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Abstract

Background: Young carers are children or young people who look after family members who are ill or have
disabilities. They take over similar caregiving responsibilities to those of adult family carers and need special
support. The purpose of this literature review was to summarize the body of knowledge about young carers’ lives
with a special focus on their personal experiences, impact of caring, needs and coping behaviors.

Method: A systematic review was carried out, including quantitative and qualitative studies as well as reviews
published in English or German. The following databases were searched: Cinahl, Embase®, PubMed®, Gesis sowiport,
ERIC®, Cochrane Library, Pubpsych, PsychArticles (1/2007 to 6/2017). The Critical Appraisal Skills Programme (CASP)
and the methodology checklist NICE were used to assess the literature.

Results: After appraisal, 25 studies which considered young carers between four and 25 years of age were included.
Studies reported that many children in families with chronically ill members are highly involved in caring. Due to this
responsibility, they spend most of their time at home. Although the caregiving experiences are pervasive, the children
conceal the conditions of their relatives from others. They also do not want to be identified as young carers. Thus, their
social experiences are limited. These children or adolescents would like to live a “normal live”. They prioritize their
family member’s needs over their own. They would like professional support, which recognizes the real needs of their

family members.

Conclusions: This systematic review shows that since 2007 the situation of affected children and adolescents has
achieved an important place in international research and also in German-language countries. Based on the included
studies, it has been possible to identify theoretical models that help to describe and explain the phenomenon of
young carers. In order to provide appropriate support and interventions, it is of importance for the professionals to

know and consider that a family-oriented perspective is vital.

Keywords: Young carers, Children as caregivers, Chronic illness/disability, Parental illness, Children of impaired parents

Background
Children and adolescents under the age of 18 who pro-
vide care, assistance or support for one or more chronic-
ally ill family members are called young carers [1].
According to a former comprehensive review [2, 3],
these children provide help and care at any age, and the
amount of their tasks increases with age. There is a wide
range of young carers’ duties described in the literature.
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They become involved in all areas of housekeeping and
care; in summary it can be stated that they do the same
as adult informal carers. However, a common categor-
ical system could not be identified, which makes com-
parison between study findings difficult. The extent of
their help varies and depends on many factors, ie. the
severity of the chronic illness, family constellation, the
family’s economic and emotional deprivation, lack of
outside support and the process of being socialized into
care. More than half of young carers live with single
mothers who predominately suffer from chronic somatic
diseases. Positive as well as negative effects are described
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in the literature: young carers show an increased
sense of self-esteem, early maturity, a close relation-
ship towards their parents and some feel well
prepared for life. Negative impact relates to the chil-
dren’s physical, psychosocial and educational situation
and further development [2, 3].

According to the British census from 2011, the preva-
lence of young carers between five and 17 years of age is
2.1% for England and Wales [4]. Nagl-Cupal et al. [5]
also identified relevant extrapolations from the USA,
Australia and New Zealand, in which the (estimated)
prevalence rates range from 3.2% up to 4.2%. However,
the basic population in these surveys varied considerably
according to the age of participants, which again makes
comparisons difficult. A representative Austrian survey
with school pupils identified a prevalence rate of 4.5%
for children between ten and 14 years [5]. Projections
for the age span between five and 18 years for Austria
indicated a rate of 3.5%. Becker [6] showed rising
numbers of young carers worldwide in his presentation
during the 2nd Young Carers Conference “Every child
has the right to...”, hosted in Malmé this year. He
estimated prevalence rates varying between 2 and 8% in
selected European and transatlantic countries. To date,
comparable data for Germany is missing. Corresponding
to other countries young carers in Germany remain a
hidden population that is hardly perceived in the societal
awareness.

For this reason, the German Federal Ministry of
Health put out a prevalence study among school pupils
in Germany to gain more insight into young carers’
everyday life. In preparation of this survey and since the
above-mentioned literature review was published in
2007 [2, 3], we carried out an updated literature study
which is the object of the present contribution.

Method

The method we decided on for this literature study was a
systematic review. As we intended to gain an explorative
and comprehensive overview on the existing knowledge
concerning young carers, we made this decision in order
to include studies of all designs [7] (qualitative and quanti-
tative ones) as well as literature reviews written in English
or German. All available studies were systematically iden-
tified according to explicit methods, selected, and critically
appraised; the findings were extracted, listed descriptively
and summarized. Everything was based on the existing
standards of Higgins and Green [8].

The overall aim is to summarize the body of know-
ledge about young carers’ lives with a special focus on
their personal experiences, needs, coping behaviors and
impact of caring in order to raise awareness of these
children’s everyday life and to develop compassion in so-
ciety towards this phenomenon. Thus, we aim to answer
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the following general question with focal and operation-
alized sub-questions:

What are the personal experiences of children and
adolescents caring for a chronically ill family member?

e What are the characteristic attributes of young
carers?

e Which factors lead to children and adolescents
becoming young carers?

e What influence does a chronic illness in the family
have on the lives of involved children?

e How do affected children cope with the demands of
a chronic illness in the family?

e What needs do affected children have and how do
they express these?

Literature search

The literature search was conducted in the following data-
bases: CareLit’, Cinahl, Embase®, PubMed®, Gesis sowi-
port, PBSC, ERIC®, Healthstar®, Cancerlit’, PsycINFO®",
psyndex trial’, SOSIG® and Cochrane Library and included
studies published from January 2007 to June 2017. The
following keywords were used in various combinations:
young carers, young caregivers, family caregivers, children
as caregivers, chronically ill parents, children of impaired
parents. As mentioned before, studies of all designs as well
as reviews that passed the critical appraisal and gave
answers to our questions were included. These studies
concerned children and adolescents between the age of
four and 18 years. This age span was extended only for
studies from Australia, since the definition in that country
includes young adults up to the age of 25 [9]. Publications
focusing on young adult carers and/or siblings were ex-
cluded, as were readers’ letters, editorials, pictorials and
studies with methodological and ethical discourses.
Publications e.g. from Africa, Thailand, China, Japan and
Korea were excluded, since the cultural differences were
considered to be too great and hardly comparable. Figure 1
presents the search strategy used and the hit rates of the
results in the literature search.

Data extraction and quality assessment

Qualitative assessment review instruments were used to
extract the characteristics of the remaining studies. The
quality evaluation of the qualitative studies and the lit-
erature review was conducted with the Critical Appraisal
Skills Programme [10]. Using the “Quality appraisal
checklist — quantitative studies reporting correlations
and associations” of the National Institute for Health
and Clinical Excellence (NICE) public health guidance
[11], we were able to assess the quantitative studies. For
the classification (rating) of all studies the criteria of the
NICE [11] method (++, +, -, NA, NR) were applied
(Tables 1 2 3 4 5 6). A score higher than or equal to 70%
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Fig. 1 Flow diagram of study selection process

out of all of points was considered as high quality. It
should be noted that this score was not based on litera-
ture, as there is no literature describing what should be
considered a high or low methodological quality score.

Two researchers carried out the methodological steps
parallel: literature search, data extraction and quality
evaluation; the results of these steps and any ambiguities
or uncertainties were discussed with a third member of
the research group and then summarized.

Data analysis

Data analysis was carried out thematically and inter-
pretively according to our research questions. In a
first step, all the publications included were coded
openly. Emerging themes were identified and matched
with similar ones (topics). In the next step, these
topics were thematically structured in concepts in a
categorical system using the software program
MAXQDA. Finally, we were able to synthesize all of
the publications [7]. The analysis was conducted by
two master graduates and a senior researcher.

Results
The systematic search resulted in 2283 publications
being found. After rejecting the duplicates, screening the
remaining titles and abstracts and applying to the in-
and exclusion criteria, 48 publications were subjected to
a critical appraisal. Of these 25 studies were finally
included in the review (Fig. 1).

Tables 1 2 3 4 5 6 show a differentiated picture of all
the publications considered.

Analogous to our questions addressed at the literature
five content categories were formed:

. Characteristic values of young carers
. How children become caregivers

. Impact of caring on the children
Needs

. Coping actions

These categories are described in the following.

Characteristic values of young carers

New study results confirm the existing knowledge about
characteristics of young carers according to age, gender,
family constellation, care recipients and variety of caring
tasks, as summarized in the former literature review
from Metzing & Schnepp [2, 3].

Children in single households are still more likely to
be involved in caregiving than children whose parents
live together [12—14]. Study findings also confirm that
care is provided for chronically ill mothers in the major-
ity of cases [5, 15]; the results on this aspect vary
between 67 and 75% [12, 13, 16-20]. Apart from the
mothers, it is often the grandmother who receives care
from young carers, followed by chronically ill siblings.
Less often do young carers care for male members of
the family [5, 15, 21].

If children are involved in caring, it can take up a lot
of time in their childhood. In a qualitative study, 50
children between the ages of nine and 22 stated that
they were involved in helping in their family for “7-
10 years”, “more than 10 years” or “all the time” [22].
The results presented by Nagl-Cupal et al. [5] also show
the enormous amount of time that young carers spend
on supporting their families; they identified great differ-
ences between non-caregiving and caregiving children in
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N References Aim Sample Setting, data collection and analysis
1. Moore and McArthur To identify the current needs and ~ Convenience sampling: Setting: NR
(2007) barriers to services for young carers Young carers n = 50 Semi-structured, face-to-face interviews:
Australia and their families (Fn=24Mn=26) Participatory approach with peer researchers
Age: 9-24 Content analysis
Care recipient: parents
2. Earley et al. (2007) To explore young carer’s appraisals  Convenience sampling: Setting: two locations of supporting projects
UK of the impacts of caregiving and Young carers n = 17 for young carers
the ways they cope with these (Fn=3Mn=14) 2 focus group interviews with 9 und 8
demands Age: 10-16 adolescents; 3 semi-structured interviews
Care recipient: siblings with female participants;
n =28, parents n = §, Thematic analysis
grandparent n = 1
3. Bolas et al. (2007) To explore the personal Convenience sampling: Setting: at home or at the young carer's
UK experiences of young carers Young carers n =5 centre
in relation to their well-being Fn=3Mn=2) Semi-structured interviews
Age: 14-18 Interpretative phenomenological analysis
Care recipient: sibling,
parent, stepfather
4. Metzing (2007) To gain insight into the situation  Theoretical Sampling: Setting: the interview appointments and
5. Metzing and Schnepp of young carers and their families ~ Families n = 34, Young locations were chosen by the families —
(2008) in order to provide a basis for the  carers n = 41 mostly at home
Germany concept of family oriented support  (F n = 25; M n = 16) Semi-structured interviews
parents n = 41 Grounded Theory
Care recipient: parents,
siblings, grandparents
6. Kain (2009) To identify and describe the basic ~ Theoretical Sampling: Setting: the interview appointments and
USA social psychological problem Young carers n = 9 locations were chosen by the families —
shared by young adolescent girls ~ (Fn=9) at home Semi-structured interviews
Age: 11-14 Grounded Theory
Care recipient: grandparents,
parents, others
7. Moore and McArthur To gather young carers’ views Convenience sampling: Setting: interviews by phone and a group
(2009) about school, the challenges Young carers n = 51 interview 51 interviews: semi-structured
Australia they face in engaging with (Fn=29Mn=22) interviews n = 44 and a group interview
education and their peers Age: 12-21 with 7 young carers
Care recipient: family Data analysis: NR
members
8. McDonald et al. (2009) To explore experiences of Convenience sample: Setting: NR
New Zealand both young carers and Young carers n = 14 Semi-structured interviews (if possible:
those they support Fn=12Mn=2) together with the supported il
Age: 11-26 family member)
Care recipient: parents, Grounded Theory
siblings, grandparents
9. Richardson et al. (2009) Qualitative evaluation of a Convenience sampling: Setting: the location of supporting project
UK young carers’ initiative Young carers n = 24 for young carers
Fn=12Mn=12) 3 focus group discussions
Age: 11-16 Thematic content analysis
Care recipient: siblings,
parents,
10. Svanberg et al. (2010) To discover the experiences Convenience sampling: Setting: the interview locations were chosen
UK of the children of younger Young carers n = 12 by the young carers— at home
people with dementia. (Fn=6;Mn=6) Semi-structured interviews
Age: 11-18 Grounded Theory - Constant comparative
Care recipient: parents methods and analysis carried out cyclically
Fn=2Mn=7)
11. Nichols et al. (2013) To learn more about the Convenience sample: Setting: interviews via telephone und Skype
Canada needs and experiences of Young carers n = 14 Semi-structured focus group interviews
young carers of parents (Fn=10,Mn=4) Descriptive thematic analysis
with frontotemporal dementia Age: 11-18
Care recipient: parents
12. Doutre et al. (2013) To explore the experiences Convenience sample: Setting: at school

UK

of young carers from a

strengths-based perspective

children, who were accompanied

more than two years in a

3 semi-structured interviews and photo
elicitation techniques
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N References Aim

Sample

Setting, data collection and analysis

Young carers support project

Interpretative, phenomenological analysis

n=6Fn=3Mn=3)
Age: 11-13
Care recipient: parents

To understand the life of
children, who grow up with
a mental ill parent

13. Ortner (2014)
Austria

Convenience sample: Setting: NR
Young carers n = 9 9 qualitative interviews
(Fn=6;,Mn=3) Grounded Theory

Age: 13-24
Care recipient: parents

14. GroBmann (2015) To identify the needs and

15. Germany relevance for supporting
Mauseth & Hjalmhult young carers
(2016)
Norway

Convenience sampling:
Experts n = 3,

Young carers n = 11
(Fn=6;Mn=5)

Age: 7-13

Care recipients: parents
Theoretical Sampling:
Adolescents n = 15,
Fn=8Mn=7)

Care recipient: parents
with multiple sclerosis
disease

Setting: the location of supporting project
for young carers in Germany (YCD)

3 expert interviews, 11 problem-centred,
semi-structured interviews

5 focus group interviews

content analysis

Setting: The interviews took place in a quiet
setting without disruptions, in the family
home or a convenient office nearby.
Semi-structured interviews

Grounded Theory

the category “[help] more than 5 hours daily”. Young
carers have no freedom of choice about the tasks they
take on at home [17, 23]. The amount of these tasks de-
pends on the care and support needed, and varies ac-
cording to the course of the disease and the stress
involved [13, 15, 19, 24]. According to the Austrian
school survey [5], 15% of the children and young carers

are very often completely on their own with their care-
giving duties. However, slightly less than a third (31%)
also stated that they share their duties with a healthy
parent. Sharing the responsibility with a healthy sibling
is more seldom the case (17.1%). These findings also
showed a significantly higher percentage of girls as care-
givers (69.8%) in comparison with non-caregivers girls

Table 2: Methodological quality of qualitative studies® - CASP Checklist

Screening Questions 12 3 4 5 6 7 8 9 10 11 12 13 14 15
1. Was there a clear statement of the aims of the research + + + + 4+ + + + + + + + + + 4+
+ + 4+ 4+ 4+ + + + + + + + + o+ 4+
2. Is a qualitative methodology appropriate? + + - 4+ 4+ o+ o+ o+ o+ o+ o+ o+ o+ o+ o+
+ 4+ + 4+ 4+ 4+ o+ o+ + 4+ + 4+

Detailed questions
3. Was the research design appropriate to adress the aims of the research?  + + + + 4+ + - + + + o+ o+
+ + + 4+ 4+ 4+ + 4+ 4+ + 4+ 4+ o+
4. Was the recruitment strategy appropriate to the aims of the research? + - + + - + + 4+ - 4+ - + + + 4+
+ + + + + + +

5. Was the data collected in a way that addressed the research issue? + + + + 4+ + + - + 4+ + + + + 4+
+ 4+ 4+ 4 + + 4+

6. Has the relationship between researcher and participants been adequately + + + + + - + + + + + + + + NR

considered?? + +

7. Have ethical issues been taken into consideration?? + + + + 4+ + + 4+ + 4+ NR+ - - 4+
+ + + 4+ o+ + o+ o+ +

8. Was the data analysis sufficiently rigorous? + 4+ 4+ 4+ 4+ - 4+ + + + + + + + NR

+ + o+ + 4+ + + o+

9. Is there a clear statement of findings? + 4+ 4+ 4+ o+ o+ o+ o+ o+ o+ o+ o+ o+ o+ 4+
+ + + 4+ 4+ + 4+ + + + + + + + 4+
10. How valuable is the research? + o+ 4+ 4+ 4+ o+ o+ o+ o+ o+ o+ o+ o+ o+ o+
+ + 4+ 4+ 4+ 4+ 4+ + + + + + o+ o+ 4+

2Symbols indicate: ++ for that particular aspect of study design, the study has been designed or conducted in such a way as to minimize the risk of bias; + the
answer to the checklist question is not clear from the way the study is reported, or that the study may not have addressed all potential sources of bias for that
particular aspect of study design; — Should be reserved for those aspects of the study design in which significant sources of bias may persist; NR — Not reported;

NA -Not applicable
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Reference Dataset Aim Search strategy Strategy of data analysis and the critical
evaluation

Marote et al. a total of 21 documents To undertake an integrative review Literature reviews were  The analysis of the primary studies’

(2012) localized were submitted of studies relating to children as carried out at two points quality considered the date and the

Portugal to critical evaluation for  carers, and to identify the role during the process of structure of publication, regarding

timeframe of 1993-2010  performed by nurses along with

these children

collection of information
in 2010

the study objectives, the methodology,
the results and the conclu-sions
obtained in each one. To this end a
spreadsheet was created, using
Microsoft Excel 2007, with the
extraction of information and its
inputting on the spreadsheet being
undertaken by two independent
evaluators.

(52.7%) [5]. This gender-specific difference has proved to
be statistically significant (F(1, 128) = 4.98, p = 0.03) in
other studies with a quantitative research design [24].
However, Lloyd [21] did not find a gender-specific differ-
ence in her sample of 4192 Irish pupils aged ten and
eleven.

There is a wide spectrum of tasks and responsibilities
that are taken over by children, as study results show.
This includes the emotional and practical support for
other members of the family [5, 14, 15, 19, 21, 23-28].
Two of the included studies developed a categorical sys-
tem from their available data [13, 19]. In her Grounded
Theory study, Metzing [13] focused on the recipients of
help and care to organize the inductively derived cat-
egorical system (Fig. 2). Ireland and Pakenham [19] in
their study generated a multi-item scale of care tasks
with the four categories “instrumental care, social/emo-
tional care, personal/intimate care and domestic/house-
hold care” [p. 713] through factor analysis.

Table 4: Methodological quality of systematic review — CASP

Checklist

A Are the results of the review valid? 1
1. Did the review address a clearly focused question? ++
2. Did the authors look for the right type of papers? +

3. Were all of the important, relevant studies included?? -

4. Did the review's authors do enough to assess the quality ++
of the included studies?

5. If the results of the review have been combined, was it ++
reasonable to do so?

B What are the results?
6. What are the overall results of the review? ++
7. How precise are the results? +

C Will the results help locally?

8. Can the results be applied to the local population? +
9. Were all important outcomes considered? ++
10 Are the benefits worth the harms and costs? +

How children become caregivers

The process of children becoming young carers is an in-
creasing topic in recent literature concerning young
carers when compared to the previous review. Becoming
a caregiver is influenced by the children’s motives, the
way in which they adapt to their new role and the re-
sources available within the family itself. The following
passage deals with these factors.

Although working out the motives for children taking
on a caring role was not the primary aim of Metzing’s
study [13], it did however become clear during the
analysis that the children found it quite natural to be there
for the family. For them, their family comes first and
foremost and, in their new role, they try to hold the family
together, maintaining everyday life [5, 13, 28, 29]. Fur-
ther motives for accepting the responsibility are: a
good feeling in taking on caregiving and to be
needed, wanting to help [5] and love [29-31]. For all
of these motives, Nagl-Cupal et al. [5] were able to
prove statistically significant differences between care-
giving and non-caregiving children of the same age.
In her qualitative study Kain [25, P.32] identifies three
different ways of how the various motives are turned
into active practice and how children become young
carers. It should however be noted that the third way
does not leave the young carers with a free choice:

1. “Embracing the challenge” — By accompanying their
relatives, the children learn about various tasks to do
with caregiving. Their interest grows and with time
they take over responsibility and integrate the care
needed for the sick member of the family into their
own daily routine.

2. “Sharing the load” — Children see how the family
needs to support the sick relative. Since they
realize that the responsibility of caregiving has an
emotional and physically negative effect on the
healthy family members, they feel that it is their
duty to take on caregiving tasks at home in order
to relieve the others.
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N Reference

Al

m

Questionnaire; survey method

Study design, analysis, sample

1. Pakenham
et al. (2007)
Australia

2. lIreland and
Pakenham
(2010)
Australia

3. lreland and
Pakenham
(2010)
Australia

4. Pakenham
and Cox
(2012)
Australia

5. Lloyd
(2013)
Ireland

6. Nagl-Cupal
et al. (2014)
Austria

7. Cassidy
et al. (2014)
UK

Relations between social support,
appraisal and coping and both
positive and negative outcomes
in young carers

To develop an empirically derived
multi-item scale of care tasks
performed by young people in

the context of family illness/disability

To (1) examine relations between
youth adjustment and three sets of
predictors: parental illness/disability
characteristics, caregiving, and
parent—child attachment, and (2) to
explore differences on these variables
between youths of parental physical
illness/disability and youths of
parental mental illness

1. to explore the dimensions of
caregiving in children of a parent
with MS

2. to examine relations between
the caregiving dimensions and
child demographic, parental
illness and caregiving context
variables

3. to examine associations
between the caregiving
dimensions and child positive
and negative adjustment
outcomes, concurrently and
over a 12-month interval

4. to examine levels of
correspondence between
parent and child ratings of the
child’s caregiving activities

To look at the extent of caring
responsibilities experienced by
children and at the relationship
between caring, educational
experiences and academic
performance, and children’s
happiness, health and well-being

To describe the prevalence and
related factors of informal caregiving
performed by children

To quantify caregiving activities and

intensity, the motivation for To calculate

the prevalence rate of all underage
children in Austria based on the
sample data

To test whether a stress-coping model
can contribute to an explanation of the
impact of caregiving and whether resili-
ence and benefit finding can mediate

that relationship

Newly developed questionnaire, consisting of:
demographic information, caregiving context
variables, stress appraisal -, social support-,
coping strategies — and adjustment items

Based on the literature review and in
consultation with a reference group of five
young carers, a questionnaire was developed
(30 items): “Youth Activities of Caregiving
Scale (YACS)"

Newly developed questionnaire, consisting
of: demographic information, illness and
disability variables, Inventory of parent—child
attachment (IPPA), the Young Carers of
Parents Inventory (YCOPI), The Strengths
and Difficulties Questionnaire (SDQ)

Two age-appropriate youth questionnaires:
10-13 years and 14-20 years were developed,
consisting of: demographic information, MS
parent illness variables, caregiving context
variables, Family responsibilities (YCOPI),
Youth Activities of Caregiving Scale (YACS)
and adjustment variables

Self-developed questionnaire, consisting
of: sociodemographic data School data
Health and wellbeing (Kidscreen)Happiness
School and educational achievement
(transfer-test, GL, AQE)

Self-developed questionnaire, consisting of:
sociodemographic data, caregiving activities,
type and frequency of illness of the family
member in need, caregiving arrangement,
motivations of caregiving, effects of
caregiving, personal wishes

Self-developed questionnaire, consisting of:
sociodemographic data, measures (Perceived
social support Scale, Adolescent Coping Scale
- short form, General Health Questionnaire,
Brief Resilience Scale, 19 item index of help,

Survey

Bivariate and multivariate
analyses Convenience
sampling: Young carers
n=100Fn=72, Mn=28)
Age: 10-25

Care recipients: parents

Survey

Bivariate and multivariate
analyses Convenience
sampling: Young carers
n=135Fn=81,Mn=>54)
Age: 10-24 Care recipients:
mother n = 73, father n = 25,
sibling n =37

Survey

Bivariate and multivariate
analyses Convenience
sampling: Young carers n = 81
(Fn=53Mn=28

Age: 10-25

Care recipients: mother

n = 56, father n = 17, both
parents n = 8

Longitudinal study, Survey
Bivariate and multivariate
analyses Convenience sampling:
Assessed time T1:

Families n = 88; parents n = 85;
partners n = 55; children
(Fn=NR Mn=NRn =130
Assessed time T2 (after 12 month):
n = NR Families; n = 71 parents;
n = 48 partners; n = 91 children
(F n=NR; M n = NR) Age: 10-20
Care recipients: parents

Kids'Life and Times Survey (online)
Univariate and bivariate analysis
Random sample: n = 4029 children
Age: 10-11

Care recipient: grandmother 44%,
mother 33%, brother 33%,
grandfather 27%, father 26%,

sister 26%

Descriptive cross-sectional study
Univariate, bivariate and multivariate
analysis

Random sample (multi-level
probability sample): n = 7403
children (F n = 53,5%; M n = 46,5%)
Age: 10-14

Care recipient: mother 23%,
grandmother 22%, father 14%,
grandfather 11%, siblings 12%

Survey

univariate, bivariate and multivariate
analysis

Convenience sample: n = 442
children (F n = 268; M n = 174)
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Table 5: Characteristics of quantitative studies reporting correlations and associations (Continued)

N Reference

Aim

Questionnaire; survey method

Study design, analysis, sample

8. Pakenham

9. and Cox
(2015)
Australia
Van Loon
et al.(2017)
Netherlands

To examine differences in two
proposed psychological components of
role redistribution between youth of a
parent with illness and their peers from
‘healthy’ families

To examine the effect of parentification
on both internalizing and externalizing
problems of Adolescents who have a
Parent with Mental Health Problems

The Perceived Impact of Child Care-giving
Scale, The Benefit Finding in Child
Caregivers Scale)

Self-developed questionnaire, consisting of:
Family health status, iliness category, relative
disadvantage, remoteness, national origins,
caregiving responsibilities and experiences
(Young Carer of Parents Inventory-Part A)
The Parentification Questionnaire—Youth
(PQ-Y), consists of 20 items measuring the
caregiving behaviors of youth in their family;
The Youth Self-Report (YSR) measuring the
problems adolescents experienced in the
previous 6 months.

The Perceived Stress Scale (PSS-4) -
consisting of four items measuring the
degree to which adolescents perceived
their lives as uncontrollable, unpredictable,
or overloaded in the past month;

Age: 12-16

Care recipient: 203 children care for
parents, 168 children care for a sibling,

71 care for more than one family member

Survey

Bivariate and multivariate analysis
Random. sample: children n = 2474

(F n=NR; M n=NR)

Age: 9-20

Care recipient: parents and other ill family
member, several ill family member Survey
Bivariate and multivariate analyses
Convenience sample: n = 118 adolescents
(F n=508%; M n=492%)

Age: 11-16

Care recipient: parents with a mental
illness: mother 70,3%, father 29,7%

Table 6: Methodological quality of quantitative studies reporting correlations and associations

1. Population 1. 2.
1.1 Is the source population or source area well described? + ++
1.2 Is the eligible population or area representative of the source population or area? ++  ++
1.3 Do the selected participants or areas represent the eligible population or area? - -

2. Method of selection of exposure (or comparison) group
2.1 Selection of exposure (and comparison) group. How was selection bias minimised? NR -
2.2 Was the selection of explanatory variables based on a sound theoretical basis? ++  ++
2.3 Was the contamination acceptably low? NA  NA
24 How well were likely confounding factors identified and controlled? NR -
2.5 Is the setting applicable to the UK? (for this review: Germany) + +

3. Outcomes
3.1 Were the outcome measures and procedures reliable? ++ 4+
3.2 Were the outcome measurements complete? ++  ++
3.3 Were all the important outcomes assessed? ++  ++
3.4 Was there a similar follow-up time in exposure and comparison groups? NA  NA

3.5 Was follow-up time meaningful? NA  NA

4. Analysis
4.1 Was the study sufficiently powered to detect an intervention effect (if one exists)? NA  NA
4.2 Were multiple explanatory variables considered in the analyses? ++  ++
4.3 Were the analytical methods appropriate? ++ o+
4.6 Was the precision of association given or calculable? Is association meaningful? ++ 4+

5. Summary
5.1 Are the study results internally valid (i.e. unbiased)? ++ 4+
5.2 Are the findings generalisable to the source population (i.e. externally valid)? + ++

3. 4. 5. 6. 7. 8. 9
- - ++ o+
+ o+ ++ o+ o+ + ++

+ + + + + + ++

NR - - - - - ++
+ o+ + o+
NA NA NA NA NA NA ++
NR - - - - - +

B S S S
e i = e S R
e e S e S
NA  + NA  NA NA NA
NA  + NA NA NA NA

+ o+ o+ o+ o+

NA~ NA NA NA NA NA ++
++ o+ A+
e S o S S

R = I S o e s

++ o+ o+ o+

4.4 and 4.5 do not exist in original checklist (National Institute for Health and care Excellence, 2012)
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P to go shopping Y and physio- P body-related speech body-related emotional
and to clean and movement . therapeutic safety
to give comfort disorder
around the to dress and tolook after sb. medication to be present " for foreign . .
to prepare food and " emotional emotional practical
house undress . management continually languages
to distract sb.
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things matters empathetic management therapeutic
to be "

o do the other food considerate of to monitor altenllvg and with schoolwork

laundry consumption protective

. to preserve to create
other excretion
from sorrows open spaces
Fig. 2 Metzing's Category systems of care provided by children [[15], p. 106]

3. “Being assigned” — In this case the caring role is
assigned to the children by other family members.
These children do not fulfill their caregiving tasks
for their own sake or interest but because the work
has to be done.

It depends on the resources (for instance, the number
of shoulders available in the family) as to how much
responsibility the family can assume.

Impact of caring on the children

Analogous to the previous review, the results in this
section show that taking on various caregiving tasks in
the family can have a positive [28] and also negative
impact on their development [19, 23, 25, 32] as will be
described in what follows.

Impact on family life

A chronic illness brings different changes in a family,
which can be seen, for instance, in the surrounding cir-
cumstances: coexisting in everyday life, social interac-
tions and utilizing leisure time [25, 28].

Children begin to watch their sick parents closely, not-
ing exactly the good days and the bad ones. Worry is
omnipresent in their daily lives [28]. They stay in the
vicinity of the relative, spend most of their time at home
and are prepared to carry out everything necessary to
keep the family’s daily routine up and running [20, 23].
So these children bearing the responsibility of being

caregivers have a different kind of relationship with their
relatives than their peers who do not have an ill person
within their family circle [30]. The illness and the
changes in circumstances lead to a stronger emotional
bond between the members of a family [20]. They have a
strong “we-feeling” in the family, are satisfied with the
family’s team spirit and are able to confront all the de-
mands of everyday life [13]. Furthermore, a parent-child
relationship is stronger if a parent has a physical impair-
ment than if the disease is a psychological one [12].
Affected families frequently experience tensions and po-
tential conflict [32], reaching from domestic violence via
detachment from the family to considerable shifts in a
family’s formation [29]. If one parent suffers from a
mental illness and is thus unable to handle the demands
of the family, it is usually the other healthy parent who
becomes the head of the family and keeps everything
running [14]. The children and adolescents do not only
identify this shift in the parental structure but, above all,
they acknowledge it; some of them develop a particularly
close relationship, not to say a partnership, with the
healthy parent. It is therefore not surprising that these
children and adolescents want to protect the healthy
parent and do not verbalize their own needs and worries
[26, 32]. According to their relationship towards the
mentally ill parent, they even suppress their own needs
as they recognize the changes in the personality and
behavior of the parent. Thus the communication from
the children’s perspective becomes one-sided, and the
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relationship is increasingly characterized by compassion
[26, 32]. In the Grounded Theory study by Mauseth &
Hjalmhult [28], which examines the experiences of ado-
lescents with a parent suffering from MS, it was found
that the children’s successful internal conflict with the
family’s situation depends greatly on the openness with
which the parents confront their own illness, on the
communication within the family and on the informa-
tion about the illness itself.

Ortner [14] points out that the situation influences
the family in various ways, depending on whether the
mother or the father has become ill. If the mother,
who has a familial “key function”, falls out due to
illness, this affects the family’s daily routine within a
very short time. On the other hand, if the father be-
comes ill, the effect on the family structure is of a
long-term financial nature.

Many families suffer from financial restrictions due to
an illness [13, 25], which also makes the acceptance of
support more difficult. This is why the children prefer to
take over caring roles [23]. The children are usually
aware of the financial problems and do not have the
courage to speak to their parents about money required
for leisure activities or school trips [22].

Psychosocial impact

The emotional and social impact of young carers is well-
described in the recent literature and comparable with
the findings of the previous literature study. The psycho-
social impact is not only influenced by the curvilinear
course of the chronic illness and but depends also on
the children’s involvement in caregiving [25].

Emotional impact

Children and adolescents as informal carers are fre-
quently confronted with manifold emotions and feelings
[33]. The negative emotions range from anxiety and guilt
up to embarrassment through the affected family mem-
ber. Fear both for [15, 27] and of the parents are typical
for these children. They suffer when the parents are in
pain or react with extreme anxiety if acute danger to life
occurs. The children are afraid of their mentally ill par-
ents when an acute psychological crisis takes place [13].
Such fears are constant, since the course of the illness
and the care needed can hardly be predicted.

According to Ortner [14], a distinctive feature of fam-
ilies with a mentally ill member is that young carers are
often confronted with feelings of guilt. Accordingly, they
feel guilty and consequently remain mentally concerned
about the family once they go their own way. Young
carers feel guilty if they lose patience with their ill parent
[13, 26], if they think that they cannot provide sufficient
help for their ill parent [28] or if they perceive that other
people are prepared to take on more tasks [29]. Again,
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others who grow up with a mentally ill parent are con-
fronted with the accusation of not looking after him/her
enough, which they then experience as upsetting [14].
Some children describe their experiences with caregiv-
ing as being unfair and unsuitable owing to age and
developmental factors. They feel threatened and more
overwhelmed than challenged [31]. It should in fact
be noted that these experiences and the resulting
stress are induced by “internalizing, such as depres-
sion, and externalizing behavior, such as aggression”
of these children [33].

Feelings of shame or embarrassment are often felt by
young carers [33] and their sick family members, which
are usually in connection with intimate care, where such
situations are difficult for both sides. For the children, it
represents a big hurdle if, for instance, the father has to
be accompanied to the toilet or the mother needs help
with bathing [13, 17]. There are also some reports that,
in certain situations, children feel ashamed of their phys-
ically impaired parent or of the assistive devices they
use. They notice this particularly when they accompany
their parents outside the home [13, 27]. This feeling of
shame develops from the fear of being stigmatized [20].

Apart from these negative effects, other authors confirm
that young carers reach an early maturity [5, 13, 15, 26]
and greater independency [15].

Social impact

Children have to manage “changing complexities” and
have to set priorities throughout their own social life [25
P.31]. Many of the children who participated in the
study by Metzing [13] had numerous hobbies and fos-
tered friendly relationships and only seldom they have to
cancel a social activity due to their responsibilities at
home, which they perceived as normalcy. For them, their
home commitments are part of their life and are not felt
to be a restriction.

In contrast, others have very little time for themselves,
could hardly take part in social life and have only very
limited friendly relationships — in some cases they were
even socially isolated.

Impact on school life

Some young carers are victims of bullying and harass-
ment at school [18, 21, 26, 29] and experience
stigmatization [14] due to the diseases and psychological
disorders of their ill family members. For some children,
school is the place where they can forget about home,
spend time with friends and be content about the free
time gained [22].

In the study by Lloyd [21, P.76], a third of the identi-
fied ten- and eleven-year-old carers reported having
been victims of physical violence at school (X* = 101.20,
df = 2, p < 0.001; Cramer’s V = 0.17) and nearly half of
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them were bullied in other ways (X* = 765.69, df = 2,
p < 0.001; Cramer’s V = 0.15). Conflicts outside the fam-
ily are due particularly to the societal lack of awareness
and knowledge about disease-specific personality
changes. In addition, the fact that some children are
scaled down to their parents’ illness and that the efforts
they muster at home are not honored is a dramatic ex-
perience [22]. Their school friends are condescending
towards them [18, 30]. From the perspective of the
children concerned, not only their friends but also their
teachers lack awareness and respect for their particular
circumstances [22]. If these children are irritable when
they come to school, or are discontented or get worked
up about little things, then conflicts with their school
friends can build up. They are unable to understand
their own behaviour and get a bad conscience regarding
their school friends, which increases the burden even
more [34]. Young carers are isolated from their school
friends; they are reserved and feel like outsiders [17, 25].
This exclusion also means that they have little contact
with other children in similar circumstances [22].

According to several studies, some young carers find it
difficult to master their everyday life at school [5, 13, 15,
18, 21, 25]. These children do not manage to combine
their role in the family with the demands placed on
them at school. Some children suffer from not making
good progress in school due to their lack of concentra-
tion, and also worry about not getting good results
which would mean they could not afford to study or
support their parents financially in the future [13]. The
results from Lloyd’s survey [21] indicate the danger of
lower educational expectations for young carers. Accor-
ding to some children, difficulties at school are due to
the lack of parental support in learning at home; they
miss the care and control of the parents with regard to
homework [25]. Other reasons are: lack of time [5],
distance to school, lack of understanding in their social
surroundings [34]. In some studies, the focus is on
school absences [13, 15, 25].

Physical impact

Comparable with the previous review, the studies
contain only a few statements concerning the physical
effects that living with a chronically ill family member
can bring with it.

Lloyd [21] compares the health of ten- and eleven-
year-old schoolchildren living in families without an ill
person with the health of young carers of the same age.
Although she comes to the conclusion that young carers
estimate their health situation as less than excellent or
very good in comparison with those of the same age and
although this difference is statistically significant
(X* = 14.12, df = 4, p < 0.01), the author points out that
the correlation is weak (Cramer’s V = 0.061). Moreover,
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Nagl-Cupal et al. [5] also determine statistically signifi-
cant adverse physical health effects for the group of
young carers in their population of ten- to 14-year-olds.
By identifying manifest symptoms such as sleeping
disorders, tiredness, headaches and backache as physical
effects, they confirm the results contained in the litera-
ture review by Metzing and Schnepp [3].

Needs

The studies describe a wide spectrum of young carers’
personal needs; however, the main wish is that the family
may “continue to live as normally as possible” [13,
P.127]. The children of course want the sick person to
recover but it is not the disease that is in the foreground,
it is the family as a whole [28]. If children were to re-
ceive the support needed to maintain the family’s daily
routine, it would be a considerable relief not only for the
family but also for the children themselves [13].

Maintaining the familial everyday life

Children involved in caring for a family member require
professional, flexible support that is oriented to their ac-
tual life [13]. Affected children highlight particularly the
necessity of having needs-oriented support that values
the cohesion and intimacy of the family [32]. The study
by Moore and McArthur [22] shows that families receive
support with, for example, changing dressings, bathing,
preparing medication, mobilization and transport. In
addition, young carers emphasize that it would reinforce
their own feeling of safety if these caregiving activities
were supplemented by flexible, personal and emotional
backing and monitoring by the relatives, especially if
they are not located in the immediate vicinity of their
home. From the children’s perspective this would greatly
help to reduce stress in the family, avoid conflicts and
strengthen the family’s solidarity [13, 20, 27].

These families are dominated by the fear of separation
and tearing apart. As reported by Moore and McArthur
[22], many of the study participants would very much
like to get external support; however, the family is afraid
that their situation would be criticized, the children re-
moved and the whole family loyalty destroyed if offers of
support were accepted [13].

It is important for children to receive practical and for
their age appropriate help as well as counseling about
the illness [13, 20, 27, 28]. They express the wish to have
detailed information about existing counseling possibi-
lities in order to get access to specific practical advice in
connection with the disease [34].

Another important point is financial support for af-
fected families so that they are not socially excluded and
the children are able to participate. A chronic illness
often leads young parents into disablement and occupa-
tional incapacity [13, 27, 34].
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Attention, affection, mutual exchange

For young carers it is essential to receive recognition for
the responsibilities they have taken on and also to
experience support in their tasks [27, 29, 31]. Equally es-
sential are familial appreciation and social perception
[28, 33]. The children look for and find confirmation
outside the family, in school, in their leisure time or in
support groups [29, 31]. The importance of such pro-
grams lies in their main concept, which is to impart the
recognition needed and to enable the young carers to
feel appreciated [31].

Ortner [14] and Van Loon et al. [33] underline that in-
tensive talks and closeness to the sick parent are particu-
larly valuable for children of mentally ill parents because
the child’s need for attention and affection can thus be
satisfied. In cases where this does not seem possible and
where the healthy parent is barely able to take over a
protective function, the children long for someone to
talk to about their situation. This person can be a more
distant relation who is then expected to initiate the help
required.

A special form of closeness and affection is frequently
expected from contact to people in similar situations
[18, 23, 27, 32]. In the children’s opinion, the schools
could play an important role in identifying such contacts
and helping to form networks [34].

In the living environments “school” and “circle of
friends” the children look to their teachers and friends
for a sympathetic approach, which could contribute to
them feeling completely accepted and understood. On
the one hand, they would like to talk about their own
lives but on the other hand, they do not want to be
forced to tell their whole life story [25].

The children also expressed the wish to be protected
from bullying at school. In their opinion schools could
do more to prevent bullying if the teachers were to
change their approach to disabilities and diseases, taking
a clear stance and trying to give the pupils a change in
perspective. If this were to result in young carers losing
their feeling of being in an exceptional position and of
being different, then identification as a young carer could
have a positive impact on their lives [34].

Having time and space for themselves

In order to achieve a temporary relief from difficult
family situations, it is essential that the children and
adolescents of mentally ill relatives find space and
time for themselves [29]. Ortner [14, P. 196] calls this
“being able to breathe” in order to “find some peace”.
These recuperative phases strengthen them for the
time with the family [29, 34] . In moments like that
they want to have no responsibilities, do not want to
think or worry about the familial situation, just want
a good time and relax. They want to escape from the
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situation, build up social relationships outside the
family [28]; freed from the responsibilities of care-
giving, they want to search for their own identity and
make plans for the future. Fulfilling these needs pre-
sents a way with which they can ensure sustainably
both their own well-being and that of the family [29].

The wish for recreation and time off is underlined
also by the children of physically ill parents, especially
at times when they themselves are ill or when good
performances are demanded of them at school or
when a conflict situation arises in the family. Affected
children want to be “simply just” a child [13]. They
need time for friends and hobbies and to build up
their own lives [13, 27, 28].

Coping actions

Children and adolescents in families with a chronic-
ally ill member take it for granted that they have to
deal with the complex demands of everyday life on
their own [13, 22, 28]. To cope with these demands,
young carers try to find and maintain the balance between
private and familial life [27]. To do this they use various
coping strategies and “problem-focused and emotion-
focused behavioral strategies” [28, P.859] .

“Helping others” is one of the most important active
coping strategies [13, 17, 25, 30] and helps to reduce
their own feelings of guilt and anxiety [30]. Many young
carers refer to their daily tasks as their “job” which gives
their role as caregiver a positive meaning, strengthening
their feeling of pride, “being normal” and self-esteem
[17, 27]. Since they are at all times prepared to help the
ill member of the family, they are less worried and can
manage the situations at home. At the same time, these
children recognize their own competences and develop
positive feelings of self-esteem [13, 17, 30].

In many families all the members try to distribute the
tasks evenly among the resources available to them, i.e.
shoulder them jointly [14]. If that succeeds, these
children develop a very strong “we-feeling” in the family,
are satisfied with the family’s team spirit and are able to
confront all the demands of everyday life [13].

Another of the children’s coping strategies is to behave
considerately towards their own family members [25, 30].
The children’s own needs are pushed aside and those of
the family are accepted [22, 25, 28, 30]. There the children
rarely mention being overwhelmed; they hold their own
feelings back in order not to endanger the relationship to
the family or to avoid an escalation that they might later
regret [27, 34].

Putting the focus outside the family itself is another cop-
ing strategy [28]. Children of mentally ill parents particu-
larly like to channel their energy outside family life, e.g. in
hobbies [29]. They protect themselves by putting some
distance — both spatially and emotionally - between
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themselves and the family [14, 27]. By moving into their
own accommodation, some adolescents actively create a
distance to the particularly complex situation of growing
up with a mentally ill family member [14].

To have time for themselves is the strategy children
apply in order to distract themselves from the home
situation and to relax [27, 28].

A further meaningful form of coping is to talk about
everything — whether in the family or outside [13, 18, 27,
28]. The young carers mostly talk to siblings, friends and
people who have had similar experiences [15, 18, 26, 29]
and only with a selected circle of friends from whom they
can expect support [32]. Because these people are “simply
there”, they are an important source of listeners for
handling problems, reacting empathically to a particular
situation [26, 32].

Withdrawal is the reaction of young carers if they feel
themselves misunderstood or ignored by society, and is
a frequently used strategy [27]. In order to protect them-
selves and their family, young carers sometimes ignore
this type of behaviour [26], drawing back and saying
nothing about their own life [13, 17]. In contrast, other
children growing up with a parent who has dementia
have found it beneficial to be open and to talk about the
disease with other people [26].

Discussion

The objective of this review was to expand on a previous
literature review [2, 3] and to bundle anew the inter-
nationally evolved knowledge about children and adoles-
cents as informal carers.

In comparison to the previous review where the situ-
ation of young carers was mostly the subject of research
in Great Britain, the United States and Australia [2, 3],
further studies from those countries and first results
from German-language countries and Norway have be-
come available in the meantime [5, 13, 14, 27]. Based on
the included studies, it has been possible to confirm and
consolidate the previous knowledge about the character-
istic attributes of children and families concerned. In
addition, studies could be included that focus i.e. on
how these familial caregiving arrangements originated
[e.g. 5, 13, 15, 25] and also reviews concerning the chil-
dren’s coping management [e.g. 14, 17, 26, 30]. It has
furthermore been possible to identify theoretical models
that help to describe and explain the phenomenon of
“young carers” [13, 25]. However, further research is re-
quired since aspects such as gender or migration have
up to now either been disregarded or hardly noted. The
results of the current review are discussed in the
following.

To date, internationally significant figures on the
prevalence of young carers are lacking. The reasons are
to be found in the methodical challenges, since due to
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the expected low prevalence a large sample is required
in order to be able to identify the target group at all. It is
also extremely difficult to gain access to the target group
[5, 23, 27, 35]. During the whole research period only
one survey from Austria was identified [5], the results
of which could be roughly compared with the pre-
vious parameters from Great Britain [4, 36]. Another
German-language survey is currently in the data ana-
lysis phase.

Characteristic attributes of young carers are similar to
each other but these are shown in different ways in the
studies. Empirically based systems of categories showing
young carers’ activities are indeed available [e.g. 5, 13,
19] but internationally are not applied homogeneously
so that only a limited comparison of study results from
different research groups is possible. A further difficulty
for comparing results lies in the varying age definitions
for young carers in other countries [2], particularly in
Australia where young adults up to 25 years of age are
included in the surveys [12, 16, 19, 22, 24, 34, 37].

Both qualitative and quantitative study results show a
higher proportion of girls as young carers. Up to now,
the theoretical explanation for this phenomenon has
hardly been the subject of research interest and gender-
specific studies on young carers are one of the largely
unexplored fields so far. Considering the fact that family
caregiving these days is usually a woman’s affair [38], the
authors find that it is important not to lose sight of this
gender-specific difference in order to prevent girls taking
up “early caregiving careers” [5].

Several studies have focused on the motives for taking
on caregiving tasks as well as on the influencing factors
and on various reasons for the development of these
familial caregiving arrangements [5, 13, 25]. This know-
ledge can help the support system to recognize the inter-
action between favorable risk and influencing factors in
order to react in time to stress in the family and to
meeting their needs. This could prevent the children suf-
fering from disadvantageous effects and overwhelming
later in life. It is indeed difficult to identify the point in
time when a child takes on a caregiving role, since the
increasing help and support needed is described in most
cases as a slow, drawn-out process [13, 25, 32]. Never-
theless, the literature shows that there are specific dis-
eases, such as multiple sclerosis or dementia [24, 26, 32],
where certain points of time during the course of the
disease should be given more attention, e.g. at diagnosis
or when a new flare or attack occurs.

Current study results confirm both positive and
negative influences on the development of caregiving
children and adolescents as a consequence of the
amount of caregiving involved [5, 13, 19, 23, 25, 32]. If,
because of their caregiving role, young carers are unable
to participate in activities suitable for their age and
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sphere, this has an adverse impact on their lives and
social isolation becomes a threat. Emotional effects
such as worry, sadness and anxiety or shame and fear
of stigmatization are additional aspects about which
they do not like to speak and which lead to the
young carers withdrawing from their social networks,
making life even more difficult for them. To prevent
this happening, it is necessary to build up social
awareness and eliminate taboos about this theme; the
support system must show empathy and be attentive
so that warning signs can be recognized in time and
appropriate actions taken. At the same time research
for retrospective surveys is necessary to get a better
understanding for the impact on later life and to de-
velop adequate prevention methods.

The physical effects of the caregiving role of af-
fected children are rarely the subject of discussion in
current studies. Only McDonald et al. [15] and Nagl-
Cupal et al. [5] point in their studies to the implica-
tions for young carers’ health, which is a surprising
result considering the manifold and physically strenu-
ous support some children and adolescents provide.
A possible reason for this may lie in the nature of
the study designs here. With one exception, the stud-
ies are concerned with one-off cross-sectional surveys
with mostly quite young participants. Physical effects
such as chronic headaches or exhaustion and particu-
larly long-term consequences like backache, postural
deformities or addiction cannot be portrayed in the
existing studies. Here, too, longitudinal studies and
retrospective surveys are called for.

Some of the children concerned manage to develop
strategies to counteract their own situation. Findings
relating to their coping management are a new theme
identified in international literature [13, 16, 17, 25,
27, 29, 30, 32], in particular the search for and build-
ing up of new relationships with similarly affected
children and adolescents. Such relationships of trust
enable young carers to talk about their own circum-
stances, to feel understood, to be outside their own
home and able to speak freely. Other strategies are to
create space outside the family or to deliberately
commit themselves to helping other people in order
to experience a feeling of esteem. Some of the young
carers inform themselves about the disease in
question and the support available, or are either con-
sciously open about the situation or avoid confronta-
tion by withdrawing. Coping management also
involves connoting the support positively in order to
reduce their own burden.

For young carers to succeed in dealing well with their
specific situation, needs-based and service-oriented
support is required. A family-oriented perspective is vital
as well, looking at the family as a whole [39, 40].
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From the findings of this literature review, the follow-
ing concrete practical recommendations for supporting
young carers can be derived:

« Cooperation with the German Child Welfare Associ-
ation to initiate regular workshops in schools on the
subject “young carers” in order to develop empathy
among teachers and peers and to prevent the
stigmatization of young carers.

« Health professionals should be sensitized towards
the specific situation of these families/children, thus
developing their empathy towards those concerned.
The target should not be just to find access to the
families but also to create a trusting relationship to
them in order to develop individual solutions for each
family and to put these into practice by working
closely with the families.

o It is imperative that physicians, carers, child and
family psychologists should take care that the balance
between the familial life of the children and their so-
cial life is sustained. The findings in this review may
be able to help the support system to identify and
classify the extent and type of help given by children.
“Gaps” in the family resulting from the illness may be
recognized and the specific needs estimated of both
the young carers and their ill relative. A true and in-
dividual picture of each family can be achieved if in-
fluencing and risk factors are perceived (e.g. family
constellations, financial, familial and social resources
etc.) [41]. Providing relief for the families can contrib-
ute to the children having more time and space for
their own needs [42], thus resulting in a framework
for coping.

This literature review may have several limitations.
a) Only publications from peer-reviewed journals and
qualified articles known to the authors were taken
into consideration. This means that good quality stu-
dies that had been published by the authors them-
selves or as monographs were not identified. b) The
“interpretability” can be influenced when analyzing
large studies with varying study designs and measur-
ing instruments. To deal with this problem, data
analysis was carried out thematically. The identified
topics were structured thematically in concepts to
facilitate interpretation of the results per outcome
category. c) A further possible limitation may be the
heterogeneity of the young carers‘ages. However, the
authors were unable to have any effect on this
problem because it is not mentioned explicitly in the
studies.

Conclusion

The subject “young carers” has received increased at-
tention in the international scientific community over
the last ten years. The studies included in this review
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answer questions concerning ways of life, needs and
requirements as well as the coping management of
young carers. Future research should be directed to-
wards specific disease patterns, towards the integra-
tion of children from families with dependence
syndromes and also take aspects such as gender and
migration into consideration. Furthermore, there is
still a need for retrospective studies and long-term
observations.
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