
Caring for Carers
Recognising, Valuing and 

Supporting the Caring Role



Ministerial Foreword

The contribution of informal carers to the health and well-being of our general
population is immeasurable.  The census and other surveys indicate that there
may be around 185,000 such carers in Northern Ireland, many of them young
people and all of them facing difficult challenges in their everyday lives.  It is
absolutely vital that their contribution is recognised, respected and supported
by Government and statutory agencies.

Caring is an issue which could affect us all at some point in our life.  We may
need care ourselves, or may choose to provide care for a friend or loved one.
The assistance provided by carers cannot be overestimated and it is thanks to
their dedication that thousands of people in Northern Ireland are able to retain
their independence and continue to live in their local community.  Caring is
often rewarding but can also be very demanding, with carers devoting large
parts of their own lives to the lives of others.  The valuable role that carers
play in our society must not go unrecognised.

This strategy has been developed in direct response to the recommendations
contained in Valuing Carers, which were arrived at following detailed
consultation with carers, voluntary groups and statutory bodies.  It addresses
in a practical way the support that carers want, and need, to allow them to
continue caring, and to give them as much access as possible to the same
opportunities that the rest of us enjoy.  The strategy sets out what we have
been doing and a vision of what still needs to be done to give carers the
quality of life we believe they deserve.  The basic rights of carers to
accessible information, employment and training opportunities, and stronger
support networks are addressed through this strategy.  The changes
proposed will make a real and valued difference to the range and quality of
services provided to carers.  Although not every aspect can be realised
overnight, the strategy represents a firm campaign of action for Government
over the coming months and years, which will be fully integrated into our
existing priorities and plans.

Carers are vital contributors to our communities and deserve our full support
and encouragement.  I am confident that this strategy will improve the quality
of life for thousands of carers and their families in Northern Ireland. 

Shaun Woodward
Minister for Health, Social Services and Public Safety
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Section One - Introduction

Who are Carers?

1.1 Carers are people who, without payment, provide help and support to a
family member or a friend who may not be able to manage without this
help because of frailty, illness or disability.  Carers can be adults caring
for other adults, parents caring for ill or disabled children or young
people who care for another family member.

1.2 Caring is an issue that can affect us all at any time irrespective of job or
status and every caring situation is unique.  Many carers would not
identify with the term ‘carer’, rather they see themselves as dutiful
parents, sons, daughters, partners or friends accepting and discharging
a responsibility toward a friend or loved one.  Therefore, the use of the
term carer must be carefully considered.

What We Know About Carers in Northern Ireland

1.3 Northern Ireland Census of Population 20011 indicated that there are
over 185,000 unpaid carers in Northern Ireland, equating to
approximately 11% of the population.  Of these, 60% are providing care
between 1-19 hours per week, 15% providing care between 20-49 hours
per week and 25% are providing care for more than 50 hours per week.

1.4 Recent analysis of the 2001 Northern Ireland Household Panel Survey2

provides an important source of information about carers and the
relationship between caring, health, well-being and lifestyle.  

1.5 On the prevalence of caring the survey indicated that: 
• 16% of respondents acted as carers with 27% of carers providing

care for 20 hours or more per week.
• Women were more likely than men to be carers (19% of adult women

in Northern Ireland have caring responsibilities compared to 13% of
adult men).  As well as being more likely to be carers, women spend
more hours caring than men.  49% of male carers provide help for
less than 10 hours per week, while 55% of female carers provide
assistance for more than 10 hours a week.
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• 55% of carers in Northern Ireland are aged 45 years or over.  Just
over one in five (21%) are aged 60 years or over.

• 38% of carers assist someone living in the same household, more
than half (55%) assist someone in another household, while 7%
assist someone in their own household and someone in another
household. 

• Caring clearly has an impact on people’s ability to earn a living.  65%
of men under the age of 45 with caring responsibilities are in
employment compared with 74% of men in the same age group
without caring responsibilities.

• Although the difference in the proportions of female carers and non-
carers who are not in employment is relatively small, their reasons for
not working differ substantially.  Almost one third (32%) of non-
employed female carers under the age of 45 describe themselves as
engaged in full-time home care compared with only 17% of those
without caring responsibilities.

1.6 On who is caring for whom the survey indicated that: 

• Nine out of ten carers care for someone related to them – 44% care
for a parent and 22% care for a partner or spouse.

• 43% of those caring for elderly parents or in-laws, also have the
additional responsibility of dependent children.

1.7 On the lifestyle and health and well-being of carers the survey indicated that:

• 61% of carers have some health problems.   
• While the majority (68%) rated their health as good or excellent over

the preceding 12 months, 11% said their health had been poor.
• 55% of carers report membership of religious, voluntary and

community groups and other groups.
• 40% report talking to their neighbours most days, while 20% report

contact with neighbours only once or twice a month or less.
• Almost half of carers meet people from outside their immediate

household most days, but 8% report such contact only once or twice
a month or less.

• Crucial aspects of social well-being and social inclusion involve the
feeling that there is someone who will listen, someone who will help
in a crisis.  Approximately one in ten carers have no one outside the
immediate household who would help if they were depressed, 7%
have no one who would listen to them and 10% would have no one
to speak to in a crisis.
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• 68% of carers report that financial constraints limit their activities.
While 61% of carers say they are living comfortably or doing all right,
30% describe themselves as just getting by and 9% are finding it
quite or very difficult to manage.  

• Only 9% of carers are in receipt of the Carers’ Allowance.

1.8 While there may be common themes in relation to the basic need for 
support, we know that people who provide care for others are a very 
diverse group, with equally diverse needs.  A man of 70, caring for his 
wife with dementia, will have very different needs from the 30 year old 
parent of a severely disabled child, from the 40 year old wife of 
someone who has suffered a head injury in a road accident, or from a 
child of 14 whose single parent has mental health problems.

Why Should We Care About Carers?

1.9 We do not need to understand each individual’s circumstances or 
motivation in what is often a very personal and private activity but we do
need to recognise the existence and the value of carers, both to the 
person they care for, and to the wider community. 

1.10 It is clear that carers enable many thousands of vulnerable people who 
need support, to continue to lead independent lives in their local 
communities.  At the same time carers reduce the amount of input that 
health and social services and other agencies need to make.  It is 
essential that we act positively to protect the interests of carers and to 
foster a climate where they can continue to care for as long as they wish
and are able to do so, without jeopardising their own health and well-
being, financial security, or reducing their expectations of a reasonable 
quality of life.  We want to enable carers to make more choices for 
themselves and to have more control over their lives.  We want services 
to recognise carers as individuals in their own right.  So we are giving 
new support to carers.

1.11 It is expected that in the future there will be an increasing demand for 
care largely due to the fact that people are living longer, resulting in a 
growth in the numbers of older and more frail people with complex 
needs living in the community.  In addition, many people, for example, 
individuals with learning difficulties or dementia now have longer term 
care needs.  These changes have obvious implications in terms of the 
demands placed on carers who themselves are getting older and more 
in need of support. 
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1.12 The number of people over 65 in Northern Ireland will increase from 
274,000 in 2004 to 458, 000 in 2042 – an increase of 67%.  The number 
of people over 85 will increase by 139% in the same period.  At present 
there are approximately 4 people of working age for every pensioner but
by 2042 there will be approximately 2.3

1.13 While the number of people needing care is set to rise, social trends 
could, in the future, have an effect on the number of available carers.  
The growth in the number of lone parents, falls in birth rates, higher 
divorce rates, the increase in the numbers of people living alone and 
greater family mobility may all have an impact on the numbers of people
available to assume a caring role.  In addition, the growing number of 
women who are employed outside the home will have implications for 
the number of carers, since women have traditionally fulfilled the caring 
role.

1.14 A very large number of those people who receive community care 
services to help them to manage their own lives are dependent on the 
care and support of a carer. Government policies for community care 
depend, in large part, upon the continuing contribution of carers; indeed
carers are seen as forming the backbone of community care.  People 
First - Community Care for Northern Ireland in the 1990s4

acknowledged the crucial role that carers play in providing care.  The 
paper states, “the family…continue to be the major supplier of social 
and personal care, and the obligations of kin and affection will remain 
powerful motivators.  It is in society’s interest to sustain that motivation 
and to see that appropriate packages of support are assembled for 
people who are able and willing to care for others”.

1.15 A document produced by DHSS in 1995, Dementia in Northern 
Ireland – Report of the Dementia Policy Scrutiny5 also recognises 
the important contribution made by carers.  The report devotes a section
to the needs and rights of carers, stating “carers are an invaluable 
resource and play an important part in the care process from the onset 
of dementia.  Caring exacts a heavy price on carers and, if we wish 
them to contribute fully to supporting people with dementia, it is 
important to recognise that they too require timely and effective 
support.”
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1.16 The Review of Community Care – First Report6 reaffirms:  
“The contribution carers make towards helping people remain in their 
own homes and staying independent cannot be overstated.  This level 
of service could not be delivered by the formal care system and this 
important fact should be recognised and supported.  We need to think 
of ways in which the system can recognise the valuable role of carers 
and provide more comprehensive support for them.”

9
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Section Two - Background

2.1 As Minister for Health, Social Services and Public Safety within the former
Executive, Bairbre de Brún commissioned a strategy for carers in
October 2000.  She identified the key aim of the Strategy as “identifying
practical measures that would make a real difference to the lives of
carers”.  In drawing up recommendations for a strategy the Department
consulted a reference group of carers and organisations representing
carers to find out what they saw as solutions to the difficulties they face in
carrying out their caring role.  Carers identified five principles as the key
requirement of any strategy development.

What Carers Told Us

2.2 Carers are real and equal partners in the provision of care.  Carers
must be recognised and included as real and equal partners at every
level of public sector planning and service delivery – from individual care
planning to designing a service. A carer has a unique relationship with
the person they care for. In their partnership with carers, other agencies
or care providers should recognise and value that relationship, and the
care given by the carer in their joint responsibility for the person being
cared for.  Carers must have equal status with other providers of care.

2.3 Carers need flexible and responsive support.  All carers are individuals
with their own needs, caring for people with a huge range of needs and
abilities in what can be very complex and emotionally charged
relationships.  One solution will not fit all – carers need real choices
based on relevant, timely and accessible information.

2.4 Carers have a right to a life outside caring.  Carers need rest,
relaxation and a social life and if they wish to work outside the home, they
should have the opportunity to do so. 

2.5 Caring should be freely chosen.  Carers should be allowed to decide
what level of caring support, if any, they can offer at any particular time.

2.6 Government should invest in carers.  To make any real impact on
carers’ lives, resources are required.  Carers are involved in providing
care and like any other provider of care they need resources to carry out
this role.  Most of the resources which carers devote to caring are their
own – their time, energy and emotional commitment but in order to carry

10



11

on caring, carers need support.  Support of any kind that a carer receives
to enable them to continue caring should be seen as a legitimate right.  

2.7 The outcome of this consultation was reported in Valuing Carers7 and
was published in April 2002.  The report contained a total of 19
recommendations, all of which were accepted.  Additionally, carers were
identified as a priority group under the former Executive’s Promoting
Social Inclusion (PSI) programme and an inter-departmental Carers
Working Group was established and tasked with developing a strategy to
improve the practical support given to carers.  

2.8 The Valuing Carers reference group had already identified 4 main areas
where action could be taken to help carers and each of the 19
recommendations they made as a result of their consultation fell into one
of these main areas:
• information and training;
• support services;
• employment; and 
• help for young carers.

The PSI Carers Working Group decided to use the 19 recommendations
contained in Valuing Carers as a starting point for developing Caring for
Carers.  To ensure all the recommendations were properly examined and
addressed, the recommendations were allocated to sub-groups, with
leaders from the main working group and appropriate representation from
carers and their representative organisations (Appendix 1).  The 6 key
themes around which the strategy has been developed were:

• IDENTIFICATION OF AND INTERFACE WITH CARERS
• INFORMATION FOR CARERS
• TRAINING
• EMPLOYMENT
• SUPPORT SERVICES
• YOUNG CARERS

7 Valuing Carers – A Strategy for Carers in Northern Ireland – DHSSPS 2002



2.9 A significant amount of progress has already been made in implementing
various aspects of this Strategy including securing new investment for the
expansion of respite services for carers.  However further work is still
required to fully implement the Strategy and a summary of the proposed
actions can be found at Appendix 2 of this document.
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Section Three - Identification of and Interface
with Carers

Identifying Carers

3.1 Identifying carers at the earliest possible time is important in ensuring that
they get the right information at the right time.

3.2 Many people carrying out a caring role do not identify themselves as
carers: they are just people who are ‘taking care of Dad’; ‘looking after my
sick daughter’; ‘standing by my partner through thick and thin’.  They may
not be aware of the support services available to them and therefore are
not likely to ask for support.  

3.3 The majority of carers identified their family doctor or General Practitioner
(GP) as the first place that they would look to for information about how to
get help but many GPs do not feel equipped to fulfil this “signposting”
role.  The establishment of Local Health and Social Care Groups
(LHSCGs) offers an opportunity to better address carers’ needs by
carrying out locality based needs assessments in order to inform the
commissioning of appropriate services.  The LHSCGs provide a
framework which supports primary care professionals in working closely
together with other parts of the HPSS and with other statutory, community
and voluntary organisations and agencies that can contribute to
improving health and well-being.

RECOMMENDATION FROM VALUING CARERS
(a) The Local Health and Social Care Groups should have a central 
role to play in identifying carers
(b) It should be a key objective for the Groups that they have 
mechanisms in place to enable them to take a holistic view of health 
and well-being and to address the health, social care and associated 
needs of both the person being cared for and the carer linking closely 
with other local agencies especially community and voluntary 
organisations.    

3.4 All health and social care professionals, including GPs, are well placed to
identify the presence of an informal or family carer.  The Department will
issue Guidance advising these professionals that they must identify the
presence of a carer and the level of care being provided, and record it in
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a readily accessible way on all patient/client and carer records, paper
and electronic.  In responding to the needs of the patient/client,
professionals must have regard to the impact on the carer of any change
in the management plan in relation to the patient/client.  Where a carer is
identified, health and social care professionals must offer a carer’s
assessment in order to take a holistic view of the health and well-being
and associated needs of the carer.  Boards and their LHSCGs should
provide support to independent contractors in meeting this requirement.

3.5 It is essential that HSS Boards, including their LHSCGs, and HSS Trusts
collate the information gathered on carers and their needs and take it into
account fully in reaching their commissioning and service delivery
decisions. The Department will issue principles for good practice in this
respect.

Sharing Information

3.6 On assuming a caring role, carers need information about the condition
of the person to be cared for and about what will be expected of the
carer in the present and for the future.  Such information is vital in
enabling potential carers to decide what, if any, care they can provide
and what support they will need to enable them to provide and to
continue to provide care should they choose to do so. 

RECOMMENDATION FROM VALUING CARERS
General practitioners and other clinicians should seek their patient’s
consent to provide information to the carer about the patient’s illness 
or disability, medication and symptoms. 

3.7 The Department recognises that carers need information on the health,
care and treatment needs of the person they are caring for.  They
especially need information about medication such as when it is to be
taken and about recognising side effects. They need information to
enable them to deal with the symptoms of some illnesses and to know
when to ask for professional help. 

3.8 The HPSS has always sought to maintain the confidentiality of information
which is given to clinicians in confidence.  But in the majority of cases
where a patient has a carer, the patient would be very happy for their
carer to know as much as they do.  The Government believes that GPs 
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and other clinicians should proactively offer help and full information to 
their patients, and should always explicitly seek the patient’s consent for
information to be passed to their carer.  If health professionals fail to 
secure a patient’s consent, then they cannot pass information about the 
person’s illness or disability, or about their medication or symptoms to 
their carer.  Health professionals must also recognise that patients have 
a right to change their mind on whether to give consent and they should
review the decision regularly with the patient.

3.9 GPs, other clinicians and all professionals will be advised that they must
actively encourage patients to consent to the sharing of information 
about their illness or disability, medication and symptoms. The Care 
Management process should also include a specific requirement to seek
consent to disclosure of relevant information to a carer. Professionals 
should stress to the patient, the importance and benefits of sharing this 
information with the carer, and how it will help to improve their future care.   

3.10 In a small number of cases, patients will refuse to consent to any 
information being given to their carer.  While there are some 
circumstances where even without consent being given, the carer 
should be given information in the interests of maintaining their own 
safety or that of other members of the public, such decisions can only 
be taken on the basis of each individual case.

3.11 Where consent is not forthcoming, GPs, other clinicians and 
professionals, should consider whether there is a public health interest, 
and refer to paragraphs 5.6 and 5.7 in The Protection and Use of 
Patient and Client Information8 for further advice.

Carers’ Assessments

3.12 Early intervention individually tailored to the needs of the carer and the 
person being cared for is crucial in avoiding a breakdown in the caring 
situation.  Good assessment processes are key to developing 
appropriate and quality services for carers.  A carer’s assessment 
should identify what the carer brings to the caring role, what additional 
support is available from family, friends and local community and focus 
on identifying what information, training or services are required to 
support the carer.  The assessment process is of value even where 
additional service provision does not flow from a carer’s assessment.

15
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3.13 Carers say there are a number of positive outcomes for them in having 
an assessment even where practical services may be restricted 
because of financial constraints.  They value:

• recognition of their role;
• a chance to talk through the issues and consider their own needs;
• information about the condition of the person cared for and its likely

progression;
• information which can be provided on other support available, such

as carer groups and local statutory and voluntary services;
• a sense of shared responsibility, particularly where any support

offered is on a regular basis;
• increased confidence to take up services; and
• peace of mind from knowing how to make contact in the future.

3.14 Research suggests that making the desired outcomes of interventions 
explicit at the assessment stage helps care managers and providers to 
focus on improving individual quality of life, which in turn helps carers 
maintain the caring role for as long as they wish. 

RECOMMENDATION FROM VALUING CARERS
Guidance on carers assessments should make it clear that Health 
and Social Services Trusts should inform carers of their right to a 
separate assessment and should require that the results of such an 
assessment be separately recorded.

3.15 The Carers and Direct Payments (Northern Ireland) Act 2002 (the 2002 
Act) came into effect on 29 March 2003 and requires each Trust to make
information generally available in its area about the right of a carer to an 
assessment, and to take steps to ensure that carers in its area have 
access to such information.  The 2002 Act also states that, where a Trust
is aware that someone is providing care, it must notify the carer of his or
her right to request an assessment.  Under the 2002 Act, carers are 
given the right to have an assessment of their own ability to provide 
(and to continue to provide) care for the person cared for:

• where they provide or intend to provide a substantial amount of care
on a regular basis for another individual aged 18 or over; and

• the Trust is satisfied that the person cared for is someone for whom it
may provide or arrange for the provision of personal social services.
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3.16 This right to assessment exists even where the person cared for has 
refused an assessment of his or her own needs by the Trust, or has 
refused the delivery of personal social services following assessment.

3.17 A carer’s assessment under the 2002 Act is carried out in order:

• to determine whether the carer is eligible for support;
• to determine the support needs of the carer (i.e. what will help the

carer in their caring role and help them to maintain their own health
and well-being); and

• to see if those needs can be met. 

3.18 The Department, following the introduction of the 2002 Act in March 
2003, issued specific guidance on Carers Assessments.  This guidance,
entitled Carers Assessment & Information Guidance9 has been 
reviewed and updated and revised guidance was issued in April 2005.  

3.19 The guidance clearly states that Trusts should inform all carers providing
or intending to provide care on a regular and substantial basis of their 
right to a separate assessment and requires that the results of such an 
assessment must be recorded and a copy given to the carer.  
Professionals should adopt a “carer centred” approach to assessment.  
This may be achieved by listening to carers and seeking to achieve 
outcomes which, while being specific and relevant to the individual 
carer, also meet the test of supporting the carer in their caring role or 
helping them to maintain their own health and well-being.

3.20 In addition, the Department has commissioned the development of a 
single comprehensive assessment tool.  Although the principal product 
of this work will be a validated single assessment tool for the health and 
social care needs of older people, it is being designed with a view to 
further development for other groups who may need care and support.  
The single assessment tool will include a prompt for the offer and 
completion of a carer’s assessment and a specific requirement to seek 
the consent of the person cared for to the sharing of relevant information
with the carer. 

Discharge from Hospital

3.21 At the time of discharge from hospital, carers must be fully informed and
involved in the planning of future care of the patient so that assumptions
are not made about their ability or willingness to care.  The Guidance 
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on Discharge of Hospital Patients, 10 issued by the then Department of
Health and Social Services to Health and Social Services Boards and 
Trusts in November 1998, states that: “users and carers should be fully 
involved in assessments prior to discharge; that they should be aware of
the implications of any decisions taken; that care plans should be 
agreed with them; that there should be opportunities for them to discuss
any concerns; and that sufficient time is allowed for alternative 
acceptable arrangements to be made.”  It is clear that these standards 
are not always met. 

RECOMMENDATION FROM VALUING CARERS
The Department of Health, Social Services and Public Safety should 
remind Health and Social Services Boards and Trusts that carers 
should be fully involved in the timing of discharge from hospital and 
that carers should be given all the information that they require about 
the future care of the patient. Hospital discharge processes should 
ensure that carers are identified and that the presence of a carer is 
included in the discharge letter to the GP.

3.22 All Trusts must ensure that carers are identified at the time of admission, 
involved in discharge planning and their details with a contact number 
are included in all discharge letters, including those to GPs.  Trusts will 
be advised that they must have a clear policy for discharge.  The policy 
must include identifying a person who has overall responsibility for 
ensuring that carers are fully involved in the planning process when a 
client/patient is being discharged from hospital.  Trusts will formally 
monitor and review these policies with carers on a regular basis to 
ensure effective implementation.

3.23 Where a person under 18 years of age is providing or intending to 
provide substantial and regular care, an appropriate referral to the 
relevant child care team must be made.  As a general principle, a 
sufficient level of service should be provided to the ill or disabled 
person so as to prevent these young people from having to take on 
inappropriate levels of responsibility for providing care.  The wishes of 
the young person must be respected when considering the planning 
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and delivery of services and, where appropriate, they should be 
supported in contributing to the caring role in a way that does not 
compromise their health, well-being or developmental needs. 

3.24 Guidance for service managers, practitioners and carers on discharge 
planning from hospital or other institutional care, will be developed and 
issued by the Department. 

Support for Older Carers

3.25 The 2001 Northern Ireland Household Panel Survey, indicates that 
55% of carers in Northern Ireland are aged over 45 years old, with over 
a fifth of all carers aged 60 plus.  A report  commissioned by Help the 
Aged with support from Carers UK suggests that the number of older 
carers is increasing and that they form an increasing number of all 
carers probably as a result of policies aimed at enabling older, ill, or 
disabled people to remain in their own homes for as long as possible.  
The report indicates that older carers are likely to offer higher levels of 
personal and physical care than carers in other age groups.  Many older
carers are not only caring intensively for many hours per week, but often
they have been caring over a long period of time, and in addition may 
be caring for others while suffering from health problems themselves. 
More overall support is needed for older carers so as to alleviate the 
impact of caring in old age.

RECOMMENDATION FROM VALUING CARERS
Health and Social Services Boards and Trusts need to be particularly 
proactive in seeking out and supporting older carers.

3.26 Trusts will be asked to pay particular attention to the needs of older 
people who are themselves providing substantial care to others.  Older 
people who are providing care may be more likely to suffer health and 
well-being problems and Trusts will need to be very sensitive to 
changing needs and demands for support, and the need for such 
support to be provided in the most flexible manner.  Trusts will regularly 
review services to older carers, continuously seeking to improve the 
range of support provided.  Direct Payments also provides a vehicle for 
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older carers to assert more control over the type of support they receive 
and when they receive it.

3.27 The Department, through the Social Services Inspectorate, are in the 
process of carrying out an inspection of the social care support services
for carers of older people, with a particular emphasis on the impact of 
these services on carers and the caring role.  This inspection will 
establish the nature, range, and quality of social care support services 
for the carers of older people commissioned and provided by Boards 
and Trusts on a direct or partnership basis.  This will be achieved by: 
developing a set of standards; establishing the type, range and volume 
of current service provision for carers of older people; conducting an 
audit of current service provision for carers of older people, to include 
the way in which carers of older people are involved in the provision of 
services, individually and collectively; and examining how services are 
organised and delivered.  The inspection will also help to refine issues 
for further examination and highlight good practice.  The published 
standards will identify what carers can reasonably expect from services 
and will provide the basis for self-audit by organisations commissioning 
and/or providing social care services to the carers of older people.20



Section Four - Information for Carers

Information Handbook for Carers

4.1 The 2002 Act requires Trusts to make information generally available in its
area about the right of carers to request an assessment and to take steps
to ensure that carers in their area have access to such information.

4.2 Access to relevant information has been identified as crucial to carers.
They need the right kind of information in the right format and at the right
time.  Whilst almost all the information that carers need is already
available somewhere, carers may not be aware of the existence of
particular information which can help them.  It is important that
information for carers is accessible.  Carers should have access to up to
date information about where to get help locally. 

RECOMMENDATION FROM VALUING CARERS
Health and Social Services Trusts and organisations representing 
carers should consider developing handbooks for carers about local 
services.

4.3 An index of services, A-Z for Carers, will be developed setting out the
range of statutory and voluntary organisations that provide advice and
information for carers on a regional basis.  That guide will be widely
available in GP surgeries, Health Centres, Libraries etc.  Trusts, in
association with the voluntary sector, will also provide information packs
setting out details of services specific to the local Trust area. 

Use of Information Technology

4.4 It is also important that full use is made of information technology by
providing information that is up to date and easily accessible.  Young
carers in particular have suggested providing information in this way.

21



RECOMMENDATION FROM VALUING CARERS
The Department of Health, Social Services and Public Safety working 
with other government departments as appropriate should look at 
ways of improving the information available on the internet about the
services to carers in Northern Ireland and should work to increase
awareness of the availability of such information

4.5 A regional website, the Carers Information Network (CIN)
(www.carersinfo.net), has been set up to improve the health and well-
being of carers by making it easier for them to get the information they
need, when they need it.  The website contains information on, and links
to employment, education, health and social services, social security
benefits, voluntary organisations etc.

Support Networks

4.6 In some cases, carers will get information from initial contact with the
social security benefits system.  Others may obtain information through
contact with voluntary organisations, and carers who are looking after
someone with a particular health or care need may contact a voluntary
organisation that specialises in helping people with those needs.  No
single source of information is available and carers may have to find their
way through a maze of organisations in the statutory and voluntary sector.

RECOMMENDATION FROM VALUING CARERS
All organisations, which have contact with carers, whether statutory 
or voluntary, need to see their role as part of a wider network of 
support for carers and be able to refer them to services, which can
support them.

4.7 The availability of the A-Z Index and the Carers Information Network will
facilitate the development of local support networks and Trusts are
encouraged to work closely with the voluntary sector to support the
establishment of such support groups.  Information on such groups will
be made widely available within the local Trust area.
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Section Five - Support Services for Carers

5.1 In order to address all the issues and recommendations in this section, a
Framework for Support Services to Carers (Appendix 3) has been
developed and issued to HSS Trusts.  That framework will help Trusts to
examine the ways in which support to carers can be best provided and
will help them to develop new and more flexible services in consultation
with carers and their representative organisations. 

Partners in Care

5.2 Clearly carers need support in carrying out their caring responsibilities
and if carers are to be seen as real and equal partners in the provision of
care, as we believe they must, it is vital that they are involved in service
planning.  Involving carers and their organisations is an important way of
ensuring that services are responsive to their needs.  Service providers
should establish what services are available in their areas, and the extent
to which they are used.  Services should be tailored to fit the needs of
users and carers and not those of the provider.

5.3 A range of flexible, practical support services needs to be in place for the
person being cared for and the carer.  Clearly the provision of a proper
service to the person being cared for is crucial to alleviating the burden
on the carer.  The Carers and Direct Payments Act (NI) 2002 gives Trusts
the authority to offer carers support services in their own right.  Services
to carers are not defined in the Act and guidance has been issued by the
Department stating that social care professionals should be innovative
and imaginative in this regard. 

5.4 It is very important to make a clear distinction between ‘outcomes’ and
‘services’.  Any outcome valued by the carer may be considered as a
legitimate use of Trust resources if it will genuinely support the carer in
their caring role, or help them maintain their own health and well-being.
The service most likely to provide the desired outcome will depend on the
individual carer’s circumstances.  However, decisions on the provision of
services to carers must be taken in line with other Trust priorities.  It
should be remembered that carers will often need support in their own
right after the caring role has ceased.
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RECOMMENDATION FROM VALUING CARERS
Health and Social Services Boards, Trusts and other providers should
review their service provision for carers with carers.  

Breaks from Caring 

5.5 Carers have a right to a life outside caring.  This means time to pursue
their own interests, see their friends, go to church or catch up with work
around the house.  Carers need breaks from caring but too often they do
not get breaks or the breaks are provided in an inappropriate way.
Carers often have little choice about the timing or the type of break.  A
range of respite care must be provided to suit the needs of both the carer
and the person being cared for – week-long, one evening a week,
weekend, overnight, short breaks in residential care – different options
will suit different people.  Respite care should not be seen exclusively as
alternative residential care.  Respite could also, often more appropriately,
be provided by somebody coming into the home.  There is also a need
for emergency cover to be available, for example, for carer illness. 

5.6 What carers want most of all during a break from caring is to know that
the person being cared for is well looked after and secure.  Carers’ needs
should be considered on an individual basis and they should have a
choice about the type of service available to give them a break and about
the timing of the break.

RECOMMENDATION FROM VALUING CARERS
Health and Social Services Boards and Trusts should review the 
provision currently being made for carers’ breaks and the information 
on which they base their funding decisions to determine what carers
want.  Carers and people needing care should be involved in the 
review.  This should form part of the general review of services for 
carers mentioned above.  
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Co-ordinating Support for Carers  

5.7 Research into carers’ experiences demonstrates that their relationships 
with statutory organisations are of key importance.  Not knowing or 
understanding “the system”, they rely on the social worker, district nurse
or GP to tell them what to do or who to go to for help.  It can even take 
carers a long time to recognise themselves as carers and to 
acknowledge that they need help.

5.8 The Department has allocated additional money for community care 
services such as rehabilitative packages, carers’ breaks and support for
family carers, and plans to continue to do so where such resources are 
available.  However, changes in awareness of, and attitude to, carers 
could also make a significant difference.  For example, of the ten 
recommendations made in the Carers UK research into hospital 
discharge12, seven were about improving awareness, sensitivity, 
providing information, communication, referral and signposting.

5.9 Carers told us that the creation of a carer liaison or co-ordinator post in 
each Trust could help to bring about improvements in these areas and 
could provide a focal point for dealing with issues affecting carers. 

RECOMMENDATION FROM VALUING CARERS
A carer liaison or co-ordinator post should be created in each Health 
and Social Services Trust.  

Carers Groups

5.10 Carers also need emotional support in coping with their caring role.  
Many carers obtain this through contact with other carers in a similar 
situation.  Such contact can help to provide carers with information 
about the services which they need, but also about how to cope with 
caring and with reassurance that they are not alone in feeling the strains
and stresses of caring.  Carers have told us that they value carers 
groups and that the groups are a good means of involving carers in the 
community by providing a focus for their involvement in local decision-
making. 
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5.11 Groups for carers of people with specific illnesses can be valuable 
sources of information as well as providing support for carers.  Groups 
open to all carers can be helpful in encouraging carers to focus on 
themselves. 

5.12 All carers should have access to local carer support services which we 
believe are best run and managed by the voluntary sector, particularly 
when carers themselves are involved in the management arrangements.

RECOMMENDATION FROM VALUING CARERS
Both localities based and disability specific groups should be 
encouraged and supported at local level.  
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Section Six - Young Carers

Identifying and Assessing Young Carers

6.1 Young carers generally care for members of their immediate family
whether a parent with a physical illness, disability, mental health problem
or alcohol or drug dependency; a grandparent who is frail, ill or disabled
or a brother or sister who is ill or disabled.  The experience of growing up
in a family where either a parent or a brother or sister is ill or disabled can
bring both rewards and difficulties, and it is important to record that many
young carers want to care – they see their role as being part of the
dynamics in their family and would not want to stop caring.  They do,
however, need recognition, understanding and support.  All carers need
support but because of the potential for adverse impact in the longer
term on their educational, social and emotional development, children
undertaking caring responsibilities have particular needs.

6.2 As a general principle a sufficient level of service should be provided to
the ill or disabled person so as to prevent young people from having to
take on inappropriate levels of responsibility for providing care.  The
wishes of the young person must be respected when considering the
planning and delivery of services, so as to afford him or her the
opportunity to contribute, where appropriate, to the caring role in a way
that does not compromise his or her own developmental needs. 

RECOMMENDATION FROM VALUING CARERS
Guidance to Boards and Trusts on carers’ assessments should stress 
the need to ensure that young carers are identified and that services 
are put in place to ensure that their education and development do 
suffer because of their caring responsibilities.

6.3 Carers’ Assessment and Information Guidance, which was issued by the
Department in April 2005, stresses the responsibility that Boards and
Trusts have to ensure that they identify children whose parents or other
relatives have specific needs because of illness or disability.  These
children must be given the opportunity to enjoy the same life chances as
all other children and Trusts may provide services to ensure that their
education and development do not suffer.
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Information for Young Carers

6.4 Young carers are often reluctant to come forward because they are afraid
of what may happen to them and their families should it become known
that they are caring for someone.  They also may not want other young
people to know about their situation.  This is especially true in the case of
adolescents who feel that the need to be the same as everyone else and
not stand out is important.  Whatever the reason, this secrecy can lead
some young carers to feel isolated from other young people within their
school or community.  This hampers them from getting information about
services and support, and many young carers do not realise that there
are people who can help them.  They have told us that they need
information that is easily accessible.  As with all carers, they mentioned
information on the health and care needs of the person being cared for,
how to do practical things for the cared for person such as help him or
her go to the toilet and where to get help if they want it.  They suggested
a website as the most practical method of making such information
available.  Information should be made available on the Internet about
services to carers and the needs of young carers should be specifically
taken account of in so doing.

RECOMMENDATION FROM VALUING CARERS
The Department of Health, Social Services and Public Safety should
make the information needs of young carers a specific consideration
when looking at ways of improving the information about services to
carers available on the Internet.       

6.5 The Carers Information Network (CIN) website (www.carersinfo.net)
provides information relevant for young carers and will also provide links
to other websites which young carers will be interested in, for example,
Barnardos Young Carers.  In addition, OnlineNI
(www.onlineni.net/index/individuals), provides a wide range of contacts
on public services, and other support organisations.

6.6 Pupils have access through their school computer network to the Carers
Information Network or, outside of school hours, can access the internet
at their local library.   
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6.7 A DVD/video on young carers will be produced for distribution as a 
training aide among staff within the Health and Social Services and the 
Education sectors.  The DVD/video will raise awareness about the 
impact of caring on the lives of young people and assist staff in 
identifying young carers, considering what support best meets their 
needs and how they can obtain this support.  Within schools it may also 
be used as a tool for discussion among pupils, alerting them to how 
caring can impact on their lives and providing information on how they 
can access support.

Educational Support for Young Carers

6.8 Young carers have told us that school is a big issue for them.  
Homework and performance at school can be affected by their caring 
responsibilities.  They can find it hard to concentrate because of 
worrying about their situation and the person that they are caring for, but
many of them will be reluctant to talk about their situation.  Nevertheless 
teachers can provide valuable, sensitive support to young carers. 

6.9 Establishing and maintaining links with schools and advising and 
assisting them in supporting young carers should be a key task for the 
co-ordinators that we recommend be appointed in each Trust area. 

RECOMMENDATION FROM VALUING CARERS
The Department of Education should remind schools and teachers of 
their role in supporting young carers.

6.10 Schools and all staff have a duty under the Education and Libraries (NI) 
Order 2003 to safeguard and promote the welfare of all their pupils and 
to provide guidance as well as advice to them on educational and other 
matters.  This is done by teachers playing their part in implementing the 
school’s pastoral care policy.  That policy now embraces all aspects of a
young person’s life while at school or under the care of a school.

6.11 Schools are well placed to respond to the particular needs of young 
carers, as pupils have access to Year Head or form teachers (or similar 
structures), and other support mechanisms such as the Education and 
Welfare Service by the Education and Library Board.  The Department of
Education will be updating the guide for Pastoral Care in Schools and 
will take the opportunity to bring the position of young carers to the fore.  

29


























































