
www.patientclientcouncil.hscni.net

Patient and Client Council

Your voice in health and social care

Carers’ Priorities
Carers’ views on future priorities for Health 
and Social Care in Northern Ireland

November 2015





3Carers’ Priorities | Carers’ views on future priorities for Health and Social Care in Northern Ireland

Table of Contents

Foreword .................................................................................................................................. 5

Executive Summary ............................................................................................................... 6
Introduction ......................................................................................................................................... 6
The carers that we talked to ........................................................................................................... 6
Key findings .......................................................................................................................................... 6
Conclusion ............................................................................................................................................ 7

1.0  Introduction ..................................................................................................................... 8
1.1  Background .................................................................................................................................. 8
1.2  Aims and objectives ................................................................................................................11

2.0  Our approach ................................................................................................................. 12
2.1  Data collection ..........................................................................................................................12

2.1.1  Questionnaire ...................................................................................................................12
2.1.2  Focus Groups ....................................................................................................................12

2.2  Analysis ........................................................................................................................................13
2.3  Reporting ....................................................................................................................................13

3.0  The carers that we talked to ........................................................................................ 14
3.1  Profile of questionnaire respondents ................................................................................14
3.2  Focus group participants .......................................................................................................16

4.0  Being a carer................................................................................................................... 17
4.1  Impact on health ......................................................................................................................18
4.2  Social Impact ..............................................................................................................................20
4.3  Ability to work ...........................................................................................................................22
4.4  Financial impact ........................................................................................................................23
4.5  Concern over future care .......................................................................................................25
4.6  Not valued as a carer ...............................................................................................................26

5.0  Carers’ top 10 priorities ................................................................................................ 29
5.1  Priority 1: Better community care to support carers ...................................................32
5.2  Priority 2: Increased focus on frontline staff ...................................................................34
5.3  Priority 3: Better financial support for carers ..................................................................36



4Carers’ Priorities | Carers’ views on future priorities for Health and Social Care in Northern Ireland

5.4  Priority 4: HSC should value carers .....................................................................................38
5.5  Priority 5: More respite / improved access to .................................................................40
5.6  Priority 6: More support (general) ......................................................................................42
5.7  Priority 7: Improve HSC services .........................................................................................44
5.8  Priority 8: Improved communication ................................................................................46
5.9  Priority 9: Improve quality of care ......................................................................................49
5.10  Priority 10: Reduce waiting times / increase appointment slots ..........................51
5.11  Other priorities ........................................................................................................................53

6.0  Conclusion ...................................................................................................................... 55

References.............................................................................................................................. 57

Appendix 1 - Who we talked to .......................................................................................... 59

Appendix 2 - Top priorities by type of carer .................................................................... 60

Appendix 3 - Questionnaire ............................................................................................... 61

Appendix 4 - Topic guide for focus groups ...................................................................... 63



5Carers’ Priorities | Carers’ views on future priorities for Health and Social Care in Northern Ireland

Foreword
Dear Reader,

Caring is something that, increasingly, aff ects us all at some point in our lives, whether we fi nd 
ourselves looking after someone we love, or we need some support ourselves; it is a normal part of 
life. In Northern Ireland there are approximately 214,000 carers.  However, caring without enough 
support is undoubtedly a major concern for thousands of families throughout Northern Ireland.

Whether caring is full-time, or it is part of a stressful mix of work and other family responsibilities, 
many carers fi nd they don’t have the time or energy to maintain relationships, stay in work, or look 
after their own health and wellbeing. 

Carers often rely heavily on health and social care services for support, advice and guidance.  This 
report summarises carers’ views on future priorities for Health and Social Care in Northern Ireland.   
There are many similarities between the views of carers and those reported in the People’s Priorities.  
However, the need to be adequately supported to cope as a carer and to be valued as an individual 
in that role is extremely important.

Over 600 carers took time out of their busy lives to contribute to this report and we are indebted to 
them for their contribution.   

I would commend the views in this report to decision makers and we within the PCC will continue to 
work to ensure that the voice of carers is listened to and acted upon across Health and Social Care.

Maeve Hully
Chief Executive
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Executive Summary

Introduction

It is estimated that there are approximately 214,000 carers in Northern Ireland.1 This care is unpaid 
and is worth an estimated £4.4bn per year.2   Being a carer can be a positive and rewarding 
experience yet it can also be a challenge which can impact on a carer’s life and health. 

The aim of this study was to provide carers with an opportunity to have their say on the health 
and social care issues which aff ect them, and to establish carers’ priorities for health and social care 
services.

The specifi c objectives of the project were as follows: 

 ► Establish carers recent experience of using health and/or social care services and their 
satisfaction with using these services; 

► To identify the impact being a carer has on people’s lives; 
 ► To identify the particular priorities that carers have for their health and social care services; and 
 ► Ensure that the fi ndings of this project infl uence the commissioning of future services, based on 

what carers say they need from their Health and Social Care service. 

The carers that we talked to

A total of 605 carers contributed their views and opinions on Health and Social Care in Northern 
Ireland to the Carers’ Priorities project. People took part in the project in a number of ways: 

 ► 557 carers across Northern Ireland completed a questionnaire;
 ► 47 carers discussed their priorities in a focus group; and
 ► 1 carer took part in a one to one interview.

Key fi ndings

The focus group discussions highlighted the challenges around being a carer and how all aspects of 
a carers’ life can be aff ected as a result of providing support to their family or friends. Carers reported 
a number of ways in which their life has been aff ected by their caring role:

 ► Impact on health;
 ► Social impact;
 ► Ability to work;

 ► Financial impact;
 ► Concern over future care; and
 ► Not valued as a carer.

8 out of 10 (79.7%) questionnaire respondents said they had used a health and social care service 
in the last 12 months for the person they care for; whilst 4 out of 10 (39.5%) had used a health and 
social care service for themselves. Of those who used health and social care services, nearly two 
thirds (60.8%) rated them as ‘good’ or ‘very good’, 16.7% of respondents rated services ‘poor’ or ‘very 
poor’ and the remaining 22.5% of carers described services as ‘average’. 
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The key question put to everyone who took part in the Carers’ Priorities project was:

 “If YOU were the Health Minister, as a carer, what would your top 
priority for health and social care be?” 

The overall top ten priorities presented below are based on fi ndings from the questionnaire sample. 
However, similar themes and issues were also noted in focus group discussions. 

Priority 1: Better community care to support carers
Priority 2: Increased focus on frontline staff 
Priority 3: Better fi nancial support for carers
Priority 4: HSC should value carers
Priority 5: More respite / improved access to
Priority 6: More support (general)
Priority 7: Improve HSC services
Priority 8: Improved communication 
Priority 9: Improve quality of care
Priority 10: Reduce waiting times / increase appointment slots

Conclusion

This report provides an overview of the priorities important to carers in Health and Social Care.  
Some of the priorities, such as concerns about waiting times, are similar to the concerns of the wider 
population.  However, it is clear that a number of the priorities relate to the need for further help 
and support to enable individuals to continue in their caring role.  Four key issues emerged  from 
this study as outlined below; approaches to how these issues could be resolved to help people in 
their caring role are also provided, based directly on what people told us in this project and more 
widely through the work of the Patient and Client Council.

 ► Carers want the security and confi dence of knowing that high quality community services are 
available and accessible and that there is the correct level of adequately trained staff  providing 
this care. 

 ► Carers want to feel valued for their contribution and the implementation of carer’s needs 
assessment is key to this. This assessment should include respite care.

 ► Carers want advice and information about health and social care services, direct payments, 
benefi ts and fi nance.  This should be a single point of access, available to all so that carers do not 
have to continuously go through Health and Social Care staff  to get the information that they 
need.  Accessible information should  also focus on other services provided by both statutory 
and third sector providers.

 ► Carers want to see improved communication within and between services.  One way of doing 
this would be to ensure that every carer has a care plan held personally in the home (where 
appropriate consent from people being cared for is in place).  In addition, there should also be a 
support plan for carers which would include a contingency plan if something goes wrong.

The Patient and Client Council will use this report to infl uence the planning and commissioning of 
services to better refl ect the needs of carers.
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1.0  Introduction

1.1  Background

Providing care for a loved one is something which can aff ect us all at any time of life.  In Northern 
Ireland, there are approximately 214,000 carers.1  It is estimated that 3 in 5 people will be a carer 
at some point in their lives.  This care is provided by family and friends and is unpaid.  In Northern 
Ireland, it is estimated that this unpaid care is worth £4.4bn per year; this is the equivalent to 
£365,825,000 per month, £84,421,154 per week, £12,027,123 per day or approximately £21,000 for 
every carer in Northern Ireland2  (see Figure 1.1).

Figure 1.1: Statistics on carers in Northern Ireland

Sources: *NISRA Census Statistics, 2011; **Carers UK, Calculating The Value of Carers, 2011.

Being a carer can be a positive and rewarding experience (see Figure 1.2).3  Carers report that their 
role can provide meaning and worth to their lives, allows them to learn new skills and strengthen 
existing relationships with others.  Other benefi ts which have been reported by carers include 
saving the government money, helping the person they care for maintain their dignity and meeting 
other people that they would not otherwise have met.4,5
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Figure 1.2: Positive aspects of being a carer

Not every carer reports that they have felt strain or experienced negative health effects as a result 
of their role.4  However many do and carers often report how they put the needs of their loved one 
first, which can have an impact on their own lives.6,7  A 2015 annual survey of carers,6 which spoke 
to 4,500 carers across the UK, found that 82% of people believed that being a carer has impacted 
on their health.  74% also struggled to get a good night’s sleep and 41% have also experienced an 
injury or their physical health has suffered due to their role as a carer.  The survey also found that 
being a carer has had consequences for people’s mental health, with 84% feeling stressed, 78% 
feeling anxious and 55% indicating they suffered from depression as a result of their role as a carer.

Furthermore, across the UK, a key issue highlighted is the financial impact of being a carer.8,11  In the 
UK, many carers struggle to balance work and their caring role due to a lack of formal support.12-13 
In some instances, this means people have had to reduce their work hours or use annual leave 
for caring duties, decline promotion opportunities or in some cases, have been unable to remain 
in employment due to their caring responsibilities.5  As a result, studies have shown that carers 
experience a decrease in their income.13  This in turn can cause more stress for carers and can impact 
on their standard of living.  A study in Northern Ireland found that 42% of carers were unable to 
afford their utility bills; 46% had been in debt as a result of caring and 45% had cut back on essential 
spending like food and heating to make ends meet.14

The demands of being a carer can also have repercussions for people’s social lives.  Studies8,15 have 
shown that carers’ social lives and leisure time have been affected due to their role as a carer with 
many people highlighting that they have less time for themselves.  For some, this means losing 
touch with family and friends.16  This can result in social isolation and loneliness.7  Indeed, evidence 
has shown that some carers do not feel that they can talk to anyone about their caring role as they 
feel people do not understand the impact caring has had on their lives.16
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Nevertheless, although being a carer impacts on many aspects of people’s lives, evidence has 
shown that carers experience diffi  culties in accessing health and social care services.9,17  Studies 
have indicated that carers can feel marginalised by health and social care professionals who tend to 
focus on the person being cared for and as a result, believe that their own needs are overlooked.18-19  
Evidence has also shown that a lack of information19-20 on what carers are entitled to means that 
some people are unaware of services that might be available to help them.  This has been identifi ed 
as a major barrier to accessing health and social care services.18  Practical problems,18 such as the 
rigidity of appointments, long waiting times21 and access to respite22 also act as a barrier for carers 
seeking to access health and social care services.

In contrast, studies17,18 have also shown that some people do not recognise themselves as carers and 
as a result, do not seek any additional support and place the needs of the person they care for ahead 
of their own.  Specifi cally, evidence has shown that some carers may not seek help because they 
do not want to involve outsiders in delivering care for their loved one.18  These views may prevent 
carers from seeking help and support.

Carers’ Assessments

In Northern Ireland, Carers’ Assessments are a way that health and social care services 
provide help to carers.  The Carers and Direct Payments Act (Northern Ireland) 2002 
imposed a statutory duty on Health and Social Care Trusts to inform carers of their right 
to an assessment and to be considered for services to meet their own needs.  The Carers’ 
Assessment looks at each carer as an individual with their own personal circumstances, 
and will identify any particular needs they may have as a result. It is important that the 
needs of individual carers are properly understood and that service providers are prepared 
to respond with fl exibility, off ering carers real choice as to how their needs will be met. 
The “Carers Support and Needs Assessment” component of the Northern Ireland Single 
Assessment Tool (NISAT) is used for assessing the needs of carers in all programmes of 
care, thus ensuring a standardised approach to assessment regardless of the location of 
the carer in Northern Ireland.

Source: http://www.dhsspsni.gov.uk/ec-carers

In Northern Ireland, the Department of Health Social Services and Public Safety (DHSSPS) developed 
‘Valuing Carers’,23 a report containing 19 recommendations for the development of practical support 
for carers, which aimed to recognise the contribution that carers make to society by providing 
them with the support they need.  A strategy, ‘Caring for carers’,24 was developed to support these 
recommendations.  However, previous work of the Patient and Client Council (PCC)25-27 has indicated 
that more support for carers is needed.  The work of the PCC has found that, whilst caring impacts 
on many aspects of people’s lives,26 people often do not feel recognised for the role they provide or 
feel supported by health and social care services.25,27

From the outset, the PCC has been active in identifying the priorities people have for Health and 
Social Care and have undertaken a series of dedicated People’s Priorities28-30 projects to gather their 
views.  These reports have highlighted that diff erent groups have diff erent priorities.  In our previous 
work, we have found that carers often do not feel supported in delivering this role.  This project is 
therefore important to establish the specifi c priorities carers have and it is hoped that the views of 
the people who took part in this project will help inform the planning and delivery of future health 
and social care services.
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1.2  Aims and objectives

The aim of this study was to provide carers with an opportunity to have their say on health and 
social care issues which aff ect them, and to establish carers’ priorities for Health and Social Care in 
Northern Ireland.

The specifi c objectives of this project were as follows:

 ► Establish carers recent experience of using health and/or social care services and their 
satisfaction with using these services;

 ► To identify the impact being a carer has on people’s lives;
 ► To identify the particular priorities that carers have for their health and social care services; and
 ► Ensure that the fi ndings of this project infl uence the commissioning of future services, based on 

what carers say they need from their Health and Social Care service.
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2.0  Our approach

2.1  Data collection

Our approach to this study was to use both quantitative and qualitative approaches to gather 
carers’* views and opinions on Health and Social Care in Northern Ireland (see Figure 2.1). 

Figure 2.1: What we did

2.1.1  Questionnaire

A questionnaire was developed, the focus of which was an open-ended question asking the 
respondent to state their top priority for Health and Social Care.  To target carers, PCC Personal and 
Public Involvement (PPI) offi  cers undertook fi eldwork with members of the public who indicated 
that they had a caring role.  Fieldwork took place throughout public venues across Northern Ireland, 
via face to face interviews to guide people through questionnaire completion.

2.1.2  Focus Groups

A number of focus groups facilitated by PCC staff  were held across Northern Ireland in community 
and voluntary settings. The topic guide was developed to encourage participants to think about 
themselves rather than the person they care for and to understand the impact being a carer had on 

* For the purpose of this study we used the following defi nition: ‘A carer is anybody who looks after a family member, partner 
or friend who needs help because of their illness, frailty or disability.  All the care they give is unpaid.’  This defi nition was used 
following testing which found that this was most meaningful to people with a caring role.
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them.  Questions asked were similar to those used in the questionnaire, namely to identify priorities 
they had for health and social care services.  However in focus group discussions, PCC staff  were 
able to use additional prompting questions to further understand the reasons behind particular 
responses that participants gave.

2.2  Analysis

Qualitative data was analysed thematically. The data returned from focus groups was examined 
to identify the key issues and concerns voiced by participants.  In addition to thematic analysis, 
data collection from focus groups was used to assist in the development of coding frames for 
quantitative (questionnaire) data analysis. 

Analysis of questionnaire data included frequency analysis of data to provide an overview of trends 
and cross tabulations were calculated to understand patterns and diff erences by type of carer. 
Coding was used to quantify and establish trends in open-ended survey questions.

2.3  Reporting

This report outlines the priorities for Health and Social Care of 605 carers who took part in this 
study across Northern Ireland.  ‘The Carers that we talked to’ section of this report (Section 3, p14) 
outlines the profi le of the carers who took part in this project.

The fi ndings sections of this report (Section 4.0 ‘Being a carer’, p17; Section 5.0 ‘Carers’ Top 10 
Priorities’, p29) begins with an overview of the key themes emerging from focus group discussions, 
providing an insight into what participants felt it is like to be a carer and the impact this had on 
their life. This is followed by fi ndings of the top priorities carers had for their health and social care 
services in Northern Ireland. The top 10 priority order and associated statistics discussed in this 
section of the report are based on the fi ndings from our questionnaire sample. There were also 
diff erences in the top 10 priorities by type of carer. These diff erences are also noted in this section 
where appropriate. As similar themes and issues were recorded across all fi eldwork exercises 
(questionnaires and focus groups), quotations and discussions on the top priorities and associated 
issues or concerns that people raised are from the full range of data collection sources.

Study conclusions can be found in Section 6.0 (p55) of this report.

Note to reader: Percentages presented in this report may not add up to 100% due to rounding.
Weighted bases have been rounded to the nearest whole number. 
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3.0  The carers that we talked to
A total of 605 carers contributed their views and opinions on Health and Social Care in Northern 
Ireland to the Carers’ Priorities project.

People took part in the project in a number of ways:

557 carers across Northern Ireland 
completed a questionnaire

47 carers discussed their priorities in a 
focus group plus 1 carer, who wished to 
be involved, took part in a one to one 
interview.

3.1  Profi le of questionnaire respondents

557 carers completed a questionnaire across Northern Ireland.  Corrective weighting** was applied 
to ensure that the sample was broadly representative of the Northern Ireland carer population (16 
years+) by gender.

See Table 3.1 for a summary of achieved sample and weighted sample by NISRA 2011 census.

Table 3.1: Questionnaire sample

Demographic 
Group

NISRA 2011 Census
(Total number of 

unpaid carers, 16+)
Achieved sample Weighted sample

% n % n % n
Gender
Male 41.2% 85,650 18.9% 105 41.2% 229
Female 58.8% 122,303 81.1% 452 58.8% 328
Age
16-24 years 7.8% 16,171 0.9% 5 0.7% 4
25-34 years 11.4% 23,611 5.9% 33 5.3% 30
35-44 years 19.9% 41,374 17.5% 97 17.1% 95
45-54 years 26.8% 55,766 26.2% 146 26.1% 145
55-64 years 18.6% 38,775 23.3% 130 22.9% 128
65+ years 15.5% 32,256 26.2% 146 27.9% 155
TOTAL 100.0% 207,953 100.0% 557 100.0% 557

** Weighting is a method for correcting biases in survey samples and taking account of population diff erences.  The approach 
assigns an adjustment weight to each survey respondent with persons under-represented getting a weight larger than 1, and 
those in over-represented groups getting a weight smaller than 1.  Weightings were applied to overall sample analysis only.
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When collecting views from carers across Northern Ireland, efforts were made to ensure that 
respondents were included from all age groups.  However, final achieved sample included a 
greater proportion of carers aged 25+ in comparison with younger adult carers (16-24 years old).  
Throughout fieldwork, data collection teams reported that they found it more difficult to find and 
engage with younger carers.  The Patient and Client Council will review recruitment challenges 
within this project and consider if dedicated future work activity should take place with groups of 
carers who are not as well represented in this particular study.

The respondents who took part in this project cared for people with a wide variety of conditions, 
(see Figure 3.1).  The most common conditions that people indicated were mental health and 
behavioural disorders (71.3%).

‘Other’ includes diseases of the digestive system, injuries due to external causes, diseases of the 
genitourinary system and diseases of blood forming organs and immune system.

Over one third of respondents (38.1%; n=212) indicated they cared for people with multiple conditions.

Figure 3.1: Condition(s) of person that participants cared for

Base: 557 (multiple response)
* The majority of responses were in relation to incontinence and seizures.



16Carers’ Priorities | Carers’ views on future priorities for Health and Social Care in Northern Ireland

The carers that took part in this project indicated their relationship to the person they cared for by 
selecting all options that applied to them (see Figure 3.2).  Over one third of respondents (35.7%, 
n=197) noted that they looked after a child.  The majority of these respondents (59.4%) were aged 
between 35-54 years old.  29.7% of respondents cared for a spouse (n=164), with most of these 
carers aged 55 years or above.  A further 28.1% (n=155) of respondents cared for a parent.  Of those 
who cared for a parent, nearly two thirds (63.9%; n=99) were aged between 45-64 years. A small 
number of respondents (2.4%; n=13) also cared for a friend.  ‘Other’ (11.1%; n=61) included people 
who cared for grandchildren, siblings and in-laws through marriage.

A small number of respondents (7.0%; n=38) noted that they cared for more than one person.

Figure 3.2: Types of carers that took part in our project

Base: 552

Our fi ndings showed that carers had diff erent views and experiences depending on who they 
cared for and by their age. Where there are diff erences in views and experiences, these have been 
discussed in the report. Where diff erences are discussed, carers have been grouped by ‘type of carer’ 
(carer looking after a child, a spouse or a parent) based on the relationship to the person that they 
cared for, as diff erences were largely observed by this distinction.

3.2  Focus group participants

A total of 47 people took part in focus groups across Northern Ireland.  Table 3.2 provides details of 
each focus group.

Table 3.2: Focus groups

Type of group No. of participants
Alzheimer’s support group, Belfast 4
Alzheimer’s support group, Belfast 5
Mental health carers support group, Dungannon 13
Stroke support group, Armagh 6
Carers support group, Newry 6
Dementia support group, Antrim 3
Alzheimer’s support group, Enniskillen 4
Male carers group, Londonderry 6
TOTAL 47

A one-to-one interview was also organised with a participant to ensure that all those who wished to 
take part in this project had an opportunity to do so.
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4.0  Being a carer
A number of focus groups facilitated by PCC staff  were held across Northern Ireland with carers.  
Community and voluntary organisations helped us to talk to carers who wanted to provide their 
views.  When seeking to recruit our groups, we sought to ensure that a range of diff erent carers by 
gender, age and whom they cared for were represented within and across group discussions.

In the focus groups, participants had the opportunity to discuss their priorities for health and social 
care in more detail and to talk about the reasons behind their responses. Focus groups also provided 
an opportunity for participants to talk about what they felt it was like to be a carer.

In group discussions, many participants took the opportunity to talk about how their caring role 
impacted on all aspects of their personal lives.  At times, carers felt unsupported in their role.  Their 
priorities for health and social care therefore suggested ways which would help support them better 
in the future.

Given the nature of the group discussions it has not always been possible to assign specifi c 
numbers to the qualitative data outlined in this chapter.  However, as a general guide the following 
defi nitions will give the reader an indication of the frequency of occurrence during group 
discussions:

When we say: We mean:
“few” 10% of the people or less;
“some” 11 to 25% of the people;
“many” 26 to 50% of the people;
“the majority” 51 to 75% of the people; and
“most” 76%+ of the people.

The majority of participants highlighted positive aspects of their caring role.  Most comments 
related to spending time with the person they cared for and how this strengthened relationships.

“Well my mummy had a stroke and I would say the positive side was that we got 
to spend quality time together, that we would not have got ordinarily without her 

having had the stroke.”
(Female carer, 35-44 years old – Stroke support group)

“I think it teaches you to be more patient and think more of other people, I mean 
really it does.” 

(Female carer, 55-64 years old – Carers support group)

One participant also talked about the opportunities that becoming a carer had given them.
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“Another way it was positive to me, was that I joined to be a volunteer at the Stroke 
Association, because of the experience and skills I have gained, and I hope to join 

other groups.”
(Female carer, 65 years old or over – Stroke support group)

Many carers spoke highly of particular health and social care staff  who had helped to support 
them in their caring role.  Some carers also talked about receiving help from health and social care 
services through a Carers’ Assessment however there was some concern from a few participants that 
they would receive less help in the future due to reduced budgets.

The positive experiences of participants’ caring role were often discussed in the context of diffi  cult 
situations when family/friends became ill and/or needed increased amounts of care.  All participants 
shared experiences where it was clear that their role as a carer had an impact on their own lives and 
most discussed how many aspects of their lives had changed as a result.

A key theme which emerged within focus group discussions was the impact being a carer had on 
participants own physical and mental health.  In general, some carers identifi ed that their own 
health came secondary to the person they cared for.

“Your own health is put on the back burner.”
(Female carer, 55-64 years old – Carers support group)

“You are always thinking about the person instead of yourself. You never think of yourself.”
(Female carer, 55-64 years old – Carers support group)

“Carers ignore their own health.”
(Female carer, 65 years old or over – Stroke support group)

As a result, many carers identifi ed that their health suff ered both physically and mentally due to 
the pressure of their caring role.  Some participants identifi ed that being a carer was very stressful 
and caused problems in their physical health.  For some, this included weight loss whilst others 
identifi ed high blood pressure as direct outcomes of their role as a carer.

“I know myself that I’ve lost weight and my health is going downhill.” 
(Female carer, 65 years old or over– Alzheimer’s support group)
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“I have been diagnosed with high blood pressure and my brother in law (who is a 
pharmacist) said, you know what happens when a balloon blows up, it bursts and 

that is you.”
(Female carer, 55-64 years old – Alzheimer’s support group)

“The physical problem is that people are running on adrenalin all the time and that 
is running on artifi cial energy and then doing that for a long period can bring on the 
conditions like high blood pressure and so on as well as mental stresses and strains.”

(Female carer, 55-64 years old – Carers support group)

A few participants talked about how they felt the stress of being a carer culminated in health 
problems, such as a heart attack.

“I am only 44 and fi ve years ago I took a heart attack due to it. It was all due to stress. 
I would have slept during the day and my wife would sleep during the night. I had a 
full-time job at the same time so I was trying to do all of that there. The stress levels 
were massive. Thank God I am in a very lucky position myself now that my wee boy 
has, hopefully, turned a corner and his health problems are vastly improving. I am 

lucky in that sense. Physically though you don’t get much worse than a heart attack.” 
(Male carer, 35-44 years old – Male carers group)

“I had a heart attack that was stress-related.”
(Male carer, 65 years old or over – Male carers group)

Indeed, some participants identifi ed that the stress of being a carer not only impacted on their 
physical health, but also had a negative impact on their mental health.  For instance, some 
participants described how they have suff ered from periods of depression and constant worry as a 
direct impact of their caring role.  For one carer, the ongoing stress and lack of support resulted in 
multiple suicide attempts, conveying the detrimental impact caring had on their own mental health 
and wellbeing.

“See last year I tried to take my life twice. It was looking after my mum and 
everything. The way I look at life now: I don’t care if I drop dead in the morning 

because then they would (have) to care for my mum, they would have to do 
something then. That’s the way I feel and I always feel like that.”

(Male carer, 45-54 years old – Male carers group)
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For the majority of participants, their role as a carer greatly impacted on their social life.  Many 
people described how their responsibility as a carer was life-changing.  Being a carer not only 
changed participants’ relationships with the person they cared for, but this role also impacted on 
their wider social network.  A few participants highlighted how support from understanding family 
members and friends enabled them to continue in their caring duties.  This support took various 
forms, such as providing a listening ear to confi de in or helping out with caring duties to give the 
carer a break from their demanding role. 

“I think that is important, having that network of family and friends close by.”  
(Female carer, age unknown – Stroke support group)

“There is a friend who I would talk to more than my own family. She knows 
everything about me, my fears, thoughts, everything, I can let it all out.”

(Female carer, 65 years old or over – Dementia support group)

“I’ve the support of family, I’ve three children and their families, they’re all very 
supportive and I’m involved in my local Church, which is basically a large family.  

They’re very supportive.”
(Male carer, 65 years old or over – Stroke support group)

Some carers also highlighted the positive role of support groups, which provided them with an 
opportunity to socialise with other carers and allowed them to confi de and share their experiences 
with people who were going through similar experiences and understood the pressure of being a 
carer.  This was something carers really valued.  However, this was not the case for all participants.  
Indeed, many people felt that their friends and other family members did not fully understand their 
demanding role as a carer and this resulted in a change in their relationship.

“You can see your friend’s eyes glaze over when you begin telling them about your 
caring role.”

(Female carer, 65 years old or over – Alzheimer’s support group)

“Once you are a carer you become a magician, you can make all your friends disappear.”
(Female carer, 65 years old or over – Dementia support group)

“You are not available to go out for coff ee or dinner…You’re forgotten, so your social 
life is non-existent.”

(Female carer, 55-64 years old – Carers support group)
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“It’s like a grey elephant.  They don’t want to know or they don’t understand it and 
you don’t want to bore them…you don’t want that stigma.”

(Female carer, 55-64 years old – Mental health carers support group)

For many carers, their responsibilities as a carer meant they had little time for themselves and this 
restricted their ability to socialise and take part in activities for their own enjoyment.  Indeed, for 
some participants, being a carer meant their social life came secondary to their caring duties and 
this resulted in a lack of freedom.  For many participants the demands and pressures they faced as 
carers infl uenced their decision to take part in social activities.  A few participants described the 
eff ort required to organise activities to participate in and this was something which they found 
frustrating and off -putting.

“I would fi nd it very tiring and when somebody would ask me to go somewhere I 
would rather that they didn’t because it’s just so hard to organise.”

(Female carer, 35-44 years old – Alzheimer’s support group)

“You can never plan ahead.”
(Female carer, 65 years old or over – Carers support group)

“Going out socially just doesn’t happen.”
(Female carer, 55-64 years old – Mental health carers support group)

Furthermore, many carers also highlighted that they did not enjoy taking part in social activities as 
they were constantly worrying about the person they cared for and the situation they would return 
to, showing how diffi  cult carers felt taking a break was for them.  Some carers therefore could not 
enjoy the free time they had and felt they should remain with the person they cared for to ensure 
consistency in their care.  For many participants being a carer is a full time job which they feel they 
cannot take a break or escape from.

“You fi nd you don’t want to anyway, because when you are out you can’t settle. You 
are always looking at the time to get back and you are sitting on eggs all the time.” 

(Female carer, 55-64 years old – Carers support group)

“You never leave home, even when you are away out your mind is still there, there 
is always that pull. You just can’t get away from it at all. When I am in the house, 

(husband) just sits there and lets me work for him but as soon as I am out the door he is 
up and that’s what scares me. One day he is going to go up the stairs and fall or make 

a cup of tea and roast himself. When you call out to the shop or something you are 
rushing out and rushing back because you are worried about what he has been doing.”

(Female carer, 65 years old or over – Dementia support group)
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“People say to me, “oh you really need a break”, but you go away, maybe for a 
weekend and you come back sometimes to a worse situation or the family member 
that has taken over while you are away, doesn’t understand the person’s needs, so 

you end up thinking why bother going?”
(Female carer, 55-64 years old – Alzheimer’s support group)

“You’re afraid to get involved in something in case you get a call.”
(Female carer, 65 years old or over – Mental health carers support group)

As a result, some carers described feeling isolated and alienated from others due to their demanding 
role as a carer which, at times, took over their lives and restricted their ability to socialise with others, 
particularly those who felt unsupported by their family and friends. 

Many participants highlighted how being a carer impacted upon their ability to work.  Generally 
speaking, some carers found it diffi  cult to balance their work life with their responsibilities as a carer.  
For a few carers, their caring duties meant they found it diffi  cult to focus on tasks at work. 

“It is always playing on the back of your mind. What is she going to be up to or who is 
looking after her?”

(Male carer, 45-54 years old – Male carers group)              
                                                      

“(I) couldn’t concentrate in the offi  ce.”
(Female carer, 45-54 years old – Mental health carers support group)

Others found it diffi  cult to discuss their caring role with work colleagues and their employer.  In 
some instances, this resulted in a few carers altering their work pattern in order to sustain their role 
as a carer and continue in employment. 

“I had to reduce hours, I was fortunate enough…I reduced my hours from 5 days to 3 
days.  Those 3 days in work are keeping me sane.”

(Female carer, 55-64 years old – Alzheimer’s support group)

“I moved from day to night hours.”
(Female carer, 55-64 years old – Carers support group)

However, generally speaking, many participants found it challenging to sustain the demands of 
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both their professional careers and their challenging role as a carer.  As a result, some participants 
gave up their jobs in order to care for their loved one.

“Then I would say the negative side would have been that I was only newly married 
and had a job, so I had to give up my job.”

(Female carer, 35-44 years old – Stroke support group)

“I can’t work; I had to give up my job.”
(Female carer, 35-44 years old – Alzheimer’s support group)

“I had to give up my job and take early retirement.”
(Male carer, 65 years old or over – Male carers group)

“I had to come out of work to care for my husband.  We got by.  You miss the 
company, you’re stuck in the house all day with nowhere to go.”
(Female carer, 65 years old or over – Alzheimer’s support group)

However, whilst some carers struggled to balance work with their caring duties, a few highlighted 
the positive role of work as a method of escaping from their responsibilities as a carer, giving people 
time to switch off  from their role and engage socially with others.  It was in this context that one 
participant highlighted that there should be more fl exible working arrangements for carers to 
enable them to continue in employment whilst also being a carer.

“My mother is a carer for my granny and my sister who has learning diffi  culties and 
she has had to give up her full time job and work two days a week.  It is hard and she 

struggles, because she has to take granny and my sister to a lot of appointments, 
which always seem to fall on her working days.  But she also sees work as her escape. 

She goes to work just to switch off .”
(Female carer, 16-24 years old – Stroke support group)

“I think something should be written into law to be able to have fl exi hours for carers.”
(Female carer, 35-44 years old – Stroke support group)

A key theme which emerged within focus group discussions was the fi nancial impact being a carer 
had on participant’s lives.  Whilst a few carers indicated that they were in a stable fi nancial position, 
others highlighted the detrimental impact being a carer had on their fi nancial status.  Indeed, many 
carers highlighted that they felt unsupported fi nancially.
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“I don’t get anything for caring for my parents.”
(Female carer, 35-44 years old – Alzheimer’s support group)

“I exhausted all avenues to see if any other money was available and it wasn’t, and 
it’s still not and it’s a good few years later.”

(Female carer, 35-44 years old – Stroke support group)

In particular, a few carers highlighted the diffi  culties they encountered fi nancing respite, which was 
a service they felt was very important to them.

“I will now have to pay £500 per week. He was in there for 2 weeks because of the 
renovations to the house, I was out of the house too, and they only paid for the fi rst week.”

(Female carer, 65 years old or over – Dementia support group)

“I have to fi ght to get respite.”
(Male carer, 45-54 years old – Male carers group)

Problems were also identifi ed with direct payments by a few carers.

“It’s quite complicated, direct payments, and I know that a lot of carers that I speak 
to don’t go ahead with direct payments just because it’s so diffi  cult to manage and 

its quite prescriptive of what you can and cannot do with it.” 
(Female carer, 55-64 years old – Carers support group)

“Direct payments don’t cover everything…my daughter can’t handle money, no 
matter how much she gets, she wants more.”

(Female carer, 35-44 years old – Mental health carers support group)

Many carers also indicated a lack of fi nancial support impacted on their lifestyle.  For some, this 
meant they had to make conscious choices in their daily lives due to fi nancial worries, whilst for 
others, this meant signifi cant long term changes, such as selling their house in order to survive 
fi nancially.  The diffi  cult fi nancial situation some people faced resulted in added stress to an already 
diffi  cult situation for carers.

“You can’t go out anymore; you can’t have any treats like going out to a restaurant. If 
you wanted to do that you can’t.”

(Male carer, 65 years old or over – Male carers group)

“You go to the cheapest shops. Instead of having a car you are now jumping on the bus.”
(Male carer, 65 years old or over – Male carers group)
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“I have had to sell my house to pay the bills – that is the only way I could do it.”
(Male carer, 45-54 years old – Male carers group)

“Financially there is a big, big impact. I was at the hospital with the wee boy, I have 
three other children so I had to travel back and forth. One day I went to the hospital 
and I had no money in the bank, no money in the pocket and when I got up there I 
had no petrol to get home. Thankfully I have family and I phoned them about the 

situation, I was very lucky and all my brothers and sisters helped by putting money into 
my account to get me over that serious period of crisis. When I was up there a charity 
put £10 into an envelope. Now that is very demeaning to anybody to have to accept 

that to go and get petrol. That is how dire it had become. Once you are in that spiral of 
fi nancial problems there is no getting out.”

(Male carer, 35-44 years old – Male carers group)

“Last year the bank closed my account because I had over £1,000 of an overdraft. I 
am now paying it back - £5 per month.”

(Male carer, 45-54 years old – Male carers group)

In general, some carers indicated that there was a lack of information around the fi nancial support 
which was available to them.  People were also unsure where they could get advice from.  As a 
result, some carers did not feel supported fi nancially or valued in their role as a carer. 

For some participants, fear of being no longer able to sustain their role as a carer was a key issue 
within discussions.  The majority of participants were providing care for a close loved one and some 
people highlighted the emotional impact this had on them.

“It also becomes very emotional thinking about the person you are looking after, you 
can’t understand the deterioration of that person.”

(Male carer, 65 years old or over – Alzheimer’s support group)

“Many people have said to me, ‘if it was me, I’d have had him in a home by now’ but 
I just couldn’t do that.  We are 61 years married, and I just couldn’t see myself doing 

that to him.  It might come to the point where I have to but our children are stepping 
in and helping out a bit more with his care, but if it wasn’t for them, I don’t know 

where I’d be!”
(Female carer, 65 years old or over – Alzheimer’s support group)

“Even if I can’t cope I will never say I can’t cope.”
(Male carer, 45-54 years old – Male carers group)
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A few participants wished to continue in their caring role for as long as possible.  In this context, 
many participants highlighted fears they had in relation to uncertainty surrounding future care, 
particularly in terms of who was going to provide high quality care for their loved one in the future.

“When we can’t, who is going to do it?”
(Female carer, 55-64 years old – Mental health carers support group)

“I have always wondered if me and my wife were out of the picture, what would 
happen to my son, how would he be left?”

(Male carer, 35-44 years old – Male carers group)

“What about young people…I wouldn’t expect my other son or daughter to carry the 
weight I’ve carried for 20 years…the government need to do something.”

(Female carer, 55-64 years old – Mental health carers support group)

Valuing carers was a key theme within all focus group discussions.  Some carers identifi ed the 
positive role of understanding health and social care professionals who listened to their views 
and provided adequate support for not only the person being cared for but also for the carer 
themselves.  This was something carers really valued.

“I must admit, the consultant my husband got was excellent, he would talk to 
my husband, but would then take me in on my own and talk to me about the 

Alzheimer’s, how I was coping, what help I could get, he was very understanding.”
(Female carer, 55-64 years old – Alzheimer’s support group)

“My husband’s Neurologist was like that, he would get the nurse to take my husband 
to get his weight checked and ask me how I really was.”

(Female carer, 65 years old or over – Alzheimer’s support group)

However, this was not something all carers experienced.  Many participants also identifi ed feelings 
of frustration with their lack of voice within the system.  Generally speaking, many carers felt that 
their views were not listened to by professionals and this added to their stressful and challenging 
role. 

‘You have no voice as a carer.”
(Female carer, 65 years old or over – Mental health carers support group)
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“I went to the hospital with my husband last year, my husband couldn’t stand, 
couldn’t speak and the young doctor who saw him, talked away to him very nicely 
and totally ignored me!  He wasn’t getting one answer from my husband and then 

was looking very puzzled, what was he expecting?”
(Female carer, 55-64 years old – Alzheimer’s support group)

“I defi nitely don’t feel that my views were appreciated by the health service staff .”
(Female carer, 65 years old or over – Alzheimer’s support group)

A few carers also highlighted that poor practice by staff  meant that they were not given the right 
opportunity to express their views.

“They used to talk to me in the nursing home when my mum was standing beside me, 
you couldn’t really say when the person is standing next to you!”

(Female carer, 45-54 years old – Alzheimer’s support group)

“That’s what happened to me, the care manager and OT were talking to me about 
my parents when they were sitting there, and I couldn’t say how I was really feeling.”

(Female carer, 35-44 years old – Alzheimer’s support group)

For some participants, their caring role was something which they did not choose, but 
circumstances required them to take on this role and provide care for a loved one.  A few carers 
indicated that this was a role which they found rewarding.

“Well for me my mother did everything for me when I was growing up and I feel that I 
am giving something back now and that’s why I do it. It is stressful but I am enjoying 

it. It is rewarding for me, it is very rewarding.”
(Male carer, 35-44 years old – Male carers group)

“Positive impact is that you’re actually looking after that person because you want 
to look after them – you feel like you’re doing something good.”

(Female carer, 35-44 years old – Alzheimer’s support group)

“I’ve been happy to be a carer.”
(Male carer, 65 years old or over – Alzheimer’s support group)

However their role as a carer was not something participants found easy and impacted on them 
physically; emotionally and socially.  For many carers this role was something that they did not feel 
valued or appreciated for.
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“The carers aren’t cared for, I think because we’ve always been expected to carry out 
the role of caring for close family.”

(Female carer, 55-64 years old – Alzheimer’s support group)

“I don’t think people feel valued as a carer and I don’t think people realise they are 
carers to some extent. It’s just something that you do. I mean for my son I was just 

mum. Mum does whatever she needs for her children and you do it from love.” 
(Female carer, 55-64 years old – Carers support group)

“I felt like a failure from my GP.  He would have come to see mummy and would have 
patted me on the back like a dog and said ‘you’re doing a good job’ but never once 

said here’s a number if you need this or need that!”
(Female carer, 35-44 years old – Stroke support group)

“I don’t know about you but if you meet any friends outside it is: how is (husband)? 
Nobody ever says: how are you? How are you coping? Never. They never say: well 

how are you?”
(Female carer, 65 years old or over – Dementia support group)

In this context, a few participants highlighted that, whilst people did not necessarily want 
recognition for their role, they felt they needed more help and support to continue being a carer.

“Carers are very private people, they like to think they are doing a good job, they are 
proud people and they don’t want to take help but they need help and this needs to 

be recognised more.”
(Male carer, 65 years old or over – Alzheimer’s support group)
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5.0  Carers’ top 10 priorities
Questionnaires were distributed to carers across Northern Ireland with the aim of identifying carers’ 
priorities for health and social care services.

A total of 557 carers completed a questionnaire.  Introductory questions established respondent’s 
recent use and views on health and social care services.  8 out of 10 (79.7%, n=444) questionnaire 
respondents said they had used a health and social care service in the last 12 months for the person 
they care for; whilst 4 out of 10 respondents (39.8%, n=220) had used a health and social care 
service for themselves.  Only a small minority (10.4% n=57) of all respondents had not recently used 
any health or social care service in the previous 12 months.

Of those who had recently used services, nearly two thirds (60.8%, n=310) rated the health and 
social care services they used as ‘good’ (38.2%, n=195) or ‘very good’ (22.5%, n=115), 16.7% (n=85) 
of respondents rated services ‘poor’ (10.4%, n=53) or ‘very poor’ (6.3%, n=32). The remaining 22.5% 
(n=115) of carers described services as ‘average’. 

The key question put to everyone who took part in the Carers’ Priorities project was:

If YOU were the Health 
Minister, as a carer, what 
would your top priority for 

health and social care be?





31Carers’ Priorities | Carers’ views on future priorities for Health and Social Care in Northern Ireland

There were also differences in the top 10 priorities by carers based on the relationship of the person 
they cared for (type of carer).  Where differences have been identified, these have been noted 
throughout this chapter when discussing each priority (See Appendix 2 for full breakdown of 
results).

We also asked people what key change they would make to health and social care services.  Not 
all respondents provided further information different to their suggested priorities for Health and 
Social Care, however some people took the opportunity to give more detailed suggestions, based 
on their priorities.  These suggestions are discussed throughout this chapter where relevant.

As similar themes and issues were also recorded within focus groups, quotations and discussions on 
issues and concerns that people raised are from the full range of data collection sources.
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Questionnaire respondents noted that their top priority was ‘better community care to support 
carers’ (17.3%; n=87).  By type of carer, this was more of a priority for those who looked after a parent 
(20.0%) in comparison with those who looked after a spouse (17.6%) or a child (10.3%).

The key issues for people within this priority were:

 ► More focus on community care; and
 ► Accessible local services.

Figure 5.1: Key issues within the ‘Better community care to support carers’ priority

Base: 87 (those who indicated ‘Better community care to support carers’ as a priority for them)

As Figure 5.1 shows, most questionnaire respondents who identifi ed ‘better community care to 
support carers’ as a priority felt there should be a greater focus on community care (77.3% of those 
who identifi ed community care as their priority).  Generally speaking, carers felt more focus on 
community care was necessary in order to continue providing care in the home.

“More care in the community. No cut backs – help to keep people in their own homes.”
(Female carer, questionnaire respondent, 65 years old or over)

“To try and keep more patients in their home environment by helping family 
members to care for them in league with health care professionals.”

(Male carer, questionnaire respondent, 55-64 years old)

“Greater level of assistance (including care services) to facilitate care in the home.” 
(Male carer, questionnaire respondent, 55-64 years old)

Maintaining care for a loved one in familiar surroundings was important to many questionnaire 
respondents and this was also highlighted in focus group discussions with carers.  However, some 
participants indicated that they felt unsupported in delivering care within the community.  In this 
context, some questionnaire respondents highlighted that more support and improvements in 
community care were necessary to enable carers to continue to care for their loved one at home.
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“Community care…this is an area where the criteria for getting help needs seriously 
re-examined.”

(Female carer, questionnaire respondent, 35-44 years old)

“Additional services to provide support and respite care in a tailored format to 
suit the needs of the individual (my mum) to maintain her in her own home as the 

independent and unique human being she is.”
(Female carer, questionnaire respondent, 55-64 years old)

“Making it easier to care for someone in the community giving them what they need 
to allow them to provide the care and dignity that they deserve.”

(Female carer, questionnaire respondent, 45-54 years old)

“Improved support for people who wish to remain / be cared for in their own home.” 
(Male carer, questionnaire respondent, 45-54 years old)

Some respondents also noted that there should be more accessible local services within the 
community (22.7%).  Specifi cally, some people felt that treatment and care should be delivered 
locally.

“Have everything close by in every trust.”
(Female carer, questionnaire respondent, 35-44 years old)

“Appointments closer to home.”
(Male carer, questionnaire respondent, 55-64 years old)
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The second most common priority identified by questionnaire respondents was ‘increased focus on 
frontline staff’ (17.1%; n=86).  

The key issues identified within this theme were:

 ► Increase frontline staff;
 ► Less bureaucracy (general);
 ► More focus on frontline staff;
 ► Increase staff training;
 ► Better pay and conditions to relieve pressure on frontline staff;
 ► More understanding staff (staff training);
 ► Increase specialist staff; and
 ► Better access to frontline staff.

Figure 5.2: Key issues within the ‘Increased focus on frontline staff’ priority

Base: 86 (those who indicated ‘increased focus on frontline staff’ as a priority for them)

Many respondents who indicated increased focus on frontline staff as a key priority (32.5%) 
suggested that there should be an increase in frontline staff.  A few respondents (3.9%) also noted 
that there should be an increase in specialist staff.
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“Bring back the Matron, it is too top heavy. They need to bring in a few more nurses, 
it is really needed and it is just not fair what they are going through.”

(Female focus group participant, 65 years old or over – Dementia support group)

“Enough staff  to adequately care for those in need, both in hospital and in the community.”
(Female carer, questionnaire respondent, 65 years old or over)

“More doctors and nurses needed as the health service seems to be stretched to the 
limit at all times.”

(Male carer, questionnaire respondent, 35-44 years old)

Others (25.3%) also identifi ed that there should be less bureaucracy within the Health and Social 
Care system and more focus on frontline staff  (11.7%). 

“Reduce managers to increase doctors and nurses - too much money wasted on 
management.”

(Female carer, questionnaire respondent, 35-44 years old)

“Reallocating fi nancial resources from bureaucratic top management to frontline 
clinical, especially nursing, staff .”

(Male carer, questionnaire respondent, 65 years old or over)

Some respondents (9.7% of those identifying increased focus on frontline staff  as a priority) felt there 
should be greater investment in staff  training.  A further 6.5% of respondents noted that they felt there 
should be better training for staff  aimed at developing an understanding of their situation as a carer.

 “Spending the money on actual necessities, making sure there are trained staff .” 
(Female carer, questionnaire respondent, 65 years old or over) 

“Making sure people are trained properly.”
(Female carer, questionnaire respondent, 35-44 years old)

A few respondents also suggested that there should be better pay and conditions to help relieve 
current pressure on frontline staff  (7.8%).

“Support those who work with the people on a day to day basis.”
(Female carer, questionnaire respondent, 55-64 years old)

“Increased sense of appreciation and pay level for staff .”
(Male carer, questionnaire respondent, 45-54 years old)
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‘Better fi nancial support for carers’ was a top priority for 16.8% (n=84) of respondents.  A similar 
proportion of respondents by type of carer indicated this to be a priority for them (14.7%-16.4%).
The key issues for people around this priority were:

 ► More fi nancial support for carers;
 ► Easier access to direct payments;
 ► Direct payments diffi  cult to manage; and
 ► Direct payments under resourced.

Figure 5.3: Key issues within the ‘Better fi nancial support for carers’ priority

Base: 84 (those who indicated ‘Better fi nancial support for carers’ as a priority for them)

The majority of respondents who identifi ed ‘better fi nancial support for carers’ as their top priority 
felt there should be more fi nancial support for carers (94.8%).  In general, comments provided 
within questionnaires and focus group discussions indicated that carers felt unsupported fi nancially.  
Specifi cally, a few people indicated that they felt that the carer’s role often went unnoticed and, at 
times, they felt like an unpaid workforce.

“What would the Government do if we all turned around and said: right take them.” 
(Male carer, 65 years old or over – Male carers group)

“(Carers) save the government loads of money.”
(Female carer, 35-44 years old – Stroke support group)

“Well, considering that carers save millions of pounds, it would make sense that they 
try to make our job easier, not harder.  Don’t make us fi ght for everything we need.  

Give us support not problems.”
(Female carer, questionnaire respondent, 45-54 years old)

Many participants also highlighted that a lack of fi nancial support impacted on their daily lifestyle.  
For a few participants, the demands of being a carer also meant they were forced to give up their job 
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and this also impacted them fi nancially.  As a result, for most people who prioritised ‘better fi nancial 
support for carers’ the key issue was to see an increase in the fi nancial support available to carers.

“More fi nancial help!”
(Male carer, questionnaire respondent, age unknown)

“More money for carers as I have had to give up my work to care for my mother.” 
(Female carer, questionnaire respondent, 35-44 years old)

“For carers it has to be fi nancial. As a bloke I feel that if I can keep my family afl oat 
well then I am doing my job and my wife can do her job as the main carer.”

(Male carer, 35-44 years old – Male carers group)

Some carers also indicated that there was a lack of information around the fi nancial support which 
was available to them and this added to an already diffi  cult situation. 

“More information and support on fi nancial issues being faced by carers.”
(Female carer, focus group participant, 65 years old or over – Dementia support group)

“I would like more information about what help I am entitled too. It is hard to know 
who to ask sometimes.”

(Female carer, focus group participant, 65 years old or over – Dementia support group)

Within this priority, a few respondents also identifi ed specifi c issues with direct payments.  It was 
felt that direct payments are currently under-resourced (0.9%) and they should be easier for carers 
to access (3.5%).  One carer also identifi ed that direct payments are currently diffi  cult to manage 
(0.9%).

“Direct payments are diffi  cult to manage.”
(Female carer, questionnaire respondent, 55-64 years old)

“Promote direct payments.” 
(Female carer, questionnaire respondent, 35-44 years old)

“Direct payments easier to access.”
(Male carer, questionnaire respondent, 35-44 years old)
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14.8% (n=74) of questionnaire respondents felt that Health and Social Care should value carers.  
The three key issues within this priority were:

 ► Recognise carers;
 ► Greater focus on carers’ needs; and
 ► Listen to carers.

Figure 5.4: Key issues within the ‘HSC should value carers’ priority

Base: 74 (those who indicated ‘HSC should value carers’ as a priority)

As Figure 5.4 shows, many respondents (41.1%) felt that carers should be recognised for their role.  
Focus group discussions highlighted that being a carer impacted on many aspects of participants’ 
personal lives and a few people also indicated that they did not feel valued in their role as a carer.  
In this context, many respondents felt that there should be a greater recognition for the role carers 
provide.

“To recognise carers and acknowledge the work they do on a daily basis.”
(Male carer, questionnaire respondent, 65 years old or over)

“Recognition for carers in every respect.  Same status as the ‘cared for’.”
(Female carer, questionnaire respondent, 55-64 years old)

“Recognise carers and off er them adequate support.  Carers do not get recognition 
for the pressure they are under.”

(Female carer, questionnaire respondent, 65 years old or over)

Comments provided in both focus group discussions and questionnaires also emphasised that 
being a carer impacted on many aspects of people’s lives, such as their own wellbeing which, at 
times, came secondary to the person they care for.  Being a carer also impacted on the social life of 
people.  For many carers, their responsibilities as a carer meant they had little time for themselves 
and this restricted their ability to take part in activities for their own enjoyment.  In this context, 
many respondents felt there should be a greater focus on carers’ needs (40.3%) to enable them to 
continue in this role.
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“To also take care of carers’ health to enable them to care more comfortably for the 
person they are caring for.”

(Female carer, questionnaire respondent, 55-64 years old)

“Proper assessment of the carers’ needs to help them support the patient.”
(Female carer, questionnaire respondent, 45-54 years old)

For some respondents (18.6%) it was also important that there should be a greater eff ort within HSC 
to listen to carers and their views.  Focus group discussions identifi ed that some carers had positive 
experiences with health and social care professionals who listened to them however this was not 
always the case. 

“Nobody was listening to you. Sometimes you have to shout loud.”
(Male carer, 35-44 years old – Male carers group)

“To be listened to professionally by health and social care service staff .”
(Female carer, questionnaire respondent, 35-44 years old)

“Give more attention to what the relatives are saying. Valuable time is wasted when 
the doctors don’t listen.”

(Female carer, questionnaire respondent, 55-64 years old)

“To listen to carers - we are the people living with the condition every day too!” 
(Male carer, questionnaire respondent, 55-64 years old)
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12.5% (n=62) of questionnaire respondents said that if they were the health minister, ‘more respite 
/ improved access to respite’ would be their top priority.  By type of carer, this was more of a priority 
for those who looked after a child (17.4%), or a parent (16.4%) in comparison with those who looked 
after a spouse (9.6%).

Within this priority people felt that there should be:

 ► More respite (general);
 ► More respite for carers;
 ► Less regulations for respite; and
 ► Improve respite services.

Figure 5.5: Key issues within the ‘More respite / improved access to’ priority

Base: 62 (those who indicated ‘More respite/improved access to’ as a priority for them)

Over half of respondents (52.2%) who identifi ed ‘more respite / improved access to respite’ as a top 
priority felt that there should be a greater focus on providing respite services for both carers and 
service users.

“To provide respite for long term carers and clients.”
(Female carer, questionnaire respondent, 55-64 years old)

“Respite for local service users so that the person I look after is not far away from me 
in case of an emergency.”

(Female carer, questionnaire respondent, 45-54 years old)

“Find more money / off er more frequent respite services.”
(Female carer, questionnaire respondent, 55-64 years old)

Comments raised highlighted the importance of respite for carers (41.1%) as a break from their 
caring role which many respondents felt was vital to enable them to continue to care for their loved 
one.
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“Respite is important. It is a way of off ering people practical, physical support. It will 
keep people going on longer if they know they have that ahead, if they have that 

on a regular basis. It is going to cost a lot more if it all becomes too much and carers 
can’t continue on, meaning people have to go into full-time care.”

(Female carer, focus group participant, 55-64 years old - Dementia support group)

“Carers need respite – it is imperative for their wellbeing to care for their loved ones 
that they have rest and respite.”

(Female carer, questionnaire respondent, 45-54 years old)

“I would prioritise meeting carers’ respite needs as their emotional mental health 
impacts on the patient’s needs.”

(Female carer, questionnaire respondent, 35-44 years old)

A few respondents (3.3%) also felt that respite services should be improved; whilst others (3.3%) also 
believed there should be less regulations for respite.  When asked if they could change one thing 
within Health and Social Care, a few respondents suggested some improvements which could be 
made to respite services.

“To have respite for my sister in a place for younger clients that cater for them.” 
(Female carer, questionnaire respondent, 55-64 years old)

“Access to respite services – I would increase availability of respite accommodation 
and day care services.”

(Female carer, questionnaire respondent, 35-44 years old)

“More respite facilities.”
(Female carer, questionnaire respondent, 65 years old or over)

“Relax rules on respite, let people book ahead – no last minute.”
(Male carer, questionnaire respondent, 55-64 years old)
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‘More support (general)’ was the top priority for 11.7% (n=59) of respondents.  Generally speaking, 
respondents did not feel supported in their role as a carer.  People felt that there should be:

 ► More support for carers; 
 ► More emotional support;
 ► More support for family; and
 ► More support for service users.

Figure 5.6: Key issues within the ‘More support (general)’ priority

Base: 59 (those who indicated ‘More support (general)’ as a priority for them)

As Figure 5.6 shows, most respondents (79.6%) felt there should be more support for carers 
however they did not specify what type of support, indicating that respondents who identifi ed this 
as a priority felt that more support in general was necessary to continue providing care for their 
loved one.  Indeed, focus group discussions highlighted a sense of despair amongst participants 
who were frustrated that they were not getting enough help and who were also confused as to 
where they should get support.  In general, most people indicated that they needed more support 
but they did not necessarily know what type of support they required.

“More support.”
(Female carer, focus group participant, 65 years old or over – Stroke support group)

“Support, support. At home for mum and for me. All I am looking is support from 
people and I need to know where to go to. I am weary of people giving me support 

because I don’t want to build my hopes and then be let down.”
(Male carer, focus group participant, 45-54 years old – Male carers group)

“I suppose I would have loved sometimes for someone to come and make me a cup 
of tea or hang the washing out.”

(Female carer, focus group participant, 55-64 years old – Carers support group)



43Carers’ Priorities | Carers’ views on future priorities for Health and Social Care in Northern Ireland

Specifi cally, a few people (5.4%) felt there should be more support for families and others also felt 
there should be more emotional support for carers (9.7%).

“Help for the family to have a semi-normal life.”
(Female carer, questionnaire respondent, 55-64 years old)

“Emotional support is very important.”
(Female carer, questionnaire respondent, 55-64 years old)

“Support for carers – emotional and practical.”
(Female carer, questionnaire respondent, 45-54 years old)

When asked if they could change one thing in Health and Social Care, this was one area where people 
made a number of suggestions which they felt might help them in the future.  Some people suggested 
that it would be useful to have a point of contact to provide carers with help, advice and general support.

“Being able to contact one person who could coordinate my parents care needs i.e. 
liaise with specialist nurses, GP and hospital staff .”

(Female carer, questionnaire respondent, 45-54 years old)

“Appointing a carer liaison person to each carer / patient at the start of treatment as 
a source of non-medical advice.”

(Male carer, questionnaire respondent, 65 years old or over)

A few people suggested that there should be more support groups for carers.  Focus group 
discussions also highlighted that support groups gave people the opportunity to socialise and share 
experiences with other carers in similar situations.  This was something carers really valued.

“Somewhere, in a non-threatening environment, where we could go and meet 
people in a similar situation.”

(Female carer, questionnaire respondent, 65 years old or over)

“More support groups.”
(Male carer, questionnaire respondent, 45-54 years old)

Others suggested that there should be more practical support for carers.

“Help with day to day problems.”
(Female carer, questionnaire respondent, 55-64 years old)

“More basic day to day help.”
(Female carer, questionnaire respondent, 45-54 years old)
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11.3% (n=57) of questionnaire respondents said that improving health and social care services 
would be their top priority.  By type of carer, this was more of a priority for those who looked after a 
child (13.6%) in comparison with those who looked after a spouse (11.0%) or a parent (8.6%).

People had many different concerns around improving services, but the key issues identified were:

 ► Improve delivery of A&E services;
 ► Improve facilities;
 ► Better equipment (general);
 ► Improve delivery of services;
 ► Improve children’s services;
 ► Maintain services / facilities;
 ► More social activities;          

 ► Better regulation;
 ► Improve mental health services;
 ► Improve other specific services;
 ► Improve access to services;
 ► More services; and
 ► Services tailored to specific needs of service user.

Figure 5.7: Key issues within the ‘Improve HSC services’ priority

Base: 57 (those who indicated ‘Improve HSC services’ as a priority for them)
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For many people who identifi ed ‘improve HSC services’ as a top priority, the key thing was to 
improve the delivery of A&E services (18.8%).

“Signifi cant attention to improve A&E services.”
(Male carer, questionnaire respondent, 65 years old or over)

“Improve A&E.”
(Female carer, questionnaire respondent, 35-44 years old)

In general, some people felt that facilities should be improved (12.5%), or maintained at an 
adequate standard (6.3%).

“Better facilities.”
(Female carer, questionnaire respondent, 65 years old or over)

“Maintain and progress services.”
(Female carer, questionnaire respondent, 55-64 years old)

Others felt that better equipment (10.9%) was necessary to improve HSC services.

“New technology and equipment.”
(Female carer, questionnaire respondent, 16-24 years old)

“Better health equipment and other resources.”
(Female carer, questionnaire respondent, 45-54 years old)

“Update equipment.”
(Male carer, questionnaire respondent, 25-34 years old)

Some people also broadly indicated that the delivery of services (9.4%) in general should be 
improved.

“Provide services within an agreed time.”
(Female carer, questionnaire respondent, 35-44 years old)

“To make sure that people with major conditions get the service and care that they need.”
(Female carer, questionnaire respondent, 35-44 years old)
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10.7% (n=54) of questionnaire respondents said that ‘Improved communication’ should be a top 
priority.  By type of carer, this was more of a priority for those who looked after a parent or child 
(13.6% in both cases) in comparison with those who looked after a spouse (7.4%).

The specifi c areas people noted were:

 ► More accessible information;
 ► Better communication between services / departments; and
 ► Better communication between staff  and carers.

Figure 5.8: Key issues within the ‘Improved communication’ priority

Base: 54 (those who indicated ‘Improved communication’ as a priority for them)

Over half of respondents (53.8%) who identifi ed the improvement of communication as their top 
priority felt that there should be more accessible information. 

“Provide more advice and help for parents.”
(Female carer, questionnaire respondent, 35-44 years old)

“More information about what help you can get.”
(Male carer, questionnaire respondent, 65 years old or over)

“Easy information to see what care / help you can get.”
(Female carer, questionnaire respondent, 65 years old or over)

Specifi cally, respondents noted there should be more information on the fi nancial support available 
to carers.  This was something which was also highlighted in focus group discussions.  ‘Better 
fi nancial support for carers’ was also identifi ed as a top priority emphasising that this is an area 
which people really felt unsupported in (see page 36).
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“More information on what allowances are available.”
(Female carer, questionnaire respondent, 55-64 years old)

“Making people fully aware of fi nancial help.”
(Female carer, questionnaire respondent, 65 years old or over)

“I would like more information about what help I am entitled too. It is hard to know 
who to ask sometimes.”

(Female carer, focus group participant, 65 years old or over – Dementia support group)

Others noted that there should be more information on services which are available.

“People being aware what services are and are not available to them.”
(Female carer, questionnaire respondent, 35-44 years old)

“Better information on services available.”
(Female carer, questionnaire respondent, 25-34 years old)

Nearly a third of respondents (31.1%) also felt there should be better communication between 
services / departments.  People who identifi ed this as a priority noted that there was a lack of 
communication between services / departments which meant carers had to constantly repeat 
information, which they found frustrating.

“There needs to be improved communication / collaboration between services.” 
(Female carer, questionnaire respondent, 35-44 years old)

“Joined up thinking. It seems like you have to deal with a lot of people and there is a 
great deal of red tape to deal with. You kind of get the impression that the various 
agencies involved don’t speak to each other. I have also found it frustrating to be 

told you can do this (in relation to equipment) one day and then be told by someone 
else from the same trust that you cannot do this.”

(Female carer, questionnaire respondent, 55-64 years old)

“All departments in Stormont need to work together. Most of the things we are 
worried about are all departments – housing, education.”

(Male carer, focus group participant, 35–44 years old, Male carers group)

As focus group discussions highlighted, many carers felt their views were not always listened to 
by professionals and, at times, people felt they were not given the right opportunity to express 
their views.  In this context, some respondents (15.0%) also noted that there should be better 
communication between staff  and carers. 
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“Improvement in communication with carers.  How can you care when you are not in 
the loop?”

(Female carer, questionnaire respondent, 45-54 years old)

“Better contact with carers.”
(Female carer, questionnaire respondent, 65 years old or over)

“Good communication with carers and ways to help access events that would help.” 
(Female carer, questionnaire respondent, 65 years old or over)

When asked if they could change one thing within Health and Social Care, this was one area where a 
few respondents made suggestions which they felt might help them going forward.

“Having information shared so that you don’t have to constantly say negative things 
about a child in front of them.”

(Female carer, questionnaire respondent, 35-44 years old)

“Less jargon when fi lling in forms.”
(Female carer, questionnaire respondent, 55-64 years old)

“A check list of what you can expect the trust to provide - or consider and what you 
cannot expect the trust to provide.”

(Female carer, questionnaire respondent, 55-64 years old)

“The GP should be more involved in looking after the carers, providing information 
on groups or information on organisations that can help.  The GP is the pivotal 

person in relation to carers.”
(Female carer, focus group participant, 45-54 years old – Alzheimer’s support group)
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‘Improve quality of care’ was also a top priority for questionnaire respondents (9.9%; n=49).  This 
priority related to improvement in the quality of care for the person being cared for.  This would also 
make a big diff erence for carers themselves.  By type of carer, this was more of a priority for those 
who looked after a parent (11.4%) in comparison with those who looked after a spouse (8.8%) or a 
child (8.2%).

Respondents identifi ed many issues within this priority:

 ► Patient centred care;
 ► Improve after care; 
 ► Continuity of care;
 ► Equality of care;            

 ► Quicker referral process;
 ► Better diagnosis process;
 ► Less medication / more support; and
 ► Improve care options.

Figure 5.9: Key issues within the ‘Improve quality of care’ priority

Base: 49 (those who indicated ‘Improve quality of care’ as a priority for them)

For the majority of respondents (61.4%) patient centred care was the key issue within this priority.  
Carers felt that it was important that people are treated as individuals and care is delivered in a 
personalised way.

“Patient care should be top priority.”
(Female carer, questionnaire respondent, 35-44 years old)
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“Treat every service user as unique.”
(Female carer, questionnaire respondent, 55-64 years old)

“Services to fi t around carer and client rather than the other way round.”
(Female carer, questionnaire respondent, 55-64 years old)

A few respondents (8.6%) felt there should be improvements in after care and a few (7.1%) also felt 
there should be a greater focus on continuity of care.

“Carers should be the same person.”
(Male carer, questionnaire respondent, 65 years old or over)

“Improve after care for patients and carers.”
(Female carer, questionnaire respondent, 55-64 years old)

A few respondents suggested that there should be equality of care (5.7%) across Northern Ireland.

“Equality of care for all.”
(Female carer, questionnaire respondent, 55-64 years old)

“More equality of service across N.I.”
(Female carer, questionnaire respondent, 55-64 years old)

A few people also suggested that there should be a better diagnosis process (5.7%) and a quicker 
referral process (5.7%).

“Better diagnosis process.”
(Female carer, questionnaire respondent, 35-44 years old)

“Quicker referral times to hospital.”
(Female carer, questionnaire respondent, 25-34 years old)

One respondent highlighted that improvements in the quality of care provided for the person they 
care for would help alleviate some of their worries as a carer.

“Being able to be confi dent in the quality of care provision would stop me from 
worrying all the time when I’m not there.”

(Male carer, questionnaire respondent, 45-54 years old)
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9% (n=45) of questionnaire respondents identifi ed ‘reduce waiting times / increase appointment 
times’ as their top priority if they were the Health Minister.  

The key issues noted were:

 ► Reduce waiting times; and
 ► Longer appointment slots with HSC staff .

Figure 5.10: Key issues within the ‘Reduce waiting times / increase appointment slots’ priority

Base: 45 (those who indicated ‘Reduce waiting times / increase appointment slots’ as a priority for them)

Carers were frustrated with the length of time it took to get an appointment.  The majority of 
respondents (93.5%) therefore felt that there should be a greater focus on reducing waiting times 
for appointments.

“One thing, getting appointments with the GP.  Now, if it’s an emergency, you phone and 
they’ll phone you back but if you want to actually see someone, unless it’s an emergency, 

you’re talking a week, maybe ten days.  So faster access to my GP would be one thing.” 
(Male carer, focus group participant, 65 years old or over – Stroke support group)

“For waiting lists not to be as long as they are. For my son not to have to wait as long 
for his appointments.”

(Female carer, questionnaire respondent, 35-44 years old)

“Less waiting times for appointments.”
(Female carer, questionnaire respondent, 25-34 years old)

Waiting times prior to appointments were also identifi ed by a few respondents as a problem for 
carers.

“Getting patients seen to quicker for cancer treatment appointments. We have to 
wait up to 4 hours to see the consultant at each appointment.”
(Female carer, questionnaire respondent, 65 years old or over)
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“To ensure that carers are not kept waiting when they attend their appointments, 
being kept for 30 minutes might be an inconvenience for patients but for carers 

they have the added stress that the person they care for will be upset if they are 30 
minutes late coming to get them.”

(Female carer, questionnaire respondent, 45-54 years old)

A few respondents (6.5%) also highlighted that there should be longer appointment slots with 
health and social care staff .

“Increase in time slots allocated.”
(Male carer, questionnaire respondent, 25-34 years old)

“Better timing for appointments if you have more than one condition, to be able to 
have all your appointments on the same day.”

(Female carer, questionnaire respondent, 45-54 years old)
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5.11  Other priorities

Questionnaire respondents identifi ed some other priorities (n=86) for health and social care services 
that are not refl ected in the top ten priorities (see Figure 5.11).

Improve funding across Health and Social Care was a priority for questionnaire respondents.  
Broadly speaking, carers felt there should be more investment in services and there was concern 
that current fi nancial cuts could aff ect quality of care, which people identifi ed as one of their top 
priorities.

“Much greater funding - stop the ridiculous cuts.”
(Female carer, questionnaire respondent, 65 years old or over)

In this context, a few carers felt that Health and Social Care needed to be more effi  cient and a few 
suggested that prescription charges could be introduced as a possible way of increasing funding.

“Re-introduce prescription charges to fund cancer medications.”
(Male carer, questionnaire respondent, 35-44 years old)

“Charge all for prescriptions.”
(Male carer, questionnaire respondent, 45-54 years old)

A few respondents also felt that services should be accessed based on need.

“Making sure the correct services are allocated to those who need them quickly.”
(Female carer, questionnaire respondent, 35-44 years old)

“Prioritising patients according to their health needs.” 
(Female carer, questionnaire respondent, 45-54 years old)

A few respondents also suggested there should be a greater focus on specifi c conditions.

“Alzheimer’s and cancer.”
(Female carer, questionnaire respondent, 65 years old or over)

“Dementia care.”
(Female carer, questionnaire respondent, 25-34 years old)

“A dedicated team dealing specifi cally with autism.”
(Female carer, questionnaire respondent, 35-44 years old)
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Figure 5.11: Key issues within ‘Other’ priorities

Base: 86 (those who indicated ‘Other’ areas as a priority for them)
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6.0  Conclusion
Carers play a key role in our society, supporting family and friends by providing practical help, 
personal care and emotional support.  This care is unpaid.  Being a carer can also be a positive and 
rewarding experience; it can provide a sense of worth, allow people to develop new skills and help 
strengthen existing relationships with family and friends being cared for and develop new ones with 
others they wouldn’t otherwise have met.

However, providing care and support can be challenging and carers often report that they feel strain 
and experience negative health eff ects as a result of their role.  All aspects of carers’ lives can be 
aff ected as a result of needing to provide support to their family and friends (see Figure 6.1 below).

Figure 6.1: How being a carer impacts on diff erent aspects of a carer’s life.
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This report provides an overview of the priorities important to carers in Health and Social Care.  
Some of the priorities, such as concerns about waiting times are similar to the concerns of the wider 
population.  However, it is clear that a number of the priorities relate to the need for further help 
and support to enable individuals to continue in their caring role.  Four key issues emerged  from 
this study as outlined below; approaches to how these issues could be resolved to help people in 
their caring role are also provided, based directly on what people told us in this project and more 
widely through the work of the Patient and Client Council.

 ► Carers want the security and confidence of knowing that high quality community services are 
available and accessible and that there is the correct level of adequately trained staff providing 
this care. 

 ► Carers want to feel valued for their contribution and the implementation of carer’s needs 
assessment is key to this. This assessment should include respite care.

 ► Carers want advice and information about health and social care services, direct payments, 
benefits and finance.  This should be a single point of access, available to all so that carers do not 
have to continuously go through Health and Social Care staff to get the information that they 
need.  Accessible information should  also focus on other services provided by both statutory 
and third sector providers.

 ► Carers want to see improved communication within and between services.  One way of 
doing this would be to ensure that every carer has a care plan held personally in the home 
(where appropriate consent from people being cared for is in place).  In addition, there should 
also be a support plan for carers which would include a contingency plan if something goes 
wrong.

Next steps 

This project was developed to understand the impact that being a carer had on people’s lives and to 
identify what particular priorities they had for the health and social care services they use each day. 
In doing so, the Patient and Client Council has sought to understand how carers themselves can be 
better supported in their role.

In recent years the People’s Priorities projects have been used as an indicator of what people’s views 
are to check if Health and Social Care commissioning plans are in line with the public’s expectations. 
By establishing carers’ priorities for Health and Social Care, the Patient and Client Council will use 
this report to influence how planning and commissioning of services can be better informed by 
people who, in often demanding and challenging circumstances, help to support the needs of 
others.
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Appendix 1 - Who we talked to

Overall sample 
(weighted)

Who people care for (unweighted)
People who 

care for a child 
(n=197)

People who care 
for a spouse/

partner (n=164)

People who 
care for a parent 

(n=155)
% n % n % n % n

Gender
Male 41.2% 229 16.2% 32 28.0% 46 17.4% 27
Female 58.8% 328 83.8% 165 72.0% 118 82.6% 128
Age
16-24 years 0.7% 4 1.0% 2 0.6% 1 0.0% 0
25-34 years 5.3% 30 10.2% 20 0.6% 1 5.2% 8
35-44 years 17.1% 95 27.4% 54 4.3% 7 18.1% 28
45-54 years 26.1% 145 32.0% 63 11.6% 19 34.2% 53
55-64 years 22.9% 128 16.2% 32 24.4% 40 29.7% 46
65+ years 27.9% 155 13.2% 26 58.5% 96 12.9% 20
Work status
Employed - full time 22.6% 126 13.7% 27 9.1% 15 31.6% 49
Employed - part time 14.2% 79 24.4% 48 6.7% 11 16.8% 26
Currently not employed 13.0% 72 18.8% 37 8.5% 14 12.9% 20
In education 1.2% 7 1.5% 3 1.2% 2 1.3% 2
Retired 34.3% 191 18.3% 36 63.4% 104 19.4% 30
Other 13.8% 77 22.3% 44 9.1% 15 17.4% 27
Not specified 0.9% 5 1.0% 2 1.8% 3 0.6% 1
Care for more than one person
Yes 6.9% 38 11.2% 22 12.8% 21 10.3% 16
No 92.4% 515 87.8% 173 86.6% 142 88.4% 137
Not specified 0.7% 4 1.0% 2 0.6% 1 1.3% 2
Number of conditions people care for
No condition specified 3.1% 17 1.0% 2 3.7% 6 1.9% 3
One condition specified 58.8% 328 54.8% 108 59.1% 97 50.3% 78
Two or more conditions 
specified 38.1% 212 44.2% 87 37.2% 61 47.7% 74

Conditions people care for (Top 3 by ICD10 Class)
1. Mental and 
behavioural 
disorders (71.3%; 
n=360)
2. Diseases of the 
nervous system 
(19.4%; n=98)
3. Diseases of the 
circulatory system 
(13.1%; n=66)

1. Mental and 
behavioural 
disorders (97.9%; 
n=183)
2. Congential 
malformations 
and chromosomal 
abnormalities 
(21.9%; n=41)
3. Diseases of the 
nervous system 
(17.1%; n=32)

1. Mental and 
behavioural 
disorders (44.2%; 
n=68)
2. Diseases of the 
nervous system 
(28.6%; n=44)
3. Diseases of the 
circulatory system 
(20.8%; n=32)

1. Mental and 
behavioural 
disorders (75.2%; 
n=103)
2. Disorders of the 
circulatory system 
(15.3%; n=21)
3. Diseases of the 
musculoskeletal 
system and 
connective tissue 
(13.9%; n=19)
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Appendix 2 - Top priorities by type of carer
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Appendix 3 - Questionnaire

Carer's Priorities Survey
As part of the People's Priorities project, the Patient and Client Council is interested in the views of 
people from across Northern Ireland on what they feel is important in their health and social care 
service.  As part of this project, we want to look specifically at what carers feel the priorities for the 
service should be.  If you consider yourself to be a carer, we want to hear your views on health and 
social care services and also how you would improve services.  We are also interested in any views 
you have as a carer of someone on the subject of malnutrition, particularly on not getting enough 
food to maintain a healthy weight.

What is a carer?
A carer is anybody who looks after a family member, partner or friend who needs help because of 
their illness, frailty or disability. All the care they give is unpaid.
This is an anonymous questionnaire and your responses will be treated in confidence.  If you would 
prefer not to answer a particular question then you should skip it and go to the next question.

If you have any queries or questions about this questionnaire, or would like more information, please 
contact Briege McAlister on 0800 917 0222 or email: briege.mcalister@hscni.net

About you as a carer...
Q1 As a carer, how do you know the person(s) 

you care for?  (Tick all that apply)

Spouse / partner ............................................

Child.................................................................

Parent ..............................................................

Friend ..............................................................

Other................................................................
If other, please 
specify

Q2 If known, please tell us what is the 
condition, illness or disability of the 
person(s) you care for?

Views on health and social care.
Q3 Have you used a health and social care 

service in the last 12 months? (Tick all that 
apply)

Yes (for myself) ..............................................

Yes (for someone I care for) ........................

No.....................................................................

Q4 In general, how would you rate the health 
and social care services that you have 
received in the last 12 months? (Tick one 
only)

Very good........................................................

Good ................................................................

Average ...........................................................

Poor .................................................................

Very poor.........................................................
I have not used health and social care 
services in the last 12 months .....................

Q5 If YOU were the Health Minister, as a carer, 
what would your top priority for health and 
social care be?

CNI

Carers’ Priorities Survey

Health and Social Care
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Q6 If YOU could change ONE thing in health 
and social care that would make a big 
difference to you as a carer, what would 
that be?

Now a few questions about malnutrition.  We 
want you to think in particular about people not 
getting enough food or eating the wrong foods 
to get all the nutrients they need for a healthy 
diet.  This is sometimes called undernutrition or 
being undernourished.  The most common 
symptom will be losing weight, however this 
may also result in:
- the person having weak muscles; 
- feeling tired all the time;
- having a low mood; and / or;
- an increase in illnesses or infections.

Q7 Thinking about the person or persons you 
care for, have you ever been concerned 
that they are showing signs of being 
undernourished? (Tick one only)

Yes.......................... Go to Q8
No ........................... Go to Q11

Q8 At the time, where was the person who 
showed signs of being undernourished?
Please answer in relation to the most recent 
time if you have been concerned more than 
once about someone you care for showing 
signs of being undernourished (Tick one only)

At home...........................................................

In hospital........................................................
In a residential / nursing home ....................

Other................................................................
If other please specify

Q9 Did you seek help or advice? (Tick one only)

Yes .......................... Go to Q10
No............................ Go to Q11

Q10 Where did you seek help or advice from?

Go to Q11

Q11 If you were concerned about someone 
being undernourished in the future, what 
information do you think would be useful 
to you?

Some questions about you.
Q12 Are you...

Male .................................................................

Female ............................................................

Q13 What age are you?

Q14 What is your FULL postcode?

Q15 Are you: (Tick one only)

Employed - full time.......................................

Employed - part time .....................................

Currently not employed.................................

In education ....................................................

Retired.............................................................

Other................................................................
If other, please 
specify

Thank you for taking the time to complete this questionnaire.
Please return your completed questionnaires by 31st October 2014 to:

FREEPOST
PATIENT AND CLIENT COUNCIL
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Appendix 4 - Topic guide for focus groups
Focus Groups Questions

Section Question / Action Time (indicative)
The impact of caring Has becoming a carer had a positive or negative 

impact on your life?

(It is important to start discussions on a neutral 
basis & tone) *Establish both positive and negative 
impacts of being a carer.

Has being a carer had an impact on your own 
health and wellbeing?

Prompts:

 ► Has it affected your physical health? E.g., lack 
of sleep, ability to exercise and maintain a 
healthy diet

 ► Has it affected your mental and emotional 
health?  E.g. increased levels of stress or 
anxiety.  Do you feel under pressure or 
stressed?

Have you maintained your social network and 
relationships?

15 mins

 ► Have you given anything up?
 ► Lack of time for socialising?
 ► Lack of practical support to enable you to take 

time out to socialise? 
 ► Do friends understand the impact that caring 

has on their lives?
 ► Can you talk about caring with your friends?

Do you get respite?
Do you ever feel isolated?
Do you have concerns about being able to provide 
the same level of care in the future?
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Section Question / Action Time (indicative)
Thinking about your 
ability to work

Has anyone given up a job to provide the care 
they now provide?

OR reduced their hours as a result of their caring 
responsibilities?

Prompts – why?

 ► Stress of juggling work and caring roles?
 ► Did not have access to the care services or 

support you needed to continue to work?
 ► The care options that were available were not 

suitable or too expensive?
 ► Employers attitude to your caring 

responsibilities and requirements.
 ► Too difficult to negotiate suitable or flexible 

hours with employer?
 ► Have social services helped you remain in 

work via the use of day centres etc.

Has there been an impact on your career 
progression?

Has giving up work had an impact on your long-
term financial independence?  For example, saving 
for a pension or saving to provide for your own 
care in the future.

15 min

Financing the care Would anyone say they have had to make cut 
backs or change their lifestyle as a result of 
becoming a carer?

and

Has your income or your household finance been 
affected?

15 mins

According to some research, almost a quarter of 
people caring for someone with Direct Payments 
are supplementing the payment as it does 
not cover the cost of care. Would anyone have 
experience of being in this situation?

Has anyone experience of using private care?

Does anyone receive overnight breaks or respite? 
Are there costs involved / how is this funded?
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Section Question / Action Time (indicative)
Valuing carers What would make you as a carer feel valued?

Does your role as a carer give you a sense of 
purpose or achievement?

Do you feel your knowledge and expertise of the 
person you care for is recognised by health and 
social care staff?

Have you ever been involved by any health and 
social care organisation or consulted about the 
services you have experience in?

Do you feel you have a voice in the system?

Do you feel appreciated for your commitment?

15 mins

Carers priorities

(main questions)

Please Note:

As stated previously a 
carer you will naturally 
have the interests of the 
person you care for at 
heart but please be aware 
that we want to hear from 
you today about YOU the 
carer. We now want to 
know how things could be 
improved for the benefit 
of carers!

Now imagine you have a chance to make change 
in Health and Social care…

If YOU were the health minister, as a carer, what 
would your top priority for health and social care 
be?

If you could change ONE thing in health and social 
care that would make a big difference to you as a 
carer, what would that be?

25 mins

Finally: Would anyone like to add anything further in 
relation to caring, that we have not covered?

5 mins
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