profit 206 6.9

Looking for first 
regular job 48 1.6

Unemployed 35 1.2

Student / pupil 2,657 89.0

Unable to work 
(permanently sick
/ disabled) 7 0.2

Other inactive 43 1.5

Source: Halpenny and Gilligan (2004);
based on data from Census, 2002

5.19 Research in the UK has
found evidence of negative
impacts of caring
responsibilities on the

educational experiences of
young carers, with
between one-quarter and
one-third of young carers
having difficulties with
school attendance and
academic achievement.
Young carers are more
likely to miss out-of-
school educational
activities such as after
school clubs, visits and
holiday programmes.Apart
from time constraints,
anxiety and fatigue among
young carers may also
contribute to this.

5.20 Research in other
countries has also found
various other negative
social impacts of caring by
young people. It may
negatively affect
opportunities for contact
with peers and for sports
and leisure activities and
this can result in social
exclusion and isolation.

5.3 Policy and provision 

5.21 A range of different sectors
have roles to play in
supporting carers in their
personal development, social
participation and lifelong
learning.These include:

• Department of Education
and Science

• Providers of education and
training, including FÁS

• Department of Health and
Children

• Department of Social and
Family Affairs

• Carer organisations

5.22 There is little evidence to
date that the formal
education system facilitates
carers as a group.

5.23 The White Paper on Adult
Education (2000)
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recognised the importance
of adult education for
carers and the need to
address access issues that
prevent take-up. It noted
that many carers are older
people, as well as the
constraints that carers
may experience in leaving
the house.

5.24 Although there has not yet
been a dedicated focus on
the access needs of carers,
the Back to Education
Initiative4 does include
carers as one of its
priority target groups. It
aims to provide
opportunities to return to
learning and emphasises
part-time provision and,
through this, offers a
chance to combine a
return to education and
training with family, work
and other responsibilities.
In 2004 twelve VECs

offered care – related
courses to a total of 866
participants. Course
provision covered a wide
range of topics for the
carer from specific nursing
studies programmes to
general support needs
awareness training.Within
the community strand of
the Back to Education
Initiative two groups
offered specific care
related courses with a
total of 55 participants in
‘Community Care’ and
‘Social Care’.However, the
administrative and financial
rules may limit access for
carers in certain
circumstances and these
are discussed further later
in this chapter.

5.25 The FÁS Expanding the
Workforce initiative is
aimed at assisting women
returning to a job and is

also relevant to carers,
although again there is no
data on the numbers of
carers who have
participated. IBEC,
Congress, National
Women's Council of
Ireland and the Northside
Partnership in Dublin
support this initiative
jointly funded by FÁS and
the Department of Justice,
Equality and Law Reform's
Equality for Women
Measure. It aims for a
more flexible delivery of
services, tailored to
individual needs and
focused on concerns
experienced by women
returnees such as training
flexibility and service
accessibility. It is locally
based and adapted to each
woman's particular needs.

5.26 The Department of Health
and Children also has a

4 The Back to Education Initiative is a large programme under the Community Education Strand of the National Development Plan. It aims to build the
education sector to meet the changing needs of individuals, communities and society.The target is to have 52,000 participating per annum by 2006.
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role to play in carers’
access to lifelong learning.
Respite care allowing a
carer to participate in
education and training is
one of the key access
factors.At present publicly
provided respite, in cash or
kind, is insufficient for this.

5.27 The Department of Social
and Family Affairs plays a
role by virtue of the effect
of participation in
education or training on
eligibility for Carer’s
Allowance and Carer’s
Benefit.The currently
restricted flexibility in
these schemes poses
barriers to many carers
and is discussed further
later in this chapter.

5.28 Carer organisations provide
a range of educational and
training services. Some of
these services support the
caring situation, such as
training in caring skills and

counselling on coping with
the challenges of caring.
Other services address the
wider needs of carers,
including respite and sitting
services to provide breaks
for the carer, training in
computers and the
internet, and social events.

5.4 Issues

Little policy attention and
support

5.29 There is a general lack of
policy attention and
support for carers’ needs
in relation to social
participation, personal
development and lifelong
learning. Greater visibility
and higher priority for
carers within targeted and
mainstream services is
necessary.

Suitable respite services

5.30 The lack of well-resourced
respite services is a

recurring theme in this
report. If carers are to
participate socially and in
lifelong learning they need
respite that is organised
specifically to meet their
needs.This means ongoing
and regular respite that fits
with social and educational
schedules. Respite services
must also be designed to
address the needs and
aspirations of the people
with disabilities and older
people who are being
cared for.

5.31 As noted already in
Chapter 4, carers in the
UK have a right under the
Carers (Equal
Opportunities) Act to a
needs assessment that
takes into account
whether the carer “is
undertaking, or wishes to
undertake, education,
training or any leisure
activity”.This report has
recommended the
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introduction of a similar
approach in Ireland
(Chapter 4).

5.32 All carers need respite,
even if they do not plan to
take part in education or
training, otherwise they
can be too tired and
stressed to even consider
taking part.

Accessible education, training
and lifelong learning

5.33 To fit with the needs of
carers, educational and
training opportunities
need to be locally available
and offered in flexible
modes that do not assume
9-to-5 availability, as well
as using the potential of
home-based learning and
eLearning where
appropriate. Exploitation
of the flexibility of home-
based learning should not
be at the expense of
increased social isolation
for carers, however, and it

is likely that many carers
will prefer the social
aspects of more
traditional, classroom-
based education and
training. More generally,
digital literacy is a
prerequisite for eLearning
and carers will need to be
equipped with this if they
are to avail of the
opportunities.

5.34 There is also a need for
more flexibility in
education, training and
lifelong learning through a
more modular approach
to qualifications and
accreditation.This would
enable carers to organise
and pace their learning and
progress to fit other
aspects of their life.The
work of the National
Qualifications Authority on
a national higher education
and training credits system
should help the
progression towards a

system that better meets
the needs of carers.

Administrative and financial
barriers

5.35 The eligibility rules for
Carers’ Allowance and
Carers’ Benefit that
currently impose a limit of
10 hours’ employment or
training per week exclude
carers from many
educational and training
opportunities.As already
mentioned this condition is
designed to ensure that
the person who needs
care, who has been
medically assessed as in
need of full time care is
receiving that level of care.
However it reinforces the
notion of a primary full-
time family carer and limits
the possibility of a return
to work when caring
responsibilities are finished.

5.36 Carers are also at a
disadvantage in not having
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access to the weekly
Training Bonus Allowance
provided by FÁS.
Currently this is available
to people in receipt of
Unemployment Benefit or
Unemployment Assistance
for 12 months or more, to
people moving into
training following 12
months on a FÁS
Community Employment
and Jobs Initiative
Programme and to
disabled people not in
receipt of Disability
Benefit or Invalidity
Pension (who may also
retain their social welfare
allowance while in
training). Carers need to
be entitled to this bonus
as well.

5.37 Some features of
vocational training can also
leave carers at a
disadvantage. For example,
programme allowances are
paid to participants in

VTOS courses during the
conventional 9-to-5 hours
but not to participants in
courses run in the evening.
Many carers may only be
available in the evenings
and so are penalised
financially.

Tailored programmes for carers

5.38 Carers have the same
range of interests and
abilities as the rest of the
population so educational
and training opportunities
should be available to
them in the same way as
anyone else. In addition,
some carers have a lower
education level or have
been out of the workforce
for a long time and have
particular needs.Targeted
programmes need to be
developed to meet their
specific needs.Training in
IT is one important area,
both to access more
flexible learning and as a
core skill for life and for

paid employment.

5.39 Training in caring skills is
also important, as
addressed in more detail
in Chapter 4.

Recognition of caring skills

5.40 Carers’ skills and
experience are substantial
and broad ranging,
including practical hands-
on, time management,
people management and
co-ordination skills.These
skills need more
recognition and value
through accreditation for
prior learning, experience
and expertise gained
outside formal education,
training or paid
employment.This is an
aspect that needs to be
given appropriate attention
in the context of the
National Qualifications
Authority commitments to
develop a national
approach in this area.
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Young carers

5.41 As noted already, more
information is needed on
young carers in Ireland.
For example, we do not
know the extent and
nature of the
responsibilities of young
carers that were identified
in the last Census. Some
may be helping a sibling
with a disability while
others may be helping a
parent to look after a
grandparent or other
older relative. Some may
be carrying a heavy burden
of care for a parent or
other family members. It is
highly undesirable for
young people to have such
a heavy burden of caring
responsibilities.There is an
urgent need for more
research on the numbers
of young carers and their
duties and to ensure
appropriate relief and
assistance for young carers
as a matter of priority.

5.42 The state has a clear
responsibility to provide a
full range of services for
young carers, starting with
identifying them and
followed by the provision of
practical and counselling
supports, including respite
and full access to education,
social participation and
personal development.

5.43 UK research suggests that
families often choose one
child to take on the caring
role. It is important to
safeguard the rights of
children in relation to such
expectations or
impositions of caring
responsibilities.

5.5 Recommendations

Recommendation 5.1:

Develop and include a focus on
carers within administrative
data and equality and social
statistics

• Department of the Taoiseach
should include a focus on
carers within the Equality
and Social Statistics Data
Strategy.

• Central Statistics Office
should produce a report on
carers in Ireland, similar to
the report prepared on men
and women in Ireland.

Recommendation 5.2:

Address the needs of young
carers as a matter of urgency

• Health Service Executive
(HSE) should conduct
specific research on the
circumstances and needs of
young carers.

• HSE Family Support Units
should implement
mechanisms to identify
young carers and develop
social service family
interventions to meet young
carers’ rights and needs.
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• Department of Education
and Science should provide
services and supports to
ensure young carers have the
same educational and social
opportunities and levels of
participation and outcome as
their peers.

Recommendation 5.3:

Ensure that carers’ needs are
addressed in access to all levels
of education, training and
lifelong learning

• Department of Education and
Science should review and
assess the capacity of current
provision to meet carers’
needs in access to all levels
of education / training /
lifelong learning, and should
develop policy found to be
necessary in this area
including allocating
appropriate responsibilities
to the VECs, third level
educational establishments,
and all other relevant players.

• Department of Education and
Science the Vocational
Education Committees and
other relevant educational
esablishments should ensure
that carers are further
targeted as a group in lifelong
learning provision, including
adult education and return to
work training, and that
information about available
opportunities reaches all
carers. Lifelong learning
opportunities should meet
the time and place
constraints of carers; and new
opportunities and flexibilities
offered by distance, home-
based and eLearning should
be fully exploited.

Recommendation 5.4:

Support access for carers to
higher and further education
and training provision

• The Equality Authority
should engage with the
National Qualifications
Authority of Ireland and

implementing bodies in
higher and further education
to examine how best to
address the requirements for
flexibility and modularity to
accommodate the needs of
carers in higher and further
education and training
provision, and the need to
recognise skills accumulated
by carers through their
caring work in terms of
credits for prior and
experiential learning.

Recommendation 5.5:

Remove administrative and
financial barriers to the
participation of carers in
education, training and lifelong
learning

• Department of Social and
Family Affairs should remove
the barriers to carers’
participation in education or
training posed by the “10-
hours per week” limit for
those in receipt of Carer’s
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Allowance or Carer’s
Benefit.

• Department of Education
and Science and FÁS should
ensure that the full range of
financial incentives to
participation in training, such
as training allowances and
bonuses, are available to
carers and in courses that
are availed of by carers.

Recommendation 5.6:

Recognise the role played by
carer organisations in providing
education and training for
carers and resource them
appropriately

• Funding agencies such as
FÁS,VEC,ADM and others
should provide increased
resources to enable carer
organisations to expand the
valuable contribution they
are making in providing
education and training
opportunities for carers.
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6.1 Context

6.1 Recognition looks to the
cultural domain as a
source of equality.
Recognition for carers is
about their access to
status in society, at
community level and
within their families. Status
reflects the extent to
which carers and the
caring role are valued in
these different contexts.
This recognition has
practical implications for
the experience and
situation of carers.

6.2 Access to recognition
impacts on access to
resources.When carers
and the caring role are not

valued, their needs are not
met or are met
inadequately. Recognition
impacts on access to
decision-making. Carers
can find their voice is not
heard nor taken into
account when they are not
afforded status. Decisions
are made for them rather
than with them.
Recognition also impacts
on access to relationships
of care, love and solidarity.
Carers can find themselves
isolated or having limited
social contact when their
role is not valued.Access
to recognition is also
important in terms of self-
image. Low self-esteem
and a limited recognition
by carers themselves of

their own role and
contribution accompany
inequalities in recognition.

6.3 Recognition, status and
value flow first and
foremost from the carer
and how they view their
own caring role and work.
It also flows from the
person who is being cared
for, the carer’s family and
the attitudes of family
members.The place and
standing of caring within
the wider culture of the
local community and
within society is another
important source of
recognition.The
representation and
visibility achieved by carers
and caring in the media or

Chapter 6

Recognition

and Status
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school curricula is one
measure of recognition at
this level.

6.4 In the workplace carers
are afforded recognition
when adjustments are
made and flexibilities
provided to meet the
needs of carers and to
facilitate their participation
and contribution in the
workplace.
Accommodating the needs
of carers places a value on
their presence and
contribution at work and
on their caring work.
Public sector service
provision is another
important source of
recognition. Carers are
valued where legislation,
public policy and service
provision identify and
respond to their needs
effectively and generously.

6.5 People make very different
choices about caring in a

cultural context where
carers and caring are not
valued nor accorded
status. In today’s high
pressure society where
work and financial
demands can dominate,
the availability of people to
take on caring roles is
already limited.
Recognition for carers and
caring is important to
facilitate people to make
real choices in relation to
caring roles.

6.2 Situation

Consultation conference

6.6 As part of the preparation
of this report a
consultation conference
was organised with nearly
one hundred carers and
carer organisation
representatives.A strong
consensus was evident
that carers and the caring
role are not adequately

valued.This deficit was
identified in inadequate
income supports and
resources for carers, in
ignoring the voice of
carers and in experiences
of isolation.

6.7 There was a link made by
conference participants
between the low value
accorded to caring and the
level of support that is
provided to carers. Many
carers do not get any
statutory payment that
recognises their role and
where a statutory payment
is available it is less than
the payments made to
other groups such as
foster parents.The low
value accorded to caring is
also reflected in
inadequate and uneven
access to community care
or respite care services.

6.8 The low value accorded to
caring was also identified
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in terms of carer access to
political representation.
Given the demands of
caring it is difficult for
carers to organise. Even
when they do, carer
organisations have
experienced making
budget submissions in
relation to carer issues to
no avail and consulting
with politicians without
effect.This experience of
the carers’ voice not being
heard was also described
in engagement with
service providers and
health professionals in
particular. Some health
professionals did not
appear to understand the
experiences of carers and
appeared to diminish their
contribution as voluntary
or amateur.

6.9 The experience of
isolation was also put
forward as evidence of the
limited value afforded to

the carer and the caring
role. Public service
providers step back if the
family carer takes on the
caring role and other
family members may not
share the caring role,
leaving little energy or
time to the carer for
social contact or other
activities.

Legal status

6.10 The naming of carers in
legislation is an important
source of status and
provides evidence of the
valuing of carers and
caring roles. However, the
quality of recognition will
depend on how accurately
and appropriately the
legislation names and
defines carers.

6.11 The Review of the Carer’s
Allowance reflects some
of the problems in the
definition of carers in the
Carer’s Allowance, Carer’s

Benefit and Carer’s Leave
legislation and regulations
(Department of Social,
Community and Family
Affairs, 1998).This report
states that:

“A carer is defined as
someone who provides
full-time care and attention,
to an older person or a
person with a disability, on
an unpaid basis.”

A key feature of this is the
requirement that carers should
provide “full-time care and
attention”.The review of the
Carer’s Allowance contains the
following definition of full-time
care and attention:

“Full-time care is defined
as care provided to a
person who has such a
disability that he/she
requires frequent
assistance throughout the
day in connection with
normal bodily functions.”
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This requirement for full-time
care has since been relaxed to
allow up to ten hours paid
work or education/training per
week. However the essence of
the definition remains the same
– carers are seen as people
whose caring precludes
participation in significant paid
work or any other activity.This
does not reflect the diversity of
carers and caring situations nor
their different needs and
aspirations. Some carers do the
ten hours paid work or
education/training allowed but
this facilitates only a limited
participation and is not flexible
enough to meet their needs or
the demands of most employers
and education/training
providers.

6.12 The family status ground
under the Employment
Equality Acts 1998 and
2004 and the Equal Status
Acts 2000 to 2004 is
defined as:

“being pregnant or having
responsibility –

(a) as a parent or as a person
in loco parentis in relation
to a person who has not
attained the age of 18
years, or

(b) as a parent or the resident
primary carer in relation
to a person of or over
that age with a disability
which is of such a nature
as to give rise to the need
for care or support on a
continuing, regular or
frequent basis, and for the
purposes of paragraph (b),
a primary carer is a
resident primary carer in
relation to a person with a
disability if the primary
carer resides with the
person with the disability.”

6.13 The definition of carer
under the family status
ground in the equality
legislation restricts

coverage to carers who
reside with the person
they care for, are their
“primary” or main carer
and are giving continuing,
regular or frequent care.
However, many people
provide significant
amounts of care to people
not living with them or
provide care on a more
intermittent basis.

6.14 The social welfare and
taxation regulations
recognise this issue of
people in receipt of care
who are non resident.
Eligibility for Carer’s
Allowance and Carer’s
Benefit extends to those
providing full-time care
and attention to someone
not living with them,
provided there is a direct
system of communication
(a telephone or alarm
system) between the
carer’s residence and that
of the care recipient and
that the care recipient is
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not already receiving full-
time care and attention
from another person
within his or her own
residence. Eligibility for the
home carer’s tax credit
also extends to people
caring for people who are
non-resident, provided
they live within two
kilometres of the claimant
and there is direct
communication between
the two residences.

Mainstreaming

6.15 Carers have been named in
a range of legislation and
policies specifically
targeted at meeting their
particular needs.Targeting
carers is a valuable equality
strategy. However its
impact can be diminished if
it is not combined with
naming carers’ needs in
mainstream or general
legislation and policies.
Targeted provision without
a mainstream concern for

carers can lead to
segregation and further
isolation alongside low
standards of provision for
carer needs.

6.16 Naming carers in the
equality legislation is an
important development.
Carers are named within a
wider prohibition on
discrimination that covers
the nine grounds of
gender, marital status,
family status, age, disability,
sexual orientation, race,
religion and membership
of the Traveller community.
This not only provides an
important protection for
some carers from
discrimination, it also
locates carers as a focus
for integrated strategies to
promote equality across a
broad range of groups
experiencing inequality. It
is important to ensure a
visibility for carers within
such an integrated
approach to equality.

6.17 Carers must be concerned
with the effective
implementation of this
equality legislation and its
further evolution.The
2004 Annual Report of the
Equality Authority noted
that in its casefiles under:

– the Employment Equality Act,
5 casefiles or 1.4% related to
the family status ground

– the Equal Status Act, 4
casefiles or 0.8% related to
the family status ground.

These low figures suggest the
need to further explore carers’
experiences of discrimination,
the capacity of carers to use
the legislation and the relevance
of the current legislation to the
specific experiences and
situations of carers.

6.18 Another important
example of mainstreaming
is in the work of the social
partners in relation to
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work-life balance.This
work began under the
Programme for Prosperity
and Fairness national
agreement.The social
partners and the
Government agreed to
establish a National
Framework Committee
for Family Friendly Policies
at the Level of the
Enterprise to support
family friendly working
arrangements in
companies.This focussed
on the need to assist
parents reconcile work
and family life.The work
has continued under the
Sustaining Progress
national agreement.

6.19 However the focus under
the new national
agreement has expanded
from family friendly
workplace arrangements to
work-life balance
workplace arrangements.
This allows an inclusion of

those seeking to combine
paid employment with
caring responsibilities in
this important initiative of
the social partners.This
mainstreaming of carers
alongside a range of other
groups provides valuable
opportunities to stimulate
and support workplaces to
better respond to the
needs of carers and to
recognise the particular
challenges they face and
the contribution they
make. It is important to
ensure that the National
Framework Committee
adequately understands and
promotes the particular
flexibilities required by
carers in paid employment.

6.20 Mainstreaming carers as a
focus in legislation, policy
and practice requires a
clear understanding and
knowledge of their needs.
The lack of any formal
needs assessment for

carers is a barrier to their
inclusion in this wider range
of mainstream initiatives.

Self-recognition

6.21 The 2002 Census found
that 148,754 (4.8%) of
Irish adults identified
themselves as carers.The
census posed the question:

“Do you provide regular,
unpaid personal help for a
friend or a family member
with a long term illness,
health problem or
disability?”

This was the first time the
Census included a focus on
caring.The prevalence of caring
is a lot higher in UK population
surveys which showed 16% of
the working age population in
Britain and 18% of the working
age population in Northern
Ireland as carers.These figures
could reflect real differences in
the prevalence of caring, the
wording of the question or who
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identified themselves as carers.
The figures appear to reflect
some lack of self recognition by
carers themselves of their role
and contribution.

6.3 Issues

Diversity and definition

6.22 Carers are drawn from a
diverse range of groups.
They include men and
women, lone parents,
married couples,
cohabiting couples, same
sex couples, older people
and younger people,
Travellers and other
minority ethnic groups,
people with disabilities and
gay and lesbian people.
Caring is organised in
different ways, including
primary resident carers,
carers who are not
resident and people
sharing caring
responsibilities. Caring
situations vary.The Census
found 57% of carers spend

1-14 hours per week
caring and 27.2% spend 43
hours or more per week.
Legislation, policy,
provision and practice
need to identify carers as
a focus for attention and
need to reflect and
adequately respond to this
broad diversity.All carers
across this diversity need
recognition with its
associated status and
valuing.

Mainstreaming and Equality
Proofing

6.23 Mainstreaming is about
ensuring a focus on carers
in all policies and
programmes that could be
relevant to them.This is a
key element in any search
for recognition. Equality
proofing is emerging as a
valuable policy tool to
mainstream a focus on
groups experiencing
inequality in policymaking
and in the design of

programmes. Equality
proofing is being
developed within an
integrated approach to
equality that encompasses
all nine grounds covered
by the equality legislation
including the family status
ground with its focus on
carers.

6.24 Equality proofing involves
all policies and
programmes being tested
for their potential
relevance to carers – and
other groups experiencing
inequality. Key policies and
programmes with
relevance for carers are
then assessed at design
stage for their likely
impact on carers.This
impact assessment should
explore the potential
contribution of the policy
or programme to
enhancing the experience
and situation of carers and
should examine the extent
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to which they have taken
into account the diverse
identities, experiences and
situations of carers.
Adjustments are then
made to the policy or
programme if they are
found to be required to
maximise a positive impact
on carers.The
participation of carers and
carer organisations in the
impact assessment is a
further key step in equality
proofing. Finally there is a
need to monitor the
implementation of the
policy or programme
implementation for its
impact on carers.

6.25 Equality proofing is at an
early stage of development
and government
departments and state
agencies have yet to apply
it on a consistent basis.
The inclusion of a focus on
carers in current equality
proofing models is also

limited and requires
further development.A
broader understanding of
carers’ situations and
experiences alongside a
new capacity for
policymakers and carers’
organisations to engage
effectively in equality
proofing needs to be
developed.

Equality and diversity training

6.26 Providing training in
relation to carers and
caring situations should
enhance the interaction
between carers and
service providers and
employers through greater
recognition and valuing of
carers and caring. Equality
and diversity training for
service providers and
professionals and for
employers and employees
will help develop:

– a greater awareness of
carers, the importance of

caring, the needs of carers
and the issues faced by
carers;

– a deeper understanding of
the equality legislation in
relation to carers and the
rights of carers under other
legislation;

– skills to include a focus on
carers and carer needs in
decision-making, to interact
effectively with carers in day-
to-day responsibilities and to
promote equality for carers.

6.27 Some organisations and
professional bodies do not
provide equality and
diversity training to their
staff or members.Where it
is provided its scope can
be limited to emphasising
awareness of equality
legislation without a focus
on equality issues or skills
development. Such training
has been limited in its
coverage of all groups
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experiencing inequality
such that equality and
diversity training can take
place without any focus on
carers.

Transmitting Values

6.28 There is only a limited
transmission of values
which affirm carers and
caring roles.The issue of
affective equality is only
emerging in equality
debates and has yet to be
fully developed.Affective
equality is about access to
relationships of love, care
and solidarity. It reflects
the importance of the
emotional sphere and
caring in a more equal
society. It seeks the
elimination of experiences
of isolation, disrespect and
hostility for groups that
experience inequality.

6.29 Caring is supported
through care curricula up
to and including Leaving

Certificate Level at
primary and post primary
level, the curriculum for
civic education deals with
care, the concept of
stewardship and the
importance of family and
community life. However
research (Lynch and
Lodge, 2002) identifies a
declining status for
nurturance and caring in
girls’ schools relative to
academic achievement
over the past decade.The
same research identified
dominant models of
masculinity in boys’ and
co-educational schools in
terms of dominance,
toughness, physical
strength and
heterosexuality.

6.30 Schools play important
roles in exploring,
communicating and
evolving a societal value
base.The lack of, or
diminishing emphasis on,

nurturing and caring within
schools must be a concern
in terms of the focus on
relationships of love, care
and solidarity within the
societal value base.

6.31 Media coverage and
cultural activities can also
make carers’ lives and
contribution more visible
by exploring and affirming
caring roles.All too often,
however, the carer’s life
and perspective can
remain invisible in these
modes of communication.

Promoting equality

6.32 Carer visibility in equality
legislation and equality
strategies is an important
recognition for carers.
Greater access by carers
to making use of the
equality legislation can
enhance this recognition.

6.33 Advocacy and advocacy
supports can enhance the
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effective implementation of
equality legislation through
wider knowledge of its
provisions among carers
and carer organisations.
Advocacy initiatives can
support individual carers
who feel discriminated
against to take cases under
the legislation.They can
stimulate a greater
awareness among
employers and service
providers of their
obligations to carers under
the equality legislation.
Trade unions, carer
organisations and
community development
groups have been a source
of advocacy for carers.
Further initiatives and
resources to assist such
advocacy initiatives would
assist a more effective
implementation of equality
legislation.

6.34 Positive duties on both the
public and private sectors

have emerged in other
jurisdictions, including
Northern Ireland, as a
valuable evolution of
equality legislation. Such
duties can secure a more
proactive approach to
equality and achieve
institutional change where
benefits accrue for all
carers (and other groups
covered by the legislation)
rather than just individual
carers lodging complaints.
Such duties can contribute
to further recognition for
carers by ensuring that
change in their experience
of inequality becomes an
objective at work and in
the provision of goods and
services.

6.35 The Northern Ireland Act
has established one
important model for a
public sector statutory
duty.This requires
designated public sector
bodies to have due regard

to equality in carrying out
their functions.They must
prepare equality schemes
setting out their equality
objectives and conduct
equality impact
assessments on key
policies and programmes.
Such a public sector
initiative which includes
carers could secure real
change for carers not just
in recognition and status
but also in terms of
resources and having a say
in decisions that affect
them.As yet there is no
such statutory duty in Irish
equality legislation.

6.36 The disability ground in
the current equality
legislation provides
another important model
for a positive duty on
employers and service
providers that could
benefit carers. Employers
must take appropriate
measures to support a
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person with a disability to
access employment, to
participate or advance at
work or receive training
unless the measures
impose a disproportionate
burden on the employer.
Service providers must
provide special facilities for
people with disabilities
where without them, it
would be impossible or
unduly difficult to avail of
the services, unless it costs
more than what is called a
nominal cost.These
provisions are limited to
the disability ground but
have a relevance to all
other grounds covered by
the equality legislation.The
concept of reasonable
accommodation is used to
describe these provisions.
This concept would be
equally applicable to
carers. It would ensure
recognition of the specific
experience and situation
of carers and a dialogue

between carers and
employers or service
providers to identify their
needs and how best to
meet them. It would also
underpin a new access for
carers to working
arrangements supporting
work-life balance.

6.37 Planned and systematic
approaches to equality are
emerging as a shared
ambition among the social
partners and the Equality
Authority.These
approaches involve
organisations setting out
their commitment to
equality in formal written
equality policies.They
require equality and
diversity training to be
provided to develop a staff
capacity to put the
equality policy into
practice. Finally they need
an equality action plan to
allow and facilitate staff to
deploy this new awareness

and new these skills
acquired in the training.
The equality action plan is
prepared on foot of an
equality review that
examines policies,
procedures, practices and
perceptions in the
organisation for their
impact on equality.

6.38 The inclusion of a focus on
carers within such a
planned and systematic
approach to equality would
be a valuable recognition
for carers and would in turn
facilitate necessary change.
Under the Sustaining
Progress national agreement
the social partners and the
Equality Authority support
voluntary initiatives towards
planned and systematic
approaches to equality in
the workplace.As yet
equality legislation does not
require organisations to be
planned and systematic in
their approach to equality.
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6.4 Recommendations

Overarching
recommendations

Recommendation 6.1:

The implementation of this
Report would secure a new
status for carers and caring 

• Government departments,
state agencies and the social
partners should ensure a
formal response to the
recommendations in this
report to stimulate and
support their effective
implementation. Such a
response could be developed
through the institutions
established for social
partnership.

Recommendation 6.2:

Develop the focus on nurturing
and caring within the school
curriculum

• The Department of
Education and Science and
the National Council for
Curriculum and Assessment
should review the current
focus on caring and
nurturing in all schools and
should develop further
initiatives in this area.This
would involve curriculum
change and change in school
practice.

Recommendation 6.3:

The media to contribute to a
new visibility for carers and a
new valuing of caring and caring
roles through the media

• Media organisations, the
Broadcasting Commission,
the proposed press council
and the National Union of
Journalists should put in
place and implement equality
and diversity policies that
include a focus on carers.

Specific recommendations

Recommendation 6.4:

Equality proofing to support a
new inclusion for carers in all
policies and programmes and to
ensure they are adjusted to
take account of carer needs and
situations

• Government departments
and state agencies should
support and implement
equality proofing of policies
and programmes which
should include a specific
focus on carers.This should
be driven by the Department
of Justice, Equality and Law
Reform and the Equality
Authority through the
Equality Proofing Working
Group.

Recommendation 6.5:

Equality and diversity training 

• All government departments,
state agencies and
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professional bodies should
implement equality and
diversity training as part of
staff training or professional
development programmes.
This training should include a
focus on carers and caring.
This training should support
an interaction between
professionals and statutory
service providers and carers
marked by respect,
understanding and esteem
and it should support a
better visibility and inclusion
for carers in mainstream
policies and programmes.

Recommendation 6.6:

Modify the definition of carers
in the equality legislation

• The Department of Justice,
Equality and Law Reform
should review and change
the definition of carers
under the family status
ground in the equality
legislation.The new definition

should encompass the full
diversity of carers, resident
and non-resident and
providing continuing or
intermittent care. It should
reflect and support models
of shared caring alongside
any focus on a primary carer.

Recommendation 6.7:

Further develop the equality
legislation to ensure adequate
attention to carers’ needs in
employment and access to
services

• The Department of Justice,
Equality and Law Reform
should further develop the
Employment Equality Acts
and the Equal Status Acts to
include:

– a positive duty on the public
sector to have due regard to
equality;

– a requirement on all
employers and service

providers to make
reasonable accommodation
across all grounds, including
carers, as is currently the
situation with the disability
ground;

– a requirement on all
employers and service
providers to pursue a
planned and systematic
approach to promoting
equality and combating
discrimination;

– a requirement on all
employers to give due
consideration to the flexible
working arrangements
requested by employees who
have caring responsibilities.
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7.1 Context

7.1 Participation by carers and
carer organisations in
decision making that
impacts on them is an
important dimension to
any strategy seeking to
implement equality for
carers.This participation is
important in:

– identifying the needs of
individual carers and
establishing how best to meet
these needs;

– identifying and articulating the
needs and interests of carers
as a group and negotiating
change in policy, provision and
practice on the basis of these
shared needs and interests;

– making information available
to policymakers and other
decision makers to enhance
the quality of their work and
its capacity to be relevant to,
and to benefit, carers.

7.2 Participation in decision-
making is an important
equality objective in its
own right. Equality is about
the level of influence
groups such as carers can
have on decisions that
affect them. Such
participation will also
contribute to achieving
other equality objectives. It
will enhance access to
resources as carers and
carer organisations
become part of the
decision-making process

for allocating resources. It
will enhance the valuing of
carers as decision-makers
become better informed
of the contribution,
experience and situation
of carers and can take
account of these in their
decisions.

7.3 Carer organisations have a
valuable contribution to
make in achieving and
supporting participation by
carers in decision-making.
They can provide a forum
for carers to share their
experience and situations
and to identify shared
concerns and interests.
They can enable individual
carers to acquire the
knowledge and skills to

Chapter 7

Participation
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participate in decisions
that affect them.They can
articulate the shared
concerns and interests of
carers and build an
awareness of these among
decision-makers.They can
participate in negotiations
that influence resource
allocation, policymaking
and the design of services.

7.4 Participation in decision-
making raises the issue of
how carers engage in the
various institutions of
representative democracy.
This is an important
element to equality
objectives for
participation. It is about
ensuring carers’
engagement through
voting, making
representations to and
seeking accountability
from elected
representatives as well as
running for public office.

7.5 Institutions of participating
democracy can provide
valuable opportunities for
carer participation, in
particular through carer
organisations.
Organisations representing
groups that experience
inequality have an
important presence in all
the national arenas of
social partnership.They
participate in a range of
national level working
groups under different
government departments
and state agencies.At local
authority level strategic
policy committees, city and
county development
boards and community
fora provide important
opportunities for
participation as do local
area-based development
initiatives.These arenas for
participatory democracy
have a particular
importance for groups
which experience

inequality such as carers.
Carers can be isolated and
dispersed and often do
not have a critical mass
necessary to impact
directly on representative
democracy. Participatory
models can be effective in
ensuring key decision-
makers hear and listen to
the voice of carers.

7.6 There are significant
barriers for carers who
want their perspective to
be heard and who seek
access to decision-making.
Individuals can lack the
knowledge and skills
necessary or be isolated
and have responsibilities
that leave little time or
energy for such
participation. Carer
organisations need to
further develop the
capacity to negotiate and
advocate effectively and to
develop necessary alliances
with other organisations



Implementing Equality for Carers • 125

including other carer
organisations. Limited
resources can be a barrier
to participation by both
individual carers and carer
organisations.

7.2 Situation

7.7 Carer organisations at
national level, including the
Carers Association, Caring
for Carers Ireland and
Care Alliance make a
significant contribution to
enhancing the situation of
carers.They play a range of
roles including to:

– advocate on behalf of carers,
seeking to raise their profile
and their needs in the media
and among decision-makers;

– lobby political
representatives on behalf of
carers, making budget
submissions, briefing
individual politicians and
building working

relationships with key civil
servants;

– network with other carer
organisations to support
each other and work
together in supporting
carers;

– develop new initiatives to
support carers and give
carers access to new
services and seek to ensure
such innovation becomes
part of mainstream
provision;

– provide services to carers
where funding is secured
through the statutory health
agencies and community
employment scheme;

– stimulate and resource the
development and work of
local carer support groups.

7.8 Local carer organisations
provide important
supports to carers.They

are a source of
information, solidarity and
strength. Support groups
allow carers to meet, and
explore issues.They assist
individual carers and seek
change from local service
providers. Local carer
groups can also provide
services to carers on
behalf of national carer
organisations or statutory
agencies.

7.9 The Department of Health
and Children provides
valuable support to several
carer organisations for
their running costs and for
the costs of some direct
carer support services.
Several carer organisations
are particularly dependent
on the Community
Employment Scheme for
services. Considerable
time and resources are
spent seeking out funding
to retain existing services.
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7.10 Beyond the health sector
there are a range of
programmes that have
contributed significantly to
community development
and through this have the
potential to be of benefit
for carers.The
Department of
Community, Rural and
Gaeltacht Affairs funds a
Community Development
Support Programme to
help disadvantaged
communities participate in
mainstream local
development, training,
education and
employment. It funds
support for federations,
networks and umbrella
bodies in the community
and voluntary sector. It
also has responsibility for
the CLÁR programme, a
targeted investment for
disadvantaged rural areas,
and the LEADER
programme which
promotes and supports

rural economic and social
development.Area
Development Management
administers other
programmes such as the
local development
programme which funds
area based partnerships
which support local
development and RAPID, a
targeted investment
programme for
disadvantaged urban areas.
It is important that carer
organisations are
recognised and supported
under these programmes.

7.11 Carer organisations have
engaged with arenas of
participatory democracy at
national, regional and local
level including:

– participation by the Carers
Association in a new carer
strand of the community and
voluntary pillar to social
partnership;

– participation by the Carers
Association in the National
Economic and Social Forum;

– participation by Care
Alliance, Caring for Carers
Ireland and the Carers
Association in the annual
pre-budget forum hosted by
the Department of Social
and Family Affairs;

– a small number of HSE areas
have established carer
consumer panels involving
carer organisations;

– a small number of city and
county development boards
have included representatives
of carer organisations in
their structures.

7.3 Issues

Opportunities for Participation

7.12 There is a growing
presence of carer
organisations within arenas
of participatory decision-
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making.This is key to
ensuring the voice of
carers is heard in
policymaking, resource
allocation and programme
design. However it is clear
there is a need to broaden
these opportunities for
participation, at regional
and local level.They also
need to be broadened
across policy areas beyond
the health sector and the
Department of Social and
Family Affairs.

Funding

7.13 The current experience of
carer organisations
indicates a number of
funding deficits. Core
funding to run these
organisations is limited as
is funding to expand their
capacity to meet the
demands of participation
in decision-making arenas.
The services they provide
rely on temporary funding
and, in the case of

community employment,
funding which has labour
market rather than service
provision objectives. Local
support groups face
particular funding deficits.

Capacity

7.14 Increasing opportunities
for participation in
decision-making pose
challenges to individual
carers and carer
organisations to further
develop their skills,
knowledge and capacity to
make an impact.
Negotiating skills and
research roles are needed
to build knowledge.
Mechanisms for
accountability back to
carers need further
development. Capacity
building in these and other
areas requires investment
of time and resources.
However it is key to
ensuring equality in
participation contributes

to a wider equality for
carers.

Advocacy

7.15 Carer organisations play
important advocacy roles
which include generating a
national profile for carer
issues and building
awareness of carer needs
among policymakers and
service providers.These
roles include advocacy on
behalf of the individual
carer seeking service
provision or resources.
These advocacy roles are
important in achieving
greater equality for carers.
These roles require a
critical voice.Advocacy
roles have a particular
contribution to make in
ensuring individual carers
access their rights.This
individual advocacy
requires further
development and
resources.
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Changing context

7.16 The context for
participation of carers and
carer organisations is
subject to change,
particularly in the health
sector. Health sector
reform offers significant
potential for a new
inclusion for carers in
decision-making. New
structures, new planning
processes and new
working methods will help
to deepen and extend
opportunities for
participation by carers and
carer organisations in
decision-making.

7.4 Recommendations

Recommendation 7.1:

Develop carer participation in
health service consumer fora

• The Health Service Executive
should develop carer
consumer fora in all areas

that have replaced Health
Board areas.These carers
consumer fora should
include a diversity of carers’
and carer organisations.The
fora should empower and
enable carers and should
have the capacity to secure
the implementation changes
agreed in these fora.

Recommendation 7.2:

Develop carer participation in
local governance structures

• Local authorities and City
and County Development
Boards should support the
participation of carer
organisations in their
participatory structures.
Carer organisations should
be resourced to participate
to good effect in these
structures. Carers and caring
should be identified as a
specific focus for the work
of these participatory
structures.

Recommendation 7.3:

Ensure that carer organisations
are included in the National
Networks Programme and in
the Community Development
Programme

• The Department of
Community, Rural and
Gaeltacht Affairs should
target carer organisations for
inclusion in national network
programmes and local carer
organisations for inclusion in
its Community Development
Programme.These
programmes should support
the further development of
local carer organisations in
articulating carers’ needs in
supporting their participation
in local social, cultural and
economic developments and
in providing an advocacy
service for individual carers.
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Recommendation 7.4:

Ensure a focus on carers in all
local development activities

• Area Development
Management and the
Department of Community,
Rural and Gaeltacht Affairs
should secure a focus on and
an inclusion of carers in the
work of RAPID, CLÁR,
LEADER companies and the
area based partnerships.

Recommendation 7.5:

Develop a focus on carers in
advocacy supports

• Comhairle should develop a
focus on carers and carer
organisations in expanding
advocacy services.

Recommendation 7.6:

Address carers and their needs
in the NAP/inclusion and in its
implementation and further
development

• The Office for Social
Inclusion and the
Department of Social and
Family Affairs should engage
with carers and carer
organisations in
implementing and further
developing the National
Action Plan on Social
Inclusion (NAP/inclusion).
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The Committee worked within
the following terms of
reference:

– to provide an overview and
an analysis of carers, caring
situations and the policy
context for caring.

– to explore a range of themes
relevant to equality for
carers and identifying issues
in relation to these.

– to make recommendations
to the Equality Authority that
would address the issues
identified and contribute to
equality for carers.

The final report represents the
position of the Equality
Authority and does not
necessarily represent the
positions of the organisations
represented on the Advisory
Committee.
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