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Foreword

Dear Reader,

| am pleased to present this report which details the experiences and circumstances of
young carers. The questions asked in the survey were part of the Young Life and Times
(YLT) Survey 2010. | would like to thank Dr Schubotz and the YLT team for their input to the

guestions and the collation of the results.

The Patient and Client Council believes that informal caring is an often undervalued but
nevertheless highly necessary service provided by many people across all communities.
The extent of young caring is hidden — it is estimated that 8,500 young people provide care
for a family member or another person in their community, yet only a fraction of this number
is known to social services or to voluntary organisations. The fact that so many young carers
provide care unacknowledged and often unsupported from either informal or formal sources
gives reason to question the way caring is valued in Northern Ireland Young carers are a
group that deserves our particular attention in order to ensure that their caring duties do not
limit their opportunities to acquire the education and skills they need to inform their choices

as adults.

There are important messages for the Department of Health, Social Services and Public
Safety (the Department) and key decision makers in this report. One in ten 16 year olds who
responded to this survey stated that they provide care for someone else. The results also
indicate the amount of caring and the range of tasks which are undertaken by these 16 year
olds. The challenge, therefore, is to identify young people who are caring and put in place

appropriate services and support.

I would like to express my sincere thanks to everyone who took part in this survey. The
Patient and Client Council will strive to ensure that the issues highlighted in this report will be

addressed in 2011 and beyond.

\7 YY) Lﬁ( \,M\\f\w\

Maeve Hully

Chief Executive of the Patient and Client Council



Summary

The purpose of this survey is to help understand the circumstances and lives of
young carers in Northern Ireland, including their caring responsibilities, their

relationship with the care receivers, and their sources of formal and informal support.

This report is based on the questions about caring from the YLT 2010. The key
findings are that:
About one in ten of the respondents provide care for someone else, usually a
family member;
Young carers spend a considerable amount of time providing care, sometimes
to more than one person;
The tasks undertaken range from essential care, like washing and toileting, to
more general tasks, like shopping and cooking;
Overall, care is not perceived by young carers as a private matter, unless the
parents are the care receivers;
In lone-parent households, where the lone parent is the care receiver, there
are financial worries;
Formal support is rare, with young carers receiving help from within the family
unit rather than from statutory sources;
Attitudes towards caring are usually positive; most young carers stated that

they enjoy caring, although they can experience care-related stress.



1.0 Background and Purpose

1.1 The Patient and Client Council
The Patient and Client Council provides a powerful, independent voice for people.

The Patient and Client Council has four main duties. They are to:
listen and act on people’s views;
encourage people to get involved;
help people make a complaint; and

promote advice and information.

1.2 What is the purpose of this report?

This report presents evidence from a survey of the experiences and circumstances
of young carers (16 years of age) in Northern Ireland. It provides information about:

young carers’ attitudes, the person(s) they care for and what tasks they undertake.



2.0 Literature Review

While there is limited research on young carers in Northern Ireland as highlighted
previously in this report, the impact of caring on young people’s lives has been the
subject of study for the past twenty years in England. Various aspects of young
carers’ experiences have been explored, including how they cope with caring for a
parent with mental iliness (Aldridge and Becker 2003), their problems with obtaining
appropriate support from statutory sources (Aldridge and Becker 1993) and the
impact of caring on their education (Dearden and Becker 2002). All of the above
studies were undertaken by members of the Loughborough Young Carers Research

Group which has produced numerous reports on aspects of young carers’ lives.

One important facet of young carers’ lives has been what Aldridge and Becker
(1993) have described as the ‘socialisation into care’ of children and young carers
(1993:16f). They use this term to refer to the particular situation of young carers who
grew up with caring responsibilities and, essentially, who never had an alternative
but to care for their parent. This is particularly striking in cases where there were
siblings and even spouses still living in the household, who either refused to provide
care or were deemed ‘unsuitable’ as carers (usually because they were not the same
sex as the person receiving care) and one child was thus selected as carer for the
sick parent. Although the young carers rarely seem to resent these duties and
responsibilities, they are usually not asked about their fears and anxieties and the
problems and difficulties they experience during caring. This underlines a second
point made by Aldridge and Becker (1993), that is, the ‘invisibility’ of young carers.
Their needs and desires come last and usually go unacknowledged, not only by their
own family, but, crucially, by possible sources of formal support (1993: chapters 4
and 5). Schools barely notice their circumstances, and if they do, they rarely offer

help.

The findings of the Loughborough Group have been disputed in terms of the number
of young carers who are actually adversely affected by their caring role. Olsen
(1996) has suggested that most young carers do not experience long-term negative

consequences as a result of their caring role, but does admit that crucially for a small



number of young carers, the commitment to caring has the potential to have a
severe impact on their adult life and career. In addition, Newman (2002) argues that
a focus on young carers risks taking away resources from people with a disability.
Newman also challenges the assertion that young caring always has a negative
impact on the future of young carers. Subsequent research on young carers has
recognised the stress experienced by them (Earley, Cushway and Cassidy 2006). In
a further study the latter go on to argue that young carers are involved in activities

which are ‘developmentally inappropriate’ (Earley, Cushway and Cassidy 2007).

Research in Ireland is limited. O’Connell, Finnerty and Egan (2008) undertook a
comprehensive study of young carers in Cork which explored many aspects of their
lives. In Northern Ireland, evidence was gathered through the Young Life and Times
Survey (2008). The current study confirms the previous YLT finding that 1 in 10
young people are carers. Perhaps the most relevant reminder of young carers’ roles
in Northern Ireland is summed up in the following commentary from Crossroads Care

(2007) which refers to all young carers in Northern Ireland:

In Northern Irelan d we have more children, per head of population,

providing care to their families than in the rest o f the UK. We are talking
about children or young people, the average age of whom is 12, many of
whom are providing in excess of 50 hours care each week. Often they are
coping with responsibilities most of us may only un dertake when we are
adults and they are doing so alone and, in many cas  es, in fear of being
separated from their families. These children canb e lonely, isolated, lose
friendships, miss out 0 n education and social activities.

It is clear that the role of young carers is becoming more recognised and included in
strategies which are being developed by the Health and Social Care Trusts. Some
resources are also available to young carers — for example, they can access
information and support through resources on the internet as well as organisations
such as Action for Children, Barnardos, and Crossroads. The fact remains,
however, that while there is now some recognition of their role, the real number of
young carers is still unknown and therefore much of the work they do is still hidden;
for those that do access services the actual level of practical support from statutory

services is unclear.



This is an area where further research may be needed. Halpenny and Gilligan (2004)
undertook a comprehensive review of policies and perspectives in the UK which
summed up the research available on young carers. They also identified priorities
for further research in the area of young carers which include:

...gaining insight to the lived experience of young c arers, into the nature of
the caring tasks they undertake and into the meanin g and impact of the caring
roles on their lives.

This short review of some of the most important points on young caring as detailed
by previous research studies serves to set the analysis of findings from this survey

into a wider context and points to issues which some young carers may have to face.




3.0 Our Approach

The Young Life and Times survey is conducted every year among 16-year olds in
Northern Ireland. In 2010 the PCC specifically commissioned the YLT survey to ask
13 questions about the circumstances of 16 year olds who have caring
responsibilities (questions 23 to 35 in Appendix 1).

Each year, 16-year olds are invited to take part in the survey, either by mail,
telephone or online and about one third responds. The response rate has been
decreasing over the past few years (Schubotz 2009, p 10). It should be also noted
that young people from higher socio-economic backgrounds may be more likely to
respond to this survey. As well as containing questions about specific issues, the
Young Life and Times Survey also asks young people some questions about their
background, such as what kind of school they attend (if any), their ethnic background
and their perceptions of how well off their family is. The YLT is an internationally

recognised survey and uses standard questions which have been widely used.

As stated above one in ten respondents identified themselves as having a caring
role. Itis not possible to perform statistical tests on the number who identified
themselves as young carers as the number is too small to yield statistically
significant results. By looking at a number of factors, however, it has been possible
to correlate information which identifies trends that relate to the lives of young carers.
The analysis of the tables created is reproduced in Section 4 of this report.

In addition to providing context about the survey, there is also a need to define
“young carer” as reference is made to this term throughout this report. There is not,
however, an agreed definition of “young carer”. For example, Dearden and Becker

(2002:1) describe young carers as:

Children and young persons under 18 wh o provide or intend to provide care,
assistance or support to another family member. The vy carry out, often on a
regular basis, significant or substantial caring ta sks and assume a level of

responsibility which would usually be associated wi th an adult. The person
receiving care is often a parent but can be a sibli  ng, grandparent or other
relative who is disabled, has some chronic iliness, mental health problem or

other condition connected with a need for care, sup port or supervision




The above definition focuses on the tasks and the care receiver. The definition
adopted by the Belfast Health and Social Care Trust in their Carers’ Strategy (2011 —
see below) is less explicit but does recognise the role young carers play and notes
the potential impact on other areas of young carers lives. It acknowledges, at least,
that for some young people, caring may have a negative impact on their future lives

which is not always reflected in the literature.

A young carer is a ch ild or young person under the age of eighteen who
looks after a family member who has an illness or d isability. The person
receiving care could be a parent, sibling, grandpar  ent or other relative who
needs support. Their caring role may restrict their recreational and
educational opportunities.

For the purposes of this study, the definition used by Belfast Trust has been used as
it offers a broad definition of what it means to be a young carer and acknowledges at
least that young carers may not have the same range of choices available to other

young people.

In Northern Ireland, each of the Health and Social Care Trusts has developed or is
developing a Carers Strategy which includes young carers. The implementation of
the strategies and their impact on young carers will be key in determining its success

in terms of meeting the young carers’ needs.

For young people themselves, the issue of caring is not clear as they view caring in a
number of different ways and this is reflected in the findings. ‘Care’ needs to be
understood very broadly so that for some the weekly shop for a grandparent is

perceived as care whereas for others this may not be seen as a caring task.



4.0 Our Findings

The results of the Young Life and Times Survey give us an insight into a number of
aspects of young carers’ lives. In order to present the outcomes of this survey, this
section of the report has been divided into three main areas. In the first part, general
information has been gathered to establish a picture of young carers’ lives and
perspectives. Secondly, their caring role is examined in terms of the kinds of task
they carry out and how many hours caring they do; young carers were also asked
whether or not they enjoyed caring. Finally how young carers react to the education

system is explored and their aspirations for their future are discussed.

A total of 786 16-year olds responded to the YLT in 2010. Out of this number, 73
stated that they have caring responsibilities. However, one of the 73 failed to answer
guestions 23 to 35, so that the base total for all of the detailed questions about

caring is 72.

The evaluation includes analysis of the responses (to questions 23 to 35) and some
correlation between background responses (also included in Appendix 1) to highlight
certain aspects of young carers’ lives. In order to facilitate this process, some
background information about young carers is included in this section; in these
background questions the number who responded will total 73.

4.1. Young Carers’ Circumstances
In order to understand the role of young carers, it is useful to provide a profile, so
that their living circumstances can be fully appreciated and the context of the care

they provide better assessed.

Q1: Gender
Male 22
Female 51

Of the 73 16-year olds who stated that they had some caring responsibility, almost
70% are female. This corresponds to the usual gender divide in informal caring, that
is that more females than males carry out caring duties for a family member, relative

or other person (Evason 2007).



The following table shows the relationship between care giver and receiver

according to gender.

Table 1 Gender of Care Giver and Relationshipt o Care Receiver (N=72)
Gender | Mother Father | Brother Sister Grand- | Grand- | So. else
Of (21) (12) (16) (8) mother father (13)
Carer (25) 12)
Female 12 8 9 7 19 10 11
(50)
Male 9 4 7 1 6 2 2
(22)

The information in this table indicates that young carers appear to provide care to
whoever needs it and are not restricted to caring for someone of the same sex. It
would be useful to have information which indicates which tasks were being carried
out by male and female carers as the literature has shown that female carers tend to
undertake more intimate tasks like toileting and washing the care receiver (Dearden
and Becker 2004).

Q11: Do you live with your parents, including adoptive parents?

Yes 51
Yes, with my mother but not my father 14
Yes, with my father but not my mother 2

Yes, with my mother for some of the time and
with my father for some of the time 2
Other 4
Live on my own with my son and my grandparents
live next door.
Mother and step-father all of the time.
With my partner & child.
Grandmother.
(N=73)

Almost 70% (51) of the young carers live with both their parents, and only 3 do not

live with either of their parents.
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Q12 How well off do you think your family is financially?

Not at all well off 5
Not very well off 13

Average 37
Well off 15
Very well off 1
Don’t know 2
(N=73)

Questions about family finances are always subjective as people will have their own
perceptions about what constitutes being well off or not being well off. Half of the
young carers who responded consider the financial situation of their family as
average, but almost one in four (24.7%) stated that they are not well off. On the other
hand, more than one in five (22%) consider their families to be well off or very well
off.

The table below shows the correlation between family unit and financial situation

based on what young carers perceive their situation to be.

Table 4 — Financial Circumstances as Perceived by Y  oung Carers

Perception * Not at Not very Average | Well off | Very well Don't
Carers all well well off (37) (15) off (1) know (2)
Living off (5) (13)

With
Both parents 1 4 31 14 1
(49)
Mother only 3 5 5 1
(14)
Father only 1 1
2)
Mother & 1 1
father in turn
2)
Other 3 1
3)

From the rating given by young carers about their family’s financial situation, it can
be clearly seen that none of those living in households where there was only one

parent ranked their family as being “well off” and three young carers who lived with
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their mother ranked their situation as “not at all well off”.

This identification of lone

parent households with low levels of income is shown in detail in the following table.

Table 5 — Perceived Financial Circumstances in Sing

Households

le-Parent (Mother)

Not at all
well off

(5)

Not very
well off
(13)

Average
(37)

Well off
(15)

Very well
off (1)

Don'’t
know (2)

Living
with
Mother
only (14)

2

1

2

Caring
for
mother

9)

4.2 Young Persons’ Caring

The next series of questions focus specifically on the young carers’ role and detail

who they care for, whether that person lives with them or elsewhere and explores the

kinds of tasks they undertake. The attitudes to caring are also analysed.

Q 24 and 25: Do you provide care for someone within or outside your own home?

The results are fairly balanced although the number of responses does not match

the number of young carers who responded. This is likely to be due to the fact that

some young carers provide care to more than one person, with one of the two (or

more) care receivers not living in the same household as the care giver.
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Table 6 Numbers of Care Givers Living With/Withou t Care Receiver N =72

Question Yes No Don’t
know
Q24 Is there anyone living with you 37 35 0

who is sick, disabled or elderly whom
you personally look after or give
special help to?

Q25 What about people not living 38 31 3
with you, do you personally provide
some regular service or help for any
sick, disabled or elderly relative,
friend or neighbour not living with
you?

People cared for:

Grandmother 25 Somebody else 13
Mother 21 Not answered 9
Brother 16

Father 12

Grandfather 12

Sister 8

More than one person being cared for:

Both grandparents

Mother and brother

Mother and grandmother

Both parents

Mother and cousin
Grandmother and someone else

Both parents and grandmother 1
Father and grandmother 1
Both parents and brother 1
Father and sister 1
Sister and grandmother 1

PR ERNON D

Excluding the nine people who did not answer this question, 63 young carers provide
care to a total of 105 people. This means that of these 63, 16 provide care for more
than one person, most often for both grandparents (4), and 2 stated that they provide

care for 3 people (parents and grandfather, and parents and brother respectively).

In connection to the living/family arrangements of young carers and the relationship
with the person they care for, a more detailed comparison can be given.
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Table 7 Living Arrangements of Care Givers and  Care Receivers N=70
Carers Mother | Father | Brother | Sister | Grand- | Grand- So.
Living mother | father else
With
Both parents 10 9 13 7 18 9 8
(49)
Mother only 9 1 2 3 2 2
(14)
Father only 1 1 1
(2)
Mother & 2 1 1 1 2 1
father in turn
2)
Other 1 2
3)

(Inconsistency with result from Q11 due some carers taking care of more than one

person)

Table 7 shows that the majority of caring takes place within families in which both

parents are present. For 16 young carers, however, their caring takes place in a

family where only one parent is present — in most of these situations the young

person is caring for their mother.

Q27 — 29: Time spent caring in hours, days per week and years

Another important issue is the amount of time young carers spend in providing care

as this may have an impact on their schooling and the time they have for social and

recreational activities.
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Table 8 — Time Spent Caring

(N=72)

Q27 How long do you
spend looking after
people in an average
week?

0-2 hours 6

3-4 hours 15

5-9 hours 20

10-19 hours 8
20-29 hours

30 hours or more
Don’t know 10
NA 3

Q28 And on how many
days do you usually
provide care?

One day per week

Two days per week

Three days per week

Four days per week

Five days per week

Six days per week

Seven days per week

Q29 How long have you
been caring for or
helping this person?

Up to 6 months 8
6-12 months 6
Over 1 but less than 3 17
years

3-5 years 15
Over 5 years 15

Don’t know

NA

As the table shows, many 16-year olds spend a considerable amount of their time
looking after someone and providing care (average hours spent per week: 9.83;

average days spent per week: 2.5). More than half have been doing so for a year or

15



longer (47 people) and 30 of them have been doing so for more than 3 years. The
fact that so many of these young carers have been caring for over a year or more
should be an issue of concern and raise questions as to the kind of support they are
receiving or need to carry out their caring role. For those who have been caring for
over 3 years, and indeed over 5 years, there is a need to explore how this caring role
has developed and the extent of the caring tasks they undertake. Such information
also has implications for how support is or could be provided by social services. Most
importantly perhaps, 10 young carers spend over 20 hours per week caring and 7

spend over 30 hours on caring duties.

Q30: What kind of caring tasks do you have to do?

The kinds of tasks that young carers perform encompass a range of activity and are

summarised below:

Washing the person 11 Cleaning 35
Dressing the person 16 Watching over someone 46
Helping use the toilet 11 Managing medication 20
Cooking 31 Other 18

Other tasks included: feeding; getting person to bed; helping person up the stairs;
gardening; getting shopping; making sure the person remembers to take medication;
keeping them company; paying bills; attending to things the sick person cannot
attend to anymore; communicating with them and making sure they enjoy

themselves; helping with school work.

As the numbers show, young carers rarely have one specific caring task. Almost half
of them undertake usual household chores like cooking and cleaning, and around a
fifth provides more personal tasks like washing and dressing someone or helping
someone to the toilet. AlImost two thirds of young carers fulfil a supervisory role, that

is they watch over someone and manage medication.
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Q31-33: Talking about caring

Table 9 shows how families and young carers feel regarding speaking about caring:

Table 9 — Talking About Caring (N=72)
Q31 Have you told anyone outside your family about your
caring role?

No 28
Yes 43
NA 1

Q32 Do you feel that the caring you do is private a  nd should
not be spoken about outside the family?

Yes 16

No 42

Don’t know 12
NA 2

Q33 Does your family feel that the caring you do is private
and should not be spoken about outside the family?

Yes 14

No 43
Don’t know 13

NA 2

The majority of young carers (about 60%) do not think that their caring is private and
therefore it can be discussed openly outside the family. However, a further
differentiation needs to be made; when correlating these answers with the
relationship the young carer has to the care receiver (see Table 10), it appears that
young carers may be more reluctant to talk about their role when the care receiver is
a parent. There is also a further dimension to consider. Other research has shown
that attitudes to talking about caring may carry a stigma and that young carers are
reluctant to discuss their role with professionals (Dearden, Becker and Aldridge
1994).

" Young carers told: (close) friends; family; siblings; relatives; youth worker; young carer friends;
minister; teacher; counsellor; school
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Table 10 Correlation between talking about the cari

ng role and care receiver

Who cared for:—% Mother | Father | Brother | Sister | Grand- | Grand | So. else
(22) (12) (16) (8) mother | -father (8)
Told anyone (25) (12)
outside family:
No 9 8 5 5 12 7 5
Yes 12 4 11 3 13 5 6
Do you feel
caring is
private?
Yes 9 5 3 1 3 2 1
No 7 2 10 5 14 4 9
Don’t know/NA 5 5 3 2 8 6 2
Does family feel
caring is
private?
Yes 9 3 5 3 3 1
No 7 3 7 4 14 4 7
Don’t know/NA 5 6 4 4 8 5 3

Q 34: Further support
The issue of accessing support outside the family is potentially fraught with difficulty

as 20 young carers think it is a private matter. The table shows the sources of
support regarding the person cared for:
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Table 11 Sources of Support Regarding the Person Cared For
Who | Mother | Father | Brother | Sister | Grand- | Grand- | So.
cared for: (21) (12) (16) (8) mother | father | else
(25) (12) | (8)
Receiving
support from:
Mother 7 6 10 6 17 7 6
Father 7 2 10 5 12 5 3
Brother 4 3 3 2 6 4 1
Sister 7 6 4 4 11 5 3
Grandparents 2 1 5 3 1 3 3
Another relative 6 3 5 3 12 7 3
Social Worker 3 1 3 2 3 3 5
Teacher 4 1 1
Counsellor 1 2
GP 6 7 4 2 7 7 3
District Nurse 3 4 2 2 3 3 2
Home Help 2 1 5 5 1
Voluntary 1 1 1 1 1
Organisation
Other 1 2 2 2
No help/NA 3 2 3 1 1 1

(Inconsistencies due to some carers caring for more than one person)

Most young carers receive help from various sources, most notably from their own

family. Only a few, however, receive help some official source, like teachers, social

workers and district nurses. The information provided here does not tell us why

young carers do not seek help from external sources. The research focuses in

particular on social services which according to Aldridge and Becker (1993) are

perceived as adding more complications to their lives rather than offering real

assistance.
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Q35: Attitudes towards caring

Attitudes towards caring are worthwhile investigating, as they demonstrate how

young carers deal with their situation and reflect how they experience caring.

Respondents were asked to what extent they agree with the following twelve

statements about caring:

Table 12 — Attitudes Towards Caring

( N=72)

Strongly
agree

Agree

Neither
nor

Disagree

Strongly
disagree

Don'’t
know

NA

1) | enjoy caring.

17

33

13

1

2) | am unable to
attend out-of-school
activities due to my
caring.

2

3

9

29

26

3) | never miss
school because of
my caring role.

35

21

4) | worry all the
time about the
person | care for
when I'm not with
them.

13

14

21

14

5) Caring does not
stop me going out
and doing things
with my friends.

26

21

10

6) | often get
stressed out due to
my caring role.

16

17

18

7) Caring doesn’t
affect my
schoolwork.

22

26

11

8) I'm always fully
involved in
decisions made
about the care of
the person | care
for.

15

17

16

10

9) I don’t mind other
people knowing that
| am a young carer.

14

31

11

10) I feel guilty
about going out,
socialising and

12

24

14

13
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leaving the person |
care for.

11) I know as a 9 26 10 2 6 16
young carer | can
get help from Social
Services.

12) | have been 3 18 41 6
excluded or bullied
because | care for
S0.

The information set out in the above table shows a positive view of caring with over
two thirds of young carers stating that they enjoy caring. Around the same
proportion state that their participation in out-of-school activities and going out with
their friends are not affected by the caring tasks they have to do at home.

The figures also show the degree of responsibility experienced by young carers;
around a third of them are fully involved in any decisions pertaining to the person
they care for, and about a fifth experience guilt when leaving the person they care
for. Almost half worry about the person they care for when they are not with them
and a third state that they frequently feel stressed due to their caring role. This
shows that caring is not seen as a light duty but as a serious commitment which is
sustained over a certain period of time. As far as external support is concerned,
about half of young carers stated that they knew that they could contact social

services if they needed help.

A further investigation is needed into the context of these statements particularly
Statement 1. Aldridge and Becker speak of young carers being ‘socialised into care’
(1993:16f) as discussed in Section 2 of this report, so “enjoy caring” might have a
very different meaning for this group. The breakdown of responses to Statement 1
(“I enjoy caring.”), is worth noting - more than one in four (28.8%) could be said to be
ambivalent, that is they neither agreed nor disagreed with the statement; only eight

expressed disagreement.

Moreover, it should not be forgotten that a small number of young carers appear to

be adversely affected by their caring as shown by the range of responses to the
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above statements. It is important that however small the number, these young

carers are not overlooked in designing services.

4.3. Young Carers and School

According to Table 13 below, most young carers do not report any difficulty
attending school, although there might be issues around completing all their

homework.

Another interesting aspect is revealed when comparing the results from statements
2, 3 and 7 with the actual time spent caring as demonstrated in Table 10.
2) | am unable to attend out-of-school activities due to my caring
responsibilities.
3) I never miss school because of my caring role.

7) Caring doesn't affect my schoolwork.
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Table 13 — Correlation Between Time Spent Caring an

d Impact on School

Activity

(N=72)

Q35 Q27 hours Q28 days

0-2|34|59|10-|{20-30| ? | 1 |2 | 3|4 |5 7
19 | 29 | +
2) | am unable to attend out -of-school activities due to my caring
responsibilities.

Strongly 1 1 1
agree

Agree 1 1 1 1 1 1
Neither 2 1 1 4 1 |1 1 1 6
nor
Disagree (1 7 9 2 1 2 7 |5 4 3 2 12
Strongly (4 8 8 5 2 |7 4 3 1 4 7
disagree

Don’t 1
know

3) | never miss school because of my caring role.

Strongly |3 11 5 6 3 6 9 7 3 1 3 12
agree

Agree 2 3 9 1 2 2 2 /2 2 3 1 2 9
Neither 1 2 1 2 |2 1 1 2
nor
Disagree 1 1 2
Strongly |1 1 1 1 1 2
disagree

Don’t 1 1 1
know

7) Caring doesn’t affect my schoolwork.

Strongly |1 7 6 3 1 4 |8 3 2 2 7
agree

Agree 4 7 9 1 1 4 |5 5 2 1 3 9
Neither 2 1 1 1
nor
Disagree 1 1 2 1 3 2 2 1 8
Strongly |1 1 2 1 1 1 1 1
disagree

Don’t 1
know
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In regard to the statements in the questionnaire, there is a strong indication that most
young carers do not experience any difficulty in combining their caring role with the
demands of school. The only hint that carers experience some difficulty is in regard
to Statement 7 (“Caring doesn't affect my schoolwork.”) with 12 (who detailed their
caring in hours) and 16 (who detailed their caring in days) young carers disagreeing
or strongly disagreeing. The implications are clear; the more time spent caring, the
less time can be devoted to schoolwork, which in turn can have a negative effect on
academic performance. The numbers are, however, too low to draw any definite
conclusions, but highlight a group of young people who may be at risk from losing

out educationally and may be in need of additional support.

Q7 & 8: Current and future education/work

School is of course a serious issue as it lays the groundwork for any further career
the young carers might choose. The young carers were thus asked what they are
doing currently (October 2010) and what they imagine they will be doing in October
2012.
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Table 14 — Current and Future Occupation of Care Gi  vers

(N=73)

Q7 What have you been doing since
October 2010?

At school/college full -time 57
Working full -time
Working part -time

School/college and working part -
time

Training scheme 4

Unemployed 3

Other 3

Q8 What do you think you will be doing
in October 20127

College/university full -time 37
Working full -time 5

Working part -time
College/university and working part - 24

time

Training scheme

Unemployed

Other

The majority of young carers still attend school and more than 80% plan to attend

college/university in two years’ time. This shows that young carers are thinking

positively about their future and see a way forward to achieving their aims in spite of

their caring commitments. Moreover they do not see themselves limited by their

caring duties in pursuing their futures, although previous research by Dearden and

Becker (2004) indicates that this view may be unrealistic.
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5.0 Conclusions

The information provided by the YLT survey provides a number of insights into the
everyday lives of young carers and outlines their attitudes to caring. The results also
detail young carers’ hopes for the future and their feelings about caring and school.
As a result of the issues raised, it is clear that further research is needed in order to

build on what is already known about young carers.

The analysis and discussion has shown that young people in Northern Ireland
provide a considerable amount of care, mostly for a family member but also for
someone unrelated to them. The young carers performed a range of tasks and the
time they spent varied from less than 2 hours per week to over 30 hours. Caring
tasks might be very intimate for some such as toileting or washing the person
receiving care; for others it could be simple things like shopping or watching over

them.

There also appears to be a link between having a care receiver in a household and
that household’s income, which is rated either average or below the average by
young carers. This supports previous research (cf.Dearden and Becker 2004), which
refers to sometimes dire financial circumstances of families with a parent in need of

care.

The analysis also shows that the majority of the young carers enjoy caring, although
this is open to question. Likewise, the responses to those questions concerning
speaking about caring point to a fairly open attitude; although there is a trend of
being less revealing when a parent is the care receiver. These personal attitudes
should be addressed in more detail, in particular to fill the void left by the young

carers’ silences.

Another issue is the balance between caring responsibilities and schoolwork. While
most respondents did not report major difficulties with their schoolwork, further
examination is required, particularly in relation to those carers who spent more than

30 hours per week providing care.
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Lastly, attention needs to be drawn to the matter of formal support. The results
reveal that most support comes from within the family, (usually classed as informal
support) which supports the findings from the ‘Northern Ireland Life and Times’
(NILT) Survey 2006 (cf. Evason 2007). Although the NILT focuses on adults, the

findings reveal similar issues for young carers, in particular regarding formal support.

Research reveals that care is being delivered by the family unit, usually to the
considerable cost to the person providing (often extensive care - cf. Evason 2004
and 2007). This supports the findings, which indicate that only a few young carers
receive help from ‘official’ sources. It raises the question of the role of social
services and the level of support they are able to offer young carers. There is also
the issue of why young carers do not seek out formal support even when most
people in this survey were aware that social services could potentially offer some
assistance. There is perhaps an indication of why some young carers do not seek
help in research undertaken in England. This work has indicated that young carers
often wanted help and would have been glad to accept it. As they were underage,
however, professionals assessing care needs would not include them in any
decisions made (they would not be listened to and mostly ignored). As a result many
young carers began to resent outside interference and stopped asking for help
(Aldridge and Becker 1993: 36-42; cf. also Chapter 7). Only when young carers
reached the age of 18 and could access adult services did professional help become

more readily available or sought.

In summary, the overall results give a limited picture of the situation of young carers
in Northern Ireland, not least because the figures are so low. The questions touch
only briefly upon issues so it can be argued that a more thorough and detailed
survey would be justified and necessary to arrive at a more informed perspective on
this issue. It should be emphasised, however that this exercise is intended to serve
as an initial study, so not all issues could be explored in depth. Instead, they

indicate potential areas of further research.

27



Bibliography

Aldridge, J. and Becker, S. (1993) Children who Care: Inside the World of Young
Carers. Department of Social Sciences, Loughborough University.

Aldridge, J. and Becker, S. (1994) My Child, My Carer: the Parents’
Perspective.Department of Social Sciences, Loughborough University.

Aldridge, J. and Becker, S. (2003) Children Caring for Parents with Mental Iliness:
Perspectives of Young Carers, Parents and Professionals. Bristol, The Policy Press.

Best, C., BMA (Northern Ireland) and Crossroads Caring For Carers Launch New
Lottery-Backed Project to Support Thousands of Young Carers (2007)
<http://www.medicalnewstoday.com/articles/74835.php> [last accessed 20 May
2011]

Dearden, C. and Becker, S. (2002) Young Carers and Education.
London: Carers UK.

Dearden, C. and Becker, S. (2004) Young Carers in the UK: The 2004 Report.
London: Carers UK.

Dearden C., Becker S., and Aldridge J. (1994) Partners in Caring. Loughborough:
Young Carers Research Group.

Devine, P. and Lloyd, K. (2008) Young Carers. Research Update 56. Belfast: ARK
Publications.

Earley, L., Cushway D., and Cassidy T. (2006). Perceived Stress in Young Carers:
Development of a Measure. Journal of Child and Family Studies, 15, 2 April 2006,
pp. 169-180.

Earley, L., Cushway D., and Cassidy T. (2007). Children’s perceptions and
experiences of care giving: A focus group study. Counselling Psychology Quarterly.
20. 1. pp.69-80.

Evason, E. (2004) Who Cares? Research Update 27. Belfast: ARK Publications.

Evason, E. (2007) Who Cares Now? Changes in Informal Caring 1994 and 2006.
Research Update 51. Belfast: ARK Publications.

Halpenny, A & Gilligan R (2004) Caring before their time? Research and Policy
perspectives on young carers. Dublin: National Children’s Resource Centre,
Barnardos and Children’s Research Centre

Newman T. (2002). "Young carers" and disabled parents: time for a change of
direction? Disability and Society, 17 (6), 613-625

28



O’Connell C., Finnerty J., and Egan O., (2008). Hidden Voices: An Exploratory Study
Young Carers in Cork. Working Paper Series 08/07. Dublin. Combat Poverty Agency

Olsen R (1996) “Young Carers: challenging the facts and politics of research into
children and caring”. Disability and Society, 11 (1), 41-54

Parker, G and Olsen, R (1995) “A Sideways Glance at Young Carers”, Unpublished
paper, Leicester: University of Leicester

Schubotz, D. and McMullan G. (2010) The Mental and Emotional Health of 16-Year

Olds in Northern Ireland: Evidence from the Young Life and Times Survey. Belfast:
Patient and Client Council Report.

29



<

Appendix

2010

Young L ife

andTimes
Sur‘{ey

1 : YLT 2010 questionnaire (excerpts)

The first queétions we would like to ask are about you and your family.

1.

Are you male or female? v
Male O
Female O

How many years have you lived in
Northern Ireland? (Please write in)

Years

If you have not always lived in Northern
Ireland, what other countries have you lived in?

X

Would you describe the place where
you live as...

[

A big city
The suburbs or outskirts of a big city

©

A small city or town

Lo

A country village
Or, a farm or home in the country?

o

Ooooooo

@

Don’t know

To which ethnic group do you consider
you belong?

Do you consider yourself to be a member
of a minority ethnic community? v

Yes s
No O-=

What have you been doing since October
20107 (Please tick ONE box only)

At school or college full time

[

w

Working full time
Working part time

At school or college and working
part time

IS

On a training scheme

OO0 oOO0O s

@ o

Unemployed
(Please say why you think you are
unemployed)

Other (Please write in) O~

8. What do you think you will be doing in
two years time, in October 2012?
(Please tick ONE box only) v

Going to college or university full time [] 1
Working full time

[

Working part time

At college or university and working
part time

On a training scheme

ooo oo

Unemployed

(Please say why you think you will be
unemployed)

Other (Please write in) -

9. What type of school do you attend?
If you have left school, what type of
school did you last attend?

Planned Integrated

[

Grammar

Secondary

Irish language

Special School

Other (Please write in)

10. Would you describe your school as...

All or nearly all Protestant

All or nearly all Catholic

Mostly Protestant

Mostly Catholic

About half Protestant and half Catholic

Don’t know

©

2

LB )

O000ono <

@ o h

-

@

OOO0Oo0oag «

o
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2010quest2.gxp:Layout 1 23/9/10 18:18 Page 3 Fan

© @.QXWL..I

@  YOUNG LFEATIMES

' |

'!!*!s.
4,
A
0,

11. Do you currently live with your parents, including adoptive parents?

[

Yes, with my mother and my father in the same household

©

Yes, with my mother, but not my father
Yes, with my father, but not my mother
Yes, with my mother for some of the time, and with my father for some of the time

OooOooo «

S

Other (Please say who you live with)

12. How well off do you think your family is
financially?

Not at all well off
Not very well off

-

Average
Well off
Very well off

L

Don’t know

v
O
a
O
O
|
O

Jd i)
1/



26. Please tell us who you care for.

(Please tick ALL that apply)
Your mother

Your father

Your brother

Your sister

Your grandmother

Your grandfather

Somebody else (Please write in)

O
01
O
O
01
1
-

i

A
w1/

6-12 months

Over 1 year but less than 3 years
3-5 years

Over 5 years

Don’t know

)

@

@

@

OooOooot
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Appendix 2. Correlation between time spent caring and care receiver

Who cared | Mother | Father | Brother | Sister | Grand- | Grand So.
for: (21) (22) (16) (8) mother | -father | else
(25) (12) (8)
Time spentin
hours:
0-2 2 1 3 1
3-4 3 3 4 1 3 2
5-9 8 3 5 5 9 2
10-19 2 2 3 3 1 1
20-29 1 1 1 2 1
30 hours or 1 1 1 2 1 3
more
Don’t know/NA 4 2 1 2 3 2 1
Time spent in
days:
1 per week 2 1 3 1
2 per week 3 3 4 1 3 3 2
3 per week 8 3 6 4 9 5 2
4 per week 2 2 3 3 1
5 per week 1 1 1 2 1
6 per week 1 1 1 2 1 3
7 per week 3 2 1 2 3 2
NA 1 1
How long
caring?
Up to 6 months 1 1 1 2
6-12 months 1 1 1
Over 1 but less 4 1 1 1 3
than 3 years
3-5 years 2 7 1
Over 5 years 9 1 1 1
Don’t know 4 3 3 2 4 4
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www.patientclientcouncil.hscni.net

Remember you can contact your local office on

Telephone 0800 917 0222

or email info.pcc@hscni.net

Southern Area Belfast Area

Quaker Buildings 1st Floor, Lesley House
High Street 25-27 Wellington Place
Lurgan Belfast BT1 6GD

Craigavon BT66 8BB
Northern Area

Western Area Houston’s Mill Site
‘Hilltop’ 10a Buckna Road
Tyrone and Fermanagh Hospital Broughshane
Omagh BT79 ONS Ballymena BT42 4NJ

South Eastern Area

1st Floor, Lesley House
25-27 Wellington Place
Belfast BT1 6GD
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