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Abstract With over 43 million family caregivers living
in the United States, families are the largest providers of
informal care in this country. Despite the extensive care-
giving literature about prevalence, characteristics of care
providers and care recipients, risks to caregivers’ health
and well-being, economic costs, impact on personal and
family well-being, evidence-based interventions, and
model community-based programs and supports for adult
caregivers, gaps exist, specifically relating to caregiving
youth, i.e., children under the age of 18 years. With no
previous comprehensive review to assess what is known
about US youth caregivers, a scoping review, focusing on
mapping the key concepts, including the main sources and
types of evidence available, was undertaken. By drawing
conclusions about the overall state of research activity and
identifying research gaps and priorities in the existing lit-
erature, this study provides a baseline assessment of youth
caregiver research published in peer-reviewed journals
from 1996 to 2015. A total of 22 articles were included in
the analysis. Beyond inconsistencies with naming and
defining young/youth caregivers, the review found
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significant knowledge gaps in crucial areas including SES
status of families who rely on caregiving youth, the role of
race, ethnicity and culture, support across schools, com-
munities and medical professions, and the lack of care-
giving programs and polices inclusive of youth under 18.
The results underscore the need for further inquiry,
including longitudinal study, into the lives and experiences
of caregiving youth, informing the development of youth
caregiver focused supports and polices across the US.

Keywords Young carer - Young caregiver - Caregiving
youth - Scoping review

Introduction

Over the past decade, several national surveys have
reported between 36 and 65 million family caregivers in
the United States (US), but the latest survey indicated an
estimated 44 million family caregivers [National Alliance
for Caregiving (NAC)/AARP 2015], making families the
largest providers of informal care in the US. Well over
2000 published studies have provided an extensive base for
understanding the family caregiving context (see reviews
Schulz and Martire 2004; Feinberg 2006), and they are
primarily focused on spouses and adult children caring for
older relatives (Schulz et al. 1995; Given et al. 2004) as
well as parents caring for ill and disabled children (Klassen
et al. 2007; Sulkers et al. 2015). Results of these studies
describe strains, burdens and negative emotional and
physical outcomes of caregiving (Haley 1997; Stetz and
Brown 2004; Schulz and Martire 2004; Heru and Ryan
2006), as well as the potential for positive impacts of
caregiving (Kramer 1997; Cohen et al. 2002). This large
body of research has informed numerous state and national
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interventions for family members caring for elders and
young children, providing a pathway for policies and large-
scale services targeted at improving the lives of elder and
young parent family caregivers (Feinberg and Newman
2006).

Largely excluded from the years of caregiving research,
policy, and program development are caregivers under the
age of 18 years. This age group, referred to as “caregiving
youth” in US studies and “young carers” in the global
literature, are providing substantial care, usually on a long-
term basis, to dependent family members of all ages who
have physical and mental health conditions, disabilities,
frailty, and other problems. Yet, despite the intense care
provided, and potential long term complicated impacts of
caregiving, they remain an isolated and understudied ado-
lescent population.

Caregiving Youth

Involvement of children/youth in household activities is
integral to normative interactions and expected family
contributions to family life (Friedman et al. 2003). More-
over, helping with household duties provides a healthy way
for children to learn responsibility and modeling of adult
roles (Boszormenyi-Nagy and Sparks 1973). However,
household activities can go beyond household chores,
transitioning to caregiving tasks including personal, emo-
tional, and physical caregiving, shifting children from
helping in the home to managing households and providing
care usually performed by adults. These children and
adolescents have largely been overlooked as potential
providers of care.

International Young Carer Research

Young carers have been identified and studied in the
United Kingdom (UK), Australia, Africa, several European
and Asian countries, as well as Canada, and the prevalence,
characteristics, contributions, and support needs for this
population are beginning to be acknowledged in both
policy and programming. In order to understand the current
state of caregiving youth affairs in the US however, we
must first situate what is known within the context of the
larger global body of research and awareness. Becker’s
(2007) global analysis of young carer movements provides
a jumping off framework to achieve this aim.

Becker (2007) examined four countries using a typology
characterizing national levels of young carer awareness and
policy response on a scale ranging from advanced to pre-
liminary. The UK was the most advanced country in
addition to being the founding nation of the young carer
movement. Not only have young carers been “well and
truly placed on the map of child welfare services”
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(Newman 2002, p. 614) since the mid-1990s, but there are
also over 350 dedicated young carer projects servicing
more than 25,000 young carers while employing hundreds
of workers and volunteers (Becker 2007). Young carers
also have legal rights to an assessment of their personal
needs and their ability to provide and continue to provide
care, having the option of direct cash payments in lieu of
services should they choose to coordinate their own care
plans. Australia held an “intermediate” designation
because of a track record of heightened national awareness
and recognition of young carers since 2000, among policy
makers, professionals, and the general public. Coordinated
policy actions have also led to the creation of partial legal
rights and increasing young carer-specific interventions
(Becker 2007). The US was ranked as “preliminary”
because of its limited recognition of the existence of
caregiving youth and minimal research coinciding with
only a handful of dedicated local services. Helping to edge
the US past an emerging position, however, was the
development of the American Association of Caregiving
Youth (AACY) in 1998, and the national prevalence study
estimating the presence of 1.3—1.4 million child caregivers
between ages 8 and 18 years in the US [National Alliance
for Caregiving/United Hospital Fund (NAC/UHF) National
Alliance for Caregiving/United Hospital Fund 2005]. This
is contrasted with Sub-Saharan Africa whose “emerging”
position was characterised by an embryonic awareness of
young carers as a distinct social group within the “vul-
nerable children” population, relating to the effects of HIV/
AIDS on young carers (Becker 2007).

As a result of the awareness raising and research results
borne out of the contributions of these four countries,
additional nations have begun acknowledging youth as
both potential providers and receivers of care. The most
advanced of the new countries is Canada, which can be
seen holding a “preliminary” designation because of the
operation of a handful of dedicated young carer programs
that have assisted an estimated 1250 young carers since
their inception in 2005 (Stamatopoulos 2015b). Germany
holds a place somewhere between “emerging” and “pre-
liminary” because of a small but developing research base
and the existence of one official young carer project funded
by the German Federal Ministry of Education and Research
(Schlarmann et al. 2011). A growing number of European
countries may soon be added to the typology, because a
small group of researchers and social service providers
from Iceland, Italy, the Netherlands, Norway, and Sweden
are developing an interest in caregiving youth, although no
known dedicated programs exist to support their specific
caregiving roles.

While international research may provide valuable
insights into the lives of young carers, differences in gov-
ernment legislation and programs as well as sociocultural
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differences between countries do not allow for parallels
and assumptions about impacts of caregiving to be made
between young carers in each country. Moreover, apart
from the UK and Australia, whose registered young carer
projects are housed on the UK’s National Health Service
(NHS) website and the Carers Australia website, it is dif-
ficult to locate all the additional programs and dedicated
young carer services to inform directions for support.
Reliance on international young carer best practices is
important but not necessarily entirely appropriate or
available for informing policy and programs in the US.
Consequently, an understanding and review of the litera-
ture about caregiving youth in the US and the policies
affecting caregiving youth is vital.

Youth Caregivers in the US

The results of the NAC/UHF prevalence study of caregiving
youth in the US reported a significant proportion of care-
giving youth had an increased likelihood of experiencing
school problems and depression compared to their non-
caregiving counterparts (NAC/UHF 2005). Unfortunately,
10 years after the release of this report and Beckers’ report
(2007), the US still maintains a “preliminary” assignment.
Caregiving youth are completely hidden from public agen-
das, as seen in a recent White House program on caregiving
(www.whitehouseconferenceonaging.gov), which had no
focus on youth. Furthermore, the latest National Caregiving
Alliance/AARP caregiver survey did not include caregivers
under the age of 18 years (NAC/AARP 2015), while care-
giving youth are excluded from federal and state-funded
caregiving programs, all of which target adult caregivers
exclusively. Historically informing the development of
local, state and national programs, the vast adult caregiver
research base details the lived experience, support needs, and
impacts of caregiving (see Skaff et al. 1996; Schulz and
Martire 2004; Savage and Bailey 2004). Caregiving pro-
grams and policies are driven by research, including litera-
ture reviews, which provide a clear roadmap for future work
by detailing the breadth of an issue or population from which
polices and programs can be designed.

Current Study

The body of research on US youth caregivers has yet to be
coalesced into a review, leaving a gap in the ability to inform
and guide policies and caregiving programs as has been
conducted in adult caregiving policies, but targeting care-
giving youth. Thus, there exists a need to create a road map
and framework for future US youth caregiving research from
which to move the caregiving youth research field forward.
Offering an “opportunity to identify key concepts, gaps in

the research, and types and sources of evidence to inform
practice, policymaking, and research” (Daudt et al. 2013,
p- 8), a scoping review was conducted to inform that road-
map. With a focus on the breadth of the literature as opposed
to a systematic review of detailed interventions and pro-
grams, non-existent in US caregiving youth, the scoping
review addressed four main research questions: (1) Who is a
caregiving youth?; (2) What is the caregiving experience?;
(3) How are caregiving and well-being measured?; and (4)
What knowledge gaps exist to guide priorities for future
research and programming directions?

Methods
Conceptual Framework

Following the framework established by Arksey and
O’Malley (2005), the goal of this scoping review was to
summarize available caregiving youth peer reviewed pri-
mary research findings, with the intent to draw conclusions
about the state of research activity and identify research
gaps in the existing literature without a detailed review of
findings or a quality assessment of the studies involved.
The scoping review entailed six steps: (1) defining a broad
research question or set of questions; (2) identifying the
relevant literature about caregiving youth in the US that
meet search parameters; (3) selecting the studies meeting
the selection criteria; (4) charting the results from accepted
articles; (5) summarizing the results and identifying gaps;
and (6) a consultation exercise to inform and validate
findings from the main scoping review (Oliver 2001). The
final step entailed engaging with a known young/youth
caregiver expert and professional, gathering feedback
about identifying gaps and priorities to validate the overall
review (Anderson et al. 2008).

In order to identify the literature, a series of search terms as
well as parameters for including articles were developed to
review the literature using PubMed, CINHAL, Google
Scholar, JSTOR, SocIndex, PsychlInfo, academic search, and
‘Web of Science online search engines as well as paper journals
when online versions were not available. The consensus from
discussions and meetings with research and practice experts in
this area was that there was no consistent nomenclature for
child and adolescent caregivers. Thus, the following key
words were used: “young carer,” “young caregivers,” “child
carers,” “children caregivers,” “youth caregivers,” “care-
giving youth,” and “adolescent caregivers.”

Criteria for accepting articles included the following:
Given the focus on primary youth caregiver research,
articles had to have been published in a peer-reviewed
journal from January 1996 to May 2015; the research had
to be conducted at least partially in the US, using US
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samples; in order to separate caregiving from general care
of other children in the home or babysitting, research
studies must address caregiving for a family member with a
physical or mental impairment; data could be collected
from parents or care recipients and/or youth caregivers; and
qualitative or quantitative methods were both acceptable.
Of 25 articles initially retrieved, the review of abstracts
revealed 22 publications that included one or more of the
search terms and met review criteria. If an abstract was
unclear, the full paper was obtained and reviewed to assess
whether it would be included in the review.

US Scoping Review Results
Sources and Types of Evidence

As shown in Table 1, caregiving youth research is largely
descriptive, providing an initial picture of who caregiving
youth are, their caregiving experiences, and what measures
are used to assess their well-being and relationship with their
medically dependent parent or other family member. Sample
sizes ranged from seven mothers (Keigher et al. 2005) to over
6000 youth (Siskowski 2006), but the majority contained
samples of less than 40 young caregivers.

Much of the data was qualitative, or utilized semi-struc-
tured interviews and focus groups designed for the research
project (Beach 1997; Gates and Lackey 1998; Jacobson and
Wood 2004; Keigher et al. 2005; Williams et al. 2009;
Nichols et al. 2013; Kavanaugh 2014; Kavanaugh et al.
2015). Three studies used a secondary dataset, collected as
part of the “What Works” survey of 6-12th grade students in
Palm Beach County, Florida (Siskowski 2006; Diaz et al.
2007; Cohen et al. 2012). Almost all of the studies were
conducted with the caregiving youth themselves, with three
studies using the family care-recipient as the interviewee
(Jacobson and Wood 2004; Keigher et al. 2005; Bauman
et al. 2006). One study used US population and economic
data to estimate the economic contributions of youth care-
givers (Viola et al. 2012), yet no studies collected data from
health care professionals, school personnel, or peers.

Key Concepts
Defining Caregiving Youth

Variations in nomenclature were evident across studies.
The term “young carer,” was used, consistent with the
British and Australian research, (Nichols et al. 2013;
Kavanaugh 2014; Kavanaugh et al. 2015), while the
majority used “young caregivers” (Shifren 2001; Shifren
and Kachorek 2003; Keigher et al. 2005; NAC/UHF 2005;
Siskowski 2006; Shifren and Chong 2012; Nichols et al.
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2013), with “caregiving youth” also embraced by several
researchers (Siskowski et al. 2007; Cohen et al. 2012).
Shifren and Chong (2012) addressed the lack of consis-
tency in defining child caregivers across studies: “Cur-
rently, no general consensus exists for the operational
definition of young caregivers... (p. 113).” The existing
literature reflects this debate about what it means to be
young, including demographic data about these caregivers,
relationships with care recipients, the caregiving experi-
ence, and the level of care responsibility required to
establish caregiver status.

Age

Several studies, including the national prevalence study,
used a minimum and maximum age. The national preva-
lence study (NAC/UHF 2005) and two other studies
(Bauman et al. 2006; Nichols et al. 2013) set the minimum
age at 8 years, whereas the three studies using data from
the Palm Beach Florida “What works” survey (Siskowski
2006; Diaz et al. 2007; Cohen et al. 2012) ranged from 6 to
12th grade (approximately 10-18 years of age). Finally,
others, (Gates and Lackey 1998; Lackey and Gates 2001;
Nichols et al. 2013) defined the range as 10-19. In the US
children are regarded as under age 18 years, but it is clear
the maximum age in these studies was not consistent with
the national limit, despite their focus on youth and children.
Williams et al. (2009) simply said that young caregivers
are children who are the ages of minors, while Kavanaugh
(2014) referred to young carers as under 19. Shifren and
colleagues (Shifren 2001, 2008; Shifren and Kachorek
2003; Shifren and Chong 2012) used individuals who were
caregivers aged 21 years and younger.

Even when authors explicitly stated an age range for
caregiving youth, their samples sometimes included children
with a longer history of caregiving. For example, Lackey and
Gates (2001) set initial eligibility for their adult retrospective
study at age 10-18 years, yet found that many had been
caregivers from ages 3 to 19 years. Diaz et al. (2007)
described young caregivers as those who are ages 18 years or
younger but were limited by the dataset to children in grades
six through twelve. Furthermore, because some studies
(Beach 1997; Keigher et al. 2005) did not explicitly define
caregiving youth it might be assumed that their sample was
simply an embodiment of their definition.

Race/Ethnicity

Racial and ethnic diversity were represented in the litera-
ture, although White Caucasian Americans were the most
common constituent (Lackey and Gates 2001; Shifren and
Kachorek 2003; NAC/UHF 2005; Shifren 2008; Kava-
naugh 2014; Kavanaugh et al. 2015). In a comparison study
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Table 1 Characteristics of 22 retrieved primary research articles

References Study population Study aim(s) Definition of child caregiver Methodology Outcome measures Main findings
Lackey and N = 11; ages To describe experiences, Caregiving for an adult Analysis of three Caregiving feelings, needs, =~ Combining the analyses of
Gates (1997) 11-19 years lifeways, and needs of family member with datasets: and influences; context of different qualitative
Male = 3 adolescent caregivers of cancer for at least phenomenological, caregiving inside and methods enabled the
adults with cancer 3 months ethnographic, and outside home authors to stay true to each
Female = 8 . .
unstructured survey method; also, a high level
African of conceptualization,
American = 7 including highlighting
White dichotomies of young

Beach (1997)

Gates and
Lackey
(1998)

Caucasian = 4
Care recipient: parent
and grandparent

N = 20; ages
14-18 years

Male = 9

Female = 11

White
Caucasian = 13

African
American = 4

Native
American = 2

Pacific Islander = 2

Care recipient:

Father = 4

Aunt/uncle = 4

Grandmother = 12

N=11
(representing seven
families);

Ages 10-19 years

Male = 3

Female = 8

Care recipient:

Parent = 3

Grandparent = 8

To examine the potential
positive caregiving
experiences of adolescents
and their perceptions of
relational enhancement
from caregiving for a
family member with
Alzheimer’s disease

To describe the caregiving
provided by children and
adolescents for adults
(parents and grandparents)
with cancer

Child, grandchild, or niece/
nephew of an Alzheimer’s

or Alzheimer’s Type
Dementia (ATD) patient
living with the
respondent’s immediate
family

Caregiving for an adult
cancer patient for at least
3 months

Qualitative: semi-

structured interview,
using content analyses

Qualitative:

Phenomenologic
interviews,
ethnographic
interviews, and
selected participant
observation
experiences

Family and friend
relationships and
closeness; how family deal
with diagnosis and talk
about disease

Caregiving experiences and
feelings

Object Content Test (OCT)
to identify caregiver needs

caregivers, and
development of future
research questions was
reached by combining the
analyses

Four major positive
perceptions included
increased sibling activity/
sharing, greater empathy
for older adults, significant
mother-adolescent
bonding, and peer
relationship selection and
maintenance

Dominant phenomenologic
description of caregiving
was “Hard, but
gratifying.” Emergent
ethnographic themes
indicated caregiving was
an expectation of family
life. School and church
were described as avenues
for social support for
youngsters in caregiving
situations
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Table 1 continued

Study aim(s)

Definition of child caregiver

Methodology

Outcome measures

Main findings

References Study population
Lackey and N = 51 adults; age
Gates (2001) 19-68 years who

were caregivers at
ages 3-19 years
Male = 40
Female = 11

White
Caucasian = 46

African
American = 4

Care recipient:

Parent = 32

Grandparent = 18

Sibling = 1

N = 12; ages
23-58 years

Male = 1

Female = 11

Shifren (2001)

Care recipient
Mother = 8
Father = 1

Both = 2
Grandparent = 1

Shifren and
Kachorek
(2003)

N = 24; current ages
21-58 years who
were young
caregivers under
age 21 years

Male = 2

Female = 22

White
Caucasian = 19

African
American = 2

Asian = 1

Latino = 2

Care recipient: Adult
relative

(1) To describe the number,
kind, and intensity of
caregiving activities
performed by individuals
who assumed caregiving
responsibilities as
youngsters for adults with
chronic illnesses; (2) To
explore the meaning and
effects of the caregiving
experience on these
individuals; (3) and to
examine positive and
negative effects of
caregiving then and now

To examine the effects of
caregiving as a child on
mental health in later life
as an adult

To examine the effects of
youth caregiving on mental
health in adulthood

Caregiver to an adult family
member with a chronic
illness, ages 10-18 years
during the time of
caregiving

Primary caregivers under
age 21, for one or both
parents

Provided primary caregiving
assistance for adult relative
or parent when the
caregiver was under 21

Semi-structured
interviews using
content analysis

Semi-structured phone

interview

Phone/mail quantitative

questionnaire

Caregiving Activities
Checklist

Positive and negative effects
of caregiving, caregiving
decisions and caregiving
advice

Center for Epidemiologic
Studies-Depression scale
(CES-D); Early caregiving
experiences

Center for Epidemiologic
Studies-Depression scale
(CES-D); Parental
Bonding Instrument (PBI);
Early caregiving
experiences were assessed

Personal care was most
difficult and household
tasks were most time
consuming. Family life,
school, and time with
friends were areas most
likely to be impacted. Most
subjects indicated they
would permit their own
children to assist with care
as long as the youngster
was not the sole caregiver.
Youngsters need
information on illness,
tasks, and support

Individuals reported more
positive mental health than
negative mental health,
and only two individuals
had scores indicative of
clinical depressive
symptoms

42 % had high depressive
scores on the total CES-D.
Individuals who reported
protective fathers reported
less positive mental health.
Early caregiving is not
associated with poor
mental health in adulthood
for many young caregivers.
However, some individuals
appear as a risk for
depression in adulthood
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Table 1 continued

References

Study population

Study aim(s)

Definition of child caregiver

Methodology

Outcome measures

Main findings

Jacobson and
Wood
(2004)

Keigher et al.
(2005)

N = 51 adults with
caregivers under
age 18 years

Male = 20
Female = 31

Child caregiver:

Male = 19
Female = 32
White

Caucasian = 18

African
American = 16

Hispanic = 16
American
Indian = 1
Care recipient:
Parent = 41
Grandparent = 10
N = 7 adult women
age 3945, living
with HIV
African
American = 4
White
Caucasian = 3
Care recipient:
mother

To identify the occurrence of A family member or friend
age 18 years or younger
who assisted the adult with
[diabetes] in any way with

child caregivers among
adults with diabetes and
the type of assistance they
provide care

To explore roles and tasks
carried out by children in
HIV families and their
implications

Child under age 18 who
provided care

Exploratory descriptive
study using survey
methods

Qualitative narrative

study

Type of diabetes, number of
child caregivers, the
duration of caregiver
experiences, diabetes
education for young
caregivers, impact of
caregiving on attendance at
school and work

Mothers’ description of
activities and roles
assumed by their children,
including mothers’
perception of impacts on
children

Children provided a broad
range of service to adults
with diabetes including
interpreting, food and
insulin preparation, with
little training or education

Four types of care emerged:

Young caregivers’ emotional
or expressive care;
instrumental care;
responsibility for siblings
and other
household/family
members; and
responsibility for family
negotiation with the larger
neighborhood and
community

ADY SY 1UISI[OPY
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Table 1 continued

References

Study population

Study aim(s)

Definition of child caregiver

Methodology

Outcome measures

Main findings

NAC/UHF
(2005)

Bauman et al.
(2006)

N = 213 young
caregivers

N = 250 non-
caregivers

Ages 8-18 years

Male = 104

Female = 51 %);109

Care recipient

Parent/step = 34

Grandparent = 38

Sibling = 11

Other relative = 17

N = 100 mothers
with HIV/AIDS in
both Mutare,
Zimbabwe

(N = 50) and New
York (N = 50);
one child of each
mother ages
8-16 years
Mothers:
Zimbabwe
(African) = 48
Zimbabwe
(Mozambican) = 2

New York (African
American) = 31

New York
(Hispanic) = 17

New York
(Other) = 2

Children:

Female = 61

Male = 39

To determine prevalence of
caregiving among children
nationwide, assess
caregiving role, and impact
on lives of young
caregivers

To document young
caregivers’
responsibilities,
experiences, and
psychological health when

providing care for a mother

with HIV/AIDS

Child 8-18 years in the
household who provides
unpaid help or care to any
person. Care recipient need
not live with them, and the
care may include help with
personal needs, meals,
household chores
shopping, paperwork,
medication, or visiting
regularly

Parent had HIV/AIDS and
had to have a child in the
home

households who were
mailed surveys to
estimate prevalence,
followed by phone
interviews with family
member and young
caregiver

Cross-sectional,

quantitative interviews

Random sample of 2000 Behavior Problems Index

(BPI), time spent
caregiving and caregiving
responsibilities, mood, and
school work

Mother’s mental health:
Psychiatric Symptom
Index (PSI); Children’s
Depression Inventory
(CDI); Conflict Behavior
Questionnaire (CBQ);
Interaction Behavior
Questionnaire (IBQ);
Inventory of Parent and
Peer Attachment (IPPA);
Emotional Parentification
Questionnaire; Caregiving
tasks and experiences

Approximately 1.3-1.4
million child caregivers in
the US. Young caregivers
tend to live in lower
income household and less
likely to have two parents
as compared to non-
caregivers. However they
are not often caregiving
alone. Caregivers
experience emotional and
anxiety issues as well as
isolation and school
problems

Children provided
substantial amounts of
personal care, which was
related to maternal
disability, not child age,
gender, or presence of
other adults/siblings.
Caregiving interfered with
school and activities.
Children reported
performing more tasks
than their mothers
reported. Both children and
parents felt children were
more capable because of
their responsibilities

ADY $OY WUISI[OPY
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Table 1 continued

References Study population Study aim(s) Definition of child caregiver Methodology Outcome measures Main findings
Siskowski N = 12,681 public To assess impact of child Young caregivers are Quantitative analysis of ~ “What Works” Survey A quarter of all students
(2006) school students in caregiving on school children and adolescents secondary data included questions reported a family health
grades 6-12 performance who are age 18 years of addressing students’ family  situation affecting their
6210 students are age and younger who health situations, students’ learning. 9 out of 10
young caregivers provide significant or caregiving participation students with a family
substantial assistance, and the impact of health issue participate in
Male = 3093 i I . .
often on a regular basis, to caregiving on their hands-on, caregiving
Female = 3117 relatives or household academic performance
African members who need help
American = 1950 because of physical or
White me-ntal illnes-s, disa‘t‘Jility,
Caucasian = 2316 fra}lty associated V&.fllh
. . aging, substance misuse, or
Hispanic = 1285 other conditions
Other = 664
Care recipient: Not
noted
Diaz et al. N = 2553 Latino To describe characteristics Children and adolescents Secondary data analyses “What Works” Survey Caregiving affects school
(2007) students under age and extent of caregiving who are 18 years of age addressing students’ family ~ learning and attendance
18 years activities of Latino and younger and who health situations, students’ and performance. Negative
1391 participate in students, including effects provide significant or caregiving participation effects greater in males
caregiving of caregiving on academic substantial assistance, and the impact of
activities performance often on a regular basis, to caregiving on their
Male = 276 relatives or household academic performance
members who need help
Female = 206 because of physical or
Care recipient: Not mental illness, disability,
noted frailty associated with
aging, substance misuse, or
other condition
Siskowski 7 households with a  To assess caregiving role Children under age 18 years Retrospective chart Review of clinical When child is home, the

et al. (2007) children in the

home

N = 1 Retrospective

interview, 27 year
old female

assumed by youth for a
family member in hospice
settings

involved in caregiving review and
activities retrospective
interview

assessment records for
type of youth caregiving
and examination of
services; Adult
retrospective interview of
home healthcare and
hospice services

focus is on what they knew
about death of parent, not
caregiving. No place on
assessment from for s child
caregiver. Families have
limited communication
about end of life care with
children and teens in the
home
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Table 1 continued

References

Study population

Study aim(s)

Definition of child caregiver

Methodology

Outcome measures

Main findings

Shifren (2008)

Williams et al.
(2009)

N = 38; ages
18-61 years

Male = 5

Female = 33

White
Caucasian = 31

African
American = 3

Latino = 2

Asian = 2

Care recipient:

Mother = 21

Father = 7

Both = 3

Foster parent = 2

Grandparent = 5

N =32 (24
identified as
caregivers) ages
14-18 years

Male = 9

Female = 23

Care recipient: parent
or grandparent

To examine effects of early
caregiving experiences and
early parent—child relations
on young caregivers’ adult
social support

To describe caregiving by
teens for family members
with Huntington’s disease
(HD)

Provide assistance with basic

and/or instrumental
activities of daily living to
parents or adult relatives,
while under the age of

21 years

Caregiving responsibilities

assumed by teens in
families of persons with
HD

Phone/mailed
quantitative
questionnaire

Focus group, qualitative

study using content
analysis

Early caregiving
experiences; Parent-
Bonding Inventory (PBI);
Medical Outcome Study
Social Support Survey

Qualitative description of
caregiving experiences

Individuals who began
caregiving at older ages
perceived their fathers as
warm and more caring than
those who began
caregiving at younger ages

Shorter duration of the care
related to perceived
affectionate support in
adulthood

Father’s warmth and caring
toward young caregiver
related to more perceived
tangible support available
to them in adulthood

Four themes described the
experience of caregiving:
tasks and responsibilities,
subjective burden,
caregiving in the context of
personal risk, and
decisional responsibility
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Table 1 continued

Study aim(s) Definition of child caregiver

Methodology

Outcome measures

Main findings

References Study population
Cohen et al. N = 1281 middle
(2012) school students;
ages 10-14 years,
including
caregivers and non-
caregivers
Male = 707
Female = 574
White
Caucasian = 291
African
American = 373
Hispanic = 253
Asian = 23
Multiracial = 124
Other = 217
Care recipient: Not
noted
Hamill (2012) N = 29 adolescents;
ages 11 to 21 years
Male = 8
Female = 21
White

Caucasian = 75 %
Mexican—

American = 24 %
Care recipient:

Grandparent

Children and adolescents
under age 18 years

To examine psychological
and behavioral functioning
in a sample of middle
school students who were
caregivers for relatives at
home and outside their
home compared to non-
caregiving peers

Youths ages 21 years and
younger, who provide care
for grandparents with
Alzheimer’s disease

To explore adolescent
caregiving responsibilities,
experiences, plans for
future, and outcomes of
caregiving when providing
care for a grandparents
with Alzheimer’s disease

Secondary data analysis

Structured quantitative
phone interview with
young caregivers and
parents

Caregiver experiences and
relationships; Behavior
Problems Index (BPI);
Social Stress Version of
the Response to Stress
Questionnaire (RSQ);
Satisfaction with Life
Scale (SWLS)

Caregiving needs and tasks;

Zarit Burden Interview;
Activities of Daily Living
(ADLs) and Instrumental
Activities of Daily living
(IADL); Affectual
Solidarity Scale; Social
commitment subscale in
Psychosocial Maturity
Inventory; Attitude
Toward the Provision of
Long-Term Care Scale;
caregiver intentions

Young caregivers reported
significantly higher
anxiety/depression and a
greater use of coping styles
compared to non-
caregivers. Caregiving has
a negative influence on the
emotional well-being of
youth with dual student-
caregiver roles

Grandchildren provided
more help when parents
provided more care and
when grand children had
greater affection for
grandparents. Adolescents
had lower levels of social
responsibility and more
negative attitudes toward
the long-term care when
fathers displayed more
subjective burden
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ADY SY 1UISI[OPY



138unadg @

Table 1 continued

References

Study population Study aim(s)

Definition of child caregiver

Methodology

Outcome measures

Main findings

Shifren and
Chong
(2012)

Viola et al.
(2012)

N =134 To describe retrospective
Caregivers = 40; young caregiver health-
non related behaviors as

compared to non-caregiver
samples; assess
relationship between
former young caregivers’
health-related behaviors
and their mental health

caregivers = 94

Current ages
18-61 years

Male =5

Female = 35 * only
females used in
analysis.

Caregivers:

White
Caucasian = 28

African
American = 4

Latino = 2
Asian = 1
Care recipient:
Mother = 21

Father, both parents,
foster parents,
grandparents = 14

To estimate the economic
value of youth caregivers
using estimated prevalence
and hourly caregiving from
NAC/UHF study as well as
economic value of hourly
care by long term care
aides from Bureau of
Labor

Used sample of
caregiving and
non-caregiving
youth identified in
NAC/UHF 2005
prevalence study
above

Provision of basic and/or
instrumental activities of
daily living (for at least
one month) to parents or
adults relatives while
under the age of 21 years

Child 8-18 years in the
household who provides
unpaid help or care to any
person. Care recipient need
not live with them, and the
care may include help with
personal needs, meals,
household chores
shopping, paperwork,
medication, or visiting
regularly

Phone/mailed
quantitative
questionnaire

Computed economic
value of caregiving
hours of 1.3-1.4
million youth
caregivers

Health Behaviors Inventory
(HBI); Center for
Epidemiologic Studies
Depression Scale (CES-D)

Estimated value of
caregiving time of youth
caregivers in dollars and
comparison to all
caregivers

Former young caregivers
and non-caregivers showed
similar health-related
behaviors, yet differed
significantly from non-
caregivers’ in alcohol
consumption. Former
young caregivers reported
drinking significantly less
alcohol over time than the
emerging adult non-
caregiving sample.
Managing stress led to
more positive mental
health in former young
caregivers

Approximate economic
worth of youth caregivers
is 8.5 billion dollars or
2.5 % of the estimated
total 350-450 billion dollar
contribution of all
caregivers
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Table 1 continued

References Study population Study aim(s) Definition of child caregiver Methodology Outcome measures Main findings
Nichols et al. N = 14 from US and To learn more about the Ages 8-19 years, acting as  Qualitative study, using Qualitative description of Seven themes identified
(2013) Canada; age needs and experiences of caregiver to someone with semi-structured focus needs and experiences of describing the caregiving
8-19 years young carers for patients of ~ frontotemporal dementia groups and thematic young carers for a patient experience: Emotional
Male = 4 frontotemporal dementia (FTD) analysis with FTD impact of living with a
(FTD) in order to create a parent with FTD;
Female = 10 . .
relevant support website caregiving tasks and
Care recipient: for young caregivers to activities as well as
Father = 8 dementia patients rewards and challenges;
Mother = 2 coping strategies;
symptoms of FTD;
Step father = 2 Diagnosis of FTD; how
Grandfather = 2 FTD impacted young
caregivers’ relationship
with patient; and support
received by young
caregivers
Kavanaugh N = 40 children and To describe children and Children ages 10-20 years, = Mixed method; Affected Individual Young caregivers have
(2014) adolescents age adolescents and their engaging in any activity to structured interviews Questionnaire (AIQ); substantial caregiving
12-20 years experiences as caregiver to  help their parent with (HD) Multidimensional responsibilities. Majority
Male = 9 parents with Huntington’s Assessment of Caring of them experienced
disease (HD) Activities (MACA-YC school problems and
Female = 31 18), and Affected conflict with parents.
Care recipient: Individual QuesEtionnaire;  Caregiving tasks were
Mother = 25 Conflict Behavior associated with problems
Father = 15 Questionnaire (CBQ-20); with school and conflict

School problems;
Children’s Depression
Inventory (CDI)

with the ill parents.

Parental symptoms were
associated with poor
psychological well-being,
parental conflict, and
school problems for young
caregivers
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Data analysis elicited three

Main findings

Qualitative exploration of

Outcome measures

Methodology
Qualitative content

Definition of child caregiver
Children ages 10-20 years,

Study aim(s)
40 children and To explore social support

adolescents ages

Study population

N

Table 1 continued
References
Kavanaughng

@ Springer

main categories associated

with support needs:

social support needs

analysis

engaging in any activity to
help their parent with HD

needs of young carers for a
parent with Huntington’s

disease (HD)

et al. (2015)

12-20 years

Male = 9

Instrumental support,

Emotional support, and
Personal needs. Each

31

Care recipient:
Mother = 25

Female

category detailed the need
for friends to understand,
others to show care for

caregivers, and for the
young carers to receive

Father = 15

assistance with caregiving
tasks. Furthermore, they

stated a need for

information and advice

about caregiving, and the

creation of outlets such as
support groups to help

them feel less alone and to
normalize their situation

of 50 New York and 50 Zimbabwe young caregivers,
63 % of the New York caregiving population were
African American and 33 % were Hispanic, with only
8 % White Caucasian (Bauman et al. 2006). In her
analysis of 6210 Palm Beach middle school students
who were caregivers, Siskowski (2006) found 31 % of
caregivers were African American and Hispanic com-
pared to 37 % who were White Caucasian. Using the
same database, Diaz et al. (2007) reported on a sample
of 2553 Latino young caregivers, while, Jacobson and
Wood (2004), reported 63 % African American and
Hispanic, and 35 % White Caucasian.

Relationship and Geographic Proximity to Care
Recipient

Child caregivers were also defined by their relationship
to the care recipient—often their parent (Keigher et al.
2005; Bauman et al. 2006; Nichols et al. 2013; Kava-
naugh 2014). Grandparents (Beach 1997; Lackey and
Gates 2001; NAC/UHF 2005; Shifren 2008; Hamill
2012) adult relatives (Diaz et al. 2007; Shifren and
Kachorek 2003; Shifren and Chong 2012), and siblings
(NAC/UHF 2005) were also listed as care recipients.
Jacobson and Wood (2004) broadly referred to care
recipients as family members or friends, although their
sample included a large majority (80 %) of children
caring for their parents. Two studies (Beach 1997; Diaz
et al. 2007) indicated that caregivers live with their care
recipients who may be any family member. While
Kavanaugh et al. (2014, 2015) and the national preva-
lence study (NAC/UHF 2005) included caregivers who
lived in the same household as the care-receiver in
addition to those living in separate residences.

Caregiving Experience
Care Recipient lllness

Caregiving youth were confronted with a broad range of
illnesses and disabilities that may require a wide variety of
care tasks depending on the severity of conditions, co-
morbidities, length of caregiving, and the presence of more
than one care recipient. Some studies focused on children
caring for family members with specific medical condi-
tions: HIV/AIDS (Keigher et al. 2005; Bauman et al. 2006),
diabetes (Jacobson and Wood 2004), cancer, (Gates and
Lackey 1998), Alzheimer’s disease (Beach 1997), fron-
totemporal dementia (Nichols et al. 2013), and Hunting-
ton’s disease (Williams et al. 2009; Kavanaugh 2014;
Kavanaugh et al. 2015). The NAC/UHF (2005) national
prevalence study included care recipients with many med-
ical conditions, the most common being Alzheimer’s, heart
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disease, arthritis, diabetes and cancers. The remaining studies,
including those using the “What Works” dataset in Florida,
(Siskowski 2006; Diaz et al. 2007; Cohen et al. 2012),
addressed diverse illnesses and disabilities (Lackey and Gates
2001; Shifren and Kachorek 2003; Shifren 2008; Shifren and
Chong 2012) and different settings, including hospice (Sis-
kowski et al. 2007) and nursing homes (Kavanaugh 2014).

Caregiving Tasks

Many of the studies delineated a range of activities of daily
living (ADLs) and instrumental activities of daily living
(IADLs) (Lackey and Gates 2001; Shifren and Kachorek
2003; Jacobson and Wood 2004; Keigher et al. 2005; Bauman
et al. 2006; Siskowski 2006; Diaz et al. 2007; Shifren 2008;
Kavanaugh 2014). Often extensive care needs required care-
giving youth to manage a variety of often complicated tasks
including personal care such as feeding, toileting and dressing
(Lackey and Gates 2001; Shifren and Kachorek 2003; Bau-
man et al. 2006; Nichols et al. 2013; Kavanaugh 2014), pro-
viding medication (Jacobson and Wood 2004), emotional care
and support (Keigher et al. 2005; Bauman et al. 2006), and
running errands and doing household chores (Gates and
Lackey 1998; Nichols et al. 2013).

Caregiving Role

In addition to assessing tasks, understanding whether the
child/youth were providing care with the assistance of
someone else and length of caregiving activities is an
important area. Shifren and Kachorek (2003) found the
majority of adults who were caregiving youth were the
primary caregivers for parents and grandparents, while
Beach (1997) reported predominantly secondary care-
givers. Williams et al. (2009) suggested, “other adults may
be in the home (p. 281).” The national prevalence study
reported that approximately 75 % of young caregivers in
the study were not caring for their relative alone (NAC/
UHF 2005). Bauman et al. (2006) found young caregivers
often had older or young siblings present, who shared in the
caregiving, while Lacky and Gates (1998) stated an adult
always monitored the young carers. Although most articles
mentioned/discussed the possibility of solitary caregiving,
specific data about the number of caregivers within
households was not uniformly collected.

Several studies did not explicitly address length of time-
spent caregiving (Beach 1997; Lackey and Gates 1998;
Keigher et al. 2005; Siskowski 2006; Diaz et al. 2007;
Cohen et al. 2012; Nichols et al. 2013), whereas others
captured the duration of care in detail. Shifren and col-
leagues report an average of 6 years spent caregiving,
while Kavanaugh (2014) found youth providing care for up
to 10 years.

Caregiving Outcomes

Specific outcome measures detailed in Table 1 highlight
the diverse effects of caregiving on this population. Fre-
quently reported effects of caregiving address school per-
formance and attendance. Indeed, several papers reported
tardiness and absences, poor school performance, fatigue,
and inability to complete school work (NCA/UHF 2005;
Siskowski 2006; Kavanaugh 2014).

In addition to school outcomes, several studies focused
on depression. Both Bauman et al. (2006) and Kavanaugh
(2014) measured children’s depression using the Children’s
Depression Inventory (CDI) (Kovacs 1992). Shifren and
colleagues (Shifren 2001, 2008; Shifren and Kachorek
2003; Shifren and Chong 2012) used the Center for Epi-
demiologic Studies Depression scale (CES-D). Cohen et al.
(2012), analyzed secondary data collected as part of the
“What Works” survey, which included the Behavior
Problems Index (BPI), as did the national prevalence study
(NAC/UHF 2005).

Moreover, several studies addressed how caregiving
impacts family relationships, including measures of par-
ental bonding and attachment. Bauman et al. (2006) used a
revised Inventory of Parent and Peer Attachment (IPPA) to
measure aspects of parent relationships with caregivers,
while Shifren and associates used the Parental Bonding
Instrument (PBI) (Shifren and Kachorek 2003; Shifren
2008). Bauman et al. (2006) and Kavanaugh (2014) also
both measured interactions with the ill parent using the
Conflict Behavior Questionnaire.

Finally, several measures addressed impact in terms of
the intensity of caregiving activities or level of responsi-
bility. Bauman et al. (2006) collected data on the number
of hours caregivers spent on chores. Kavanaugh (2014)
used the Multi-Dimensional Assessment of Caregiving
Activities (Joseph et al. 2009), capturing a diverse range
and intensity of caregiving tasks. Shifren (2001) developed
the Early Caregiving Experience Questionnaire, and used it
in a later study (Shifren and Kachorek 2003). Gates and
Lackey (1998) designed and implemented the Caregiving
Activities Checklist and also used it in their later work
(Lackey and Gates 2001).

Discussion

Caregiving youth play a vital role in the provision of family
based care in the US, yet the research base is limited at
best. The review identified 22 published peer-reviewed
empirical papers, compared to well over 2000 adult care-
giving papers, detailing a small, disparate research
knowledge base addressing a population estimated at over
1.4 million caregiving youth (NCA/UHF 2005). In
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contrast, England and Wales have approximately 432,250
young carers out of a population of 64 million (ADASS
2014), Australia has 119,441 young carers out of a popu-
lation of 23 million (Cass et al. 2009, p. 31), and Canada
has 1.18 million young carers out of a population of 35
million (Stamatopoulos 2015a, b). Thus, with a population
of 318.9 million, the lack of attention in the US in contrast
to other developed but much smaller populated countries is
pointed. The need exists to increase not only the number of
studies, but also the complexity in how we understand
young caregivers in the US. The US studies were largely
descriptive, highlighting the gap in our understanding of
more complex and nuanced analyses of their experiences.
With little data on predictors, mediators and moderators of
well-being, the development of programs and policies
targeting this young population will be hindered by the lack
of detailed and complex data.

The review also highlighted an important difficulty in
defining these young caregivers, including the lack of a
consistent age range. This is a critical issue since national
and state policies providing funding for caregiver programs
and services use age at entry criteria age, with many
beginning at age 18 (NAC/AARP 2015). Defining a crite-
rion age for youth requires discussions about policies for
separate qualifications for caregiving services with an entry
and exit age or wrapping youth into adult caregiving ser-
vices. This struggle is underscored in the international
variations in nomenclature defining what it means to be a
young caregiver, with most countries using the term
“young carer” (i.e., UK, Australia, Africa, Canada, Ger-
many Austria, Iceland), but with others using variants from
“young informal carer” (YIC) in Sweden, “young care-
giver” in Netherlands, and “next of kin” in Norway. As
evidenced in the review findings, defining young caregivers
goes beyond the choice of wording, to include numerous
constructs from age to experiences. However, for future
directions and research, a common definition and nomen-
clature will be important as the field of caregiving research
moves forward, particularly in terms of how to devise and
administer programs. Devising young caregiver programs
is vital, given the broad and often complex caregiving
experiences of these isolated young caregivers.

Given the potential for negative impacts of complex
caregiving tasks on children at earlier developmental
stages, the young caregiving experience may be considered
“off-time” with tasks traditionally performed by adults
(Neugarten 1979). Indeed the review revealed youth
involved in a variety of complex caregiving tasks, includ-
ing those not typically associated with adolescents—toi-
leting, bathing, feeding—over an extended period of time.
Several studies consistently reported that the modal dura-
tion of care was between 1 and 4 years, and some of the
studies also reported a mean duration of care greater than
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6 years (Shifren 2008; Shifren and Chong 2012; Kava-
naugh 2014).

Furthermore, youth provide care for a variety of medical
conditions ranging from diabetes to Huntington’s disease,
and may be the sole caregiver for a parent, grandparent or
other family member. Congruent with the international
literature, US youth caregivers experienced social, psy-
chological, health and educational problems as a result of
their responsibilities and stress, underscoring the universal
experience of being a child caregiver, the impact of “oft-
time” experiences on adolescents, and the need for strong
social supports and policies non-existent in the US.

The review strengthens our understanding of caregiving
youth by coalescing the current research base of caregiving
youth in the US. Yet, despite the knowledge gained of
existing young caregiver research, perhaps the most vital
aspect of the review is what else the review highlighted: the
numerous gaps in US caregiving youth research. These
gaps are found at several levels, from specific caregiving
youth and family demographics, to broad national aware-
ness. Addressing the gaps will serve to inform policy and
program development, and represent the many opportuni-
ties to further understand the experiences, isolation, and
need for program and supports with caregiving youth.

Gaps in Caregiving Youth Research
Caregiving Youth Data

Race/Ethnicity While several studies addressed care-
givers across race and ethnicity, the results did not allow us
to surmise how the caregiving experience varies by these
influences and how the role of culture influences family
reliance on youth caregivers. Given the clear health and
social disparities by race and ethnicity in the US (Williams
and Jackson 2005; Krieger et al. 2005), understanding how
these relate to the caregiving youth experience is vital. The
adult caregiving literature identifies differential experi-
ences across racial and ethnic groups (Connell and Gibson
1997; Aranda and Knight 1997), highlighting the role
cultural expectations and norms play in the experiences of
providing care and specific ways to support caregivers.
Indeed, results from the Australia census indicated that
youth from indigenous and culturally diverse backgrounds
were more likely to be young carers than other young
people (Cass et al. 2009), while Canadian census data
revealed it was youth from those areas across Canada with
the highest proportions of indigenous populations (i.e.,
Northern Canada) who had the greatest proportion of
young carers (Stamatopoulos 2015a). The US literature did
little to expose variations across race and culture as well as
how associated norms or experiences might vary in chil-
dren and youth who provide care. Thus, further exploration
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of the role of culture in the lives of young/youth caregivers
is warranted to assess the true experiences across groups of
caregiving youth.

Social Support With few exceptions (Shifren 2008;
Kavanaugh et al. 2015), a focus on social support and
caregiving youth support needs is largely missing from the
literature, despite the role of perceived social support in
positive emotional and interpersonal outcomes in non-
caregiving adolescents (Demaray and Malecki 2002). This
is a glaring omission given the extensive coverage in the
adult caregiving literature (Schultz and Martine 2004;
Cannuscio et al. 2004) that is informing the development of
numerous state and national programs targeting adult
family caregivers. Caregiver youth studies must include
social support needs, including how this group defines their
needs and resources to support them, thus lessening the
isolation many describe. Evidence from the AACY (2015)
project clearly described interventions for how schools can
support and educate caregiving youth to reduce isolation
and increase peer acknowledgement and support, yet few
school based programs exist.

Although schools are pivotal systems to provide support,
other avenues for support remain unaddressed, pointedly
the medical community. Given the vital role medical pro-
fessionals play in the lives of ill adults, as well as pro-
moting positive health and well-being of children and
youth, it is crucial to engage medical professionals,
including physicians, nurses, psychologists, and social
workers, around caregiving youth experiences, needs and
supports from a medical perspective. Indeed, physicians,
especially pediatricians and family physicians, have begun
to acknowledge their role in identifying and supporting this
population (McGrath 2015).

Physical Health of Youth Caregivers The data on adult
research has revealed the numerous immediate and long
terms effects of caregiving, including physical strain and
injuries, stress, obesity and long-term chronicity (Ory et al.
1999; Kim and Schulz 2008). While Shifren and Chong
(2012) reported higher levels of alcohol consumption in a
retrospective sample of young carers, underscoring the
need to assess health behaviors that may impact young
carer well-being, no other US studies have focused on the
impact of caregiving on the physical health or health
behaviors of caregiving youth. However, other countries
have begun attending to physical health, including the UK
where young carer research has shown the risk of experi-
encing physical strain associated with caregiving (Aldridge
and Becker 1993). In response to the increased attention
paid to caregiving in the UK, the 2001 UK census asked
about caregiver health of all ages, including young/youth
caregivers. The results showed that children under age

16 years who provided 20 h or more of caregiving rated
their health as “not good” (Doran et al. 2003).
Researchers in Australia also addressed the health of
young carers, finding that they were more likely to have a
health condition compared to their non-caregiving peers
(Bittman et al. 2004). While these results suggest that
caregiving may impact the physical health of youth care-
givers, the lack of knowledge about the health of care-
giving youth is a serious gap, particularly in the US where
rates of obesity, stress, and poor overall adolescent and
youth health are on the rise. Given the increasing attention
paid to the health and well-being of youth in the US,
including the Robert Wood Johnson Foundation’s healthy
kids, healthy communities initiatives (www.healthykid
shealthycommunities.org) and the national goal of healthy
development, school performance, overall safety and well-
being of children and adolescents by 2020 (Healthy people
2020), the need to assess the caregiving influence on the
health of young caregivers is a glaring gap and a much
needed direction for future research and programming.

Family Level Data

SES and Family Context Context is the location, both
geographical and familial of a person in society (Kuh et al.
2003), and includes constructs such as socio-economic
status (SES), health policy, and available resources (Elder
1998). Given the young age of many young caregivers,
understanding the context and family level data surround-
ing young caregivers usually requires the addition of a
parent or knowledge adult to the study. Yet, parents or
other knowledgeable adults were frequently not included as
participants in youth caregiving studies, thus limiting the
ability to collect important information about the family
context of caregiving. International reports often described
young carers as living in single parent, low SES families
(Cass et al. 2009), yet the US literature had limited data
about socioeconomic status, family composition, or other
situational variables that influence whether and how chil-
dren provide care. The US national prevalence study found
that youth caregivers also were more often in single family,
low-income households (NAC/UHF 2005). However,
given the above stated reliance on data obtained from youth
who may not know why they are in the caregiving role, it is
not clear whether this is the defining reason for relying on
child caregivers in the US. Excluding the parent or ill
family member misses the importance of external social
context and its influence on the individual and family
systems, particularly when considering the impact of
caregiving, the reasons children are caregivers, and the
need for holistic social supports and programs to assist
young carers and their families.
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Health Care and Insurance One vital aspect of young
caregiver context is the presence of health care and health
care access. Pointedly missing from the US literature was
the important role health insurance might play in the need
for children to be caregivers. Despite provisions in the
Affordable Health Care Act, many families may still
struggle with access to home care. It is unclear what access
families with a young caregiver have to health care and
health care supportive services (e.g., physical therapy,
occupational therapy, home health, visiting nurses), how
this access may precipitate the need for a youth caregiver,
and how health care needs intersect with culture and family
level norms in the US. In the age of the Affordable Health
Care Act, understanding who does and does not have
access to proper care and services is vital for the health and
well being of not only care recipients but also youth
caregivers in the home.

National Data

Large Scale Studies/Data Given the extensive national
study of adult caregivers, the most pointed gap in young
caregiver research is the overall lack of national data to
inform policy and programs targeted to young caregivers.
The UK, Canada and Australia have included caregiving
questions in their censuses for years, beginning with
Canada in 1996, followed by UK and Australian censuses
in 2001 and 2006, respectively (Stamatopoulos 2015a).
However, no US census data exists on caregivers, either
youth or adult. Conducted over a decade ago, one study in
the US represents the entirety of what we know about the
national prevalence or population estimates of young
caregivers (NAC/UHF 2005). None have followed, in
sharp contrast to several national caregiving surveys of
adult caregivers conducted over the same time period
(NAC/AARP 2015). These national adult surveys have led
to the development, implementation, and continued support
of national and statewide caregiving programs, always
exclusive of caregivers under the age of 18.

One avenue for national youth caregiver assessment is to
include caregiver experiences in the numerous existing
national surveys of youth, including the National Longi-
tudinal Study of Adolescent and Adult Health (Add Health)
and the Youth Risk Behavior Survey (YRBS). Indeed, the
Behavioral Risk Factor Surveillance System (BRFSS), a
national health-related survey of US residents, has included
caregiving in several state surveys over the years, yet no
data were collected on caregivers under the age of 18 years
(Anderson et al. 2013). The addition of caregiving ques-
tions in these surveys would provide a more complete
picture of child caregivers, their caregiving experiences,
and how caregiving affects health and well-being as well as
school productivity. National data also will provide an

@ Springer

option to tie in needed family level data such as family
income, socioeconomic status and insurance information,
all previously highlighted.

Longitudinal Research No US or international longitu-
dinal study has addressed the long-term impact of care-
giving on children/youth. All studies were cross-sectional,
eliminating the possibility of understanding how caregiv-
ing may change or impact caregiver/care-recipient out-
comes over time. Follow-up studies of elder caregivers
have shown complexities in outcomes and the potential for
differing outcomes, both positive and negative, over time
(Heru and Ryan 2006). Thus, results of long-term elder
caregiving studies suggest the potential for differing out-
comes in young caregivers, particularly as they move into
older developmental stages. Large longitudinal studies
have provided a deeper understanding of the overall lives
of children and adolescents in the US for many years [i.e.,
Youth Risk behavior Survey (YRBS), Adolescent Health
(Add health)]. Thus, including questions about caregiving
experiences might identify and clarify positive and nega-
tive outcomes in youth and their families who struggle with
school, caregiving, well-being, and the many challenges of
daily family life.

Rights and Policies In acknowledging and supporting
caregiving youth, the UK and Australia have gone so far as
to develop county- and state-based rights and targeted
programs for caregivers under the age of 18 years (Becker
2007)—many of which are framed within the Child rights
convention—not yet ratified by the United States. Thus,
options for US young caregiver rights and policies rest in
the expansion of current adult based caregiver polices and
programs. The National Family Caregiver Support Pro-
gram (NFCSP) in the US seeks to improve the lives of
caregivers by funding family caregiver support services
(Feinberg and Newman 2006). However, by limiting ser-
vices to those over age 18 years, caregiving youth are
totally absent from US caregiving programs and services.
In response to the lack of services and supports, the AACY
has developed an array of school-based services and sup-
ports. While expanding across the US, they remain largely
in Florida (AACY 2015). Thus, without policy develop-
ment, national or even state-wide programming, caregiver
youth will remain hidden.

Future Directions

While the US may not yet be poised to develop a bill of rights
of caregiving youth, the country is certainly well on its way
given the documented interest by US researchers to study this
largely invisible population. The identified gaps detail
numerous opportunities to engage caregiving youth and their
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families in multifaceted research targeting the well-being of
caregiving youth and their families. In addition to individual
primary data collection, the US is well positioned to develop
large-scale studies and longitudinal projects, which will
drive policies for caregiving youth, including the need to
lower the age-range limits for caregiving policies and sup-
ports. An additional promising avenue lies with multicul-
tural, multiregional, and multinational (3M) survey research,
which in other research areas has proved highly effective in
creating standardized cross-national instruments to mea-
suring phenomenon of interest. Given that young carer
research is still in a relative stage of development, with the
exception of the UK and possibly Australia, a global social
survey program dedicated to child caregivers would be an
excellent opportunity to bring international experts together
to produce a single survey instrument that best measures
young carers and their unique caregiving experiences
(Stamatopoulos 2015a).

Conclusion

This article provides the first review of caregiving youth
(i.e., young carer) research in the US, summarizing both
the state of current research, and gaps in US young care-
givers. Caregiving youth are involved in numerous, often
long lasting and complicated caregiving tasks for a variety
of illnesses including diabetes, Alzheimer’s and Hunting-
ton’s disease. Their school performance and attendance,
mental health and well-being are clearly impacted, yet
despite extensive adolescent well-being research in the US
(Schlabach 2013), we know very little about how con-
structs long known to affect adolescent well being (i.e.,
race, ethnicity, SES, social support), affect caregiving
youth. Thus, this review provides a road map for
addressing knowledge gaps in how youth-based caregiving
is ameliorated or exacerbated by race/ethnicity and cultural
expectations, lack of, or access to, health care, family SES,
non-existent support programs and state and national
caregiving polices. Addressing these gaps raises caregiving
youth awareness, while providing a guide to developing
new research avenues, including inclusion of caregiving in
national adolescent assessment tools, and informing sup-
port programs and policies for isolated and unacknowl-
edged caregiving youth and their families.
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