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Abstract

Approximately 1.4 million young carers (aged 8—18) in the United States are providing multifaceted, extended care to adults
with serious illness, in addition to their family, home, and/or school responsibilities. In 2015 an initial review of U.S. research
on young carers highlighted the need for longitudinal research, interventions, and national policy. The aim of this review
is to identify young carer research since the original review to assess progress in better serving young carers’ needs and to
identify persistent gaps for future research. Using Arksey & O’Malley’s Scoping Review Framework to answer our research
question of how many studies have been conducted since the initial review, we (1) identified relevant studies, (2) performed
study selection, (3) charted the data, and (4) summarized and reported results. We also reviewed young carer research outside
of the U.S. to compare transnational progress. The search yielded only four U.S. studies representing 507 CC; age range
8-25 years. Most often the young carers reported more responsibilities than the adult care recipient and a variety of factors
contributing to their experience. A separate review yielded eight non-U.S. studies and similar findings. Mirroring the 2015
review, results detail a lack of consistency regarding the terminology and age range for young carers. Despite a previous call
to action, there exists both a continued need for tailored interventions to prevent or mitigate potential negative outcomes
related to the caregiving role, and a need for further research and global policy development.
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Introduction and policy: the population of young carers. Typically serving

an secondary caregivers, an estimated 1.4 million children in

Approximately 53 million, or more than 1 in 5 family mem-
bers in the U.S. provide some measure of care to a depend-
ent individual (AARP & National Alliance for Caregiving,
2020). These family caregivers serve as the largest providers
of informal care in the country (Kavanaugh et al., 2015).
Family caregiving is typically a shared experience between
primary and secondary caregivers, with the primary car-
egiver providing most of the care to the dependent individual
(Barbosa et al., 2011). However, an important component of
this family caregiving system is overlooked in both research
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the U.S. (aged 8—18), provide care to an adult (a) in addition
to their other school, home, and/or work related responsi-
bilities, (b) with unique age and developmental related chal-
lenges, and (c) without the awareness, support, and educa-
tion their older (aged > 18) caregiver counterparts receive
(National Alliance for Caregiving, 2005).

Young carers most commonly provide care to a parent
or grandparent, but the caregiving role can also extend to
siblings and other relatives across illnesses and conditions
(National Alliance for Caregiving, 2005). Their involve-
ment in providing care goes beyond simply helping with
household chores; instead, extending to the completion
of instrumental and emotional care tasks that are usually
performed by adults (Kavanaugh et al., 2015). In 2015, the
first scoping review of caregiving youth in the United States
assessed what is known about this population and drew con-
clusions regarding the overall state of the science in this
area (Kavanaugh et al., 2016). That review was comprised
of 22 studies published from 1995 to 2015, reflecting the
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recognition of the role of young carers that began in the
United Kingdom during the 1990s (Kavanaugh et al., 2016;
Nagl-Cupal & Prajo, 2019). Compared to the 22 studies pub-
lished related to young carers, more than 2000 studies have
been published pertaining to adult caregivers over the age
of 18 (Kavanaugh et al., 2015). This scoping review builds
upon and updates the previous review by examining subse-
quent (2015-present) young carer research in the U.S., and
by offering a comparison with non-U.S. studies, to assess
progress and continued gaps in our understanding, aware-
ness, and support for this population.

Methods

Similar to the methods of the initial 2015 review, the Arksey
and O’Malley framework was used to summarize available
peer reviewed, primary research related to young carers in
order to summarize the current state of the science related to
this population and to identify gaps in the literature without
a quality assessment of studies included or a detailed review
of findings. These steps included (1) identifying relevant
studies, (2) performing study selection, (3) charting the data,
(4) summarizing and reporting results, and (5) consulting
with a known young carer expert to validate the overall
review (Arksey & O’Mallley, 2005; Oliver, 2001). A search
of the literature was conducted of the databases, PubMed,
CINAHL (Cumulative Index to Nursing and Allied Health
Literature), Scopus, and PsycINFO, using the search terms,
(“young carer” OR “young caregivers” OR ‘““childcarers” OR
“children caregivers” OR “youth caregivers” OR “adolescent
caregivers”). The search terms were chosen based on a lack
of universality for a term encompassing the population of
young carers, meetings with a reference librarian, and the
search terms of the initial review. Article inclusion criteria
included: being written in English, having full text avail-
ability, and being published after May 2015 to coincide with
the initial 2015 scoping review end date.

The initial search yielded 763 articles (PubMed =207,
CINAHL =108, Scopus =360, PscyhINFO =88). After 161
duplicates were removed, 602 articles remained to undergo
title and abstract review. Study inclusion criteria: (1) pri-
mary research on caregivers aged 18 and younger in both
the U.S and internationally, and (2) the role they play as
caregiver to any family member. Exclusion criteria included
those articles that addressed the parent providing care, or
those that used the term “young” to mean a young adult
over 18. Articles were excluded for pertaining to caregiv-
ing in the sense of a parent taking care of their child or
for using the term young caregiver in the sense of the car-
egiver being younger than the average caregiver age, but
not < 18 years old. Non-primary studies including reviews,
instrument development papers, and dissertations were also

@ Springer

not included. The resulting 12 studies were then divided
into those studies conducted in the United States (n=4) and
outside of the United States (n=28). A PRIMSA diagram
detailing this search process is include included as Fig. 1.

Results

From May 2015 to July 2020 twelve studies were published
pertaining to young carers. Four were conducted in the
United States and eight were conducted in other countries
including Austria, the United Kingdom, Australia, Pakistan,
and Norway. Methodology varied, including six quantitative
studies, three qualitative studies, and three mixed methods
studies (Table 1).

Terminology Describing Young Carers

As found in the initial scoping review (Kavanaugh et al.,
2016), a variation in terminology persists. Studies from
the U.S. primarily used the terms “caregiving youth” and
“young caregivers” (Assaf et al., 2016; Dondanville et al.,
2019; Kavanaugh et al., 2019, 2020), as noted in the initial
2015 scoping review (Kavanaugh et al., 2016). In contrast,
the term “young carers” was used to define these children
in all eight transnational studies (Gough & Gulliford, 2020;
Kallander et al., 2017, 2018, 2020; Majeed et al., 2018;
McDougall et al., 2018; Metzing et al., 2020; Nagl-Cupal &
Prajo, 2019). The only variation was in the study by Majeed
and colleagues, who did not provide a single term for young
carers, but instead interchangeably use the terms “young car-
egivers,” “pediatric caregivers,” and “caregiving children”
(Majeed et al., 2018).

Variation in Age Range of Young Carers

As with the terminology discussion above, there exists no
consistent age range for child and youth caregivers. In the
only U.S. national prevalence study, young caregivers were
defined as aged 8—18 years (National Alliance for Caregiv-
ing, 2005), an age range used in two of the four studies
taking place in the United States (Kavanaugh et al., 2019,
2020). Two studies stated that young carers were those indi-
viduals younger than 18 (Assaf et al., 2016; Dondanville
et al., 2019), while two other studies (Dondanville et al.,
2019; Kavanaugh et al., 2016) stated ages 8—18, yet included
youth up to age 20 and 25, respectively. In the research out-
side of the United States, none of the studies defined a mini-
mum age for “young carers,” instead providing a definition
stating that “young carers” were individuals under the age of
18. Similar to the studies in the United States, three of these
studies included children older than the age of 18 including
Majeed et al. (2018), who included up to age 21, McDougall
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et al. (2018) who included up to age 25, and Metzing et al.
(2020) who included up to age 22.

Diversity

With regards to race/ethnicity, the 2015 scoping review
found that White participants were most prevalent in the
included studies (Kavanaugh et al., 2016). This predomi-
nance of White participants is also evident in the current
review from 2015 to the present. The exception is a study
based in Florida describing participation rates and percep-
tions of caregiving youth in the Caregiving Youth Project
which assessed caregiving youth across a variety of illnesses
(Assaf et al., 2016). In this study, participants were more
diverse: Hispanic (31%), more than one/unidentified (21%),
Haitian (17%), White (17%) and African American (10%).
In contrast, the other three studies either addressed a disor-
der found primarily in White populations (ALS and Hun-
tington’s disease), or did not specific ethnicity (Dondanville

et al., 2019; Kavanaugh et al., 2019). In the 2015 scoping
review, Kavanaugh and colleagues stated a need for more
diverse samples, requiring research across a wide variety
of diseases and illnesses, so that the variation in caregiv-
ing experiences across race and ethnicity could be explored.
This issue is particularly critical in the U.S. where health and
social disparities abound by race/ethnicity, often dictating
access to care and treatment, which is disproportionately
provided in populations of color. Thus, it continues to be
vital to understand how these factors relate to young car-
ers (Kavanaugh et al., 2016). Studies outside of the United
States also paid little attention to race/ethnicity. The arti-
cles by Kallander et al. (2017, 2018, 2020) and Metzing
et al. (2020) did mention ethnicity, but the samples were not
diverse. The study by Majeed in 2018 was one that focused
on research in low- and middle-income countries, making
a step towards health and social disparities research, but
even with that sample there was minimal ethnic diversity.
The lack of diversity in samples may be understood by the
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Table 1 (continued)

Main findings Strengths/limitations

Methods

Definition of young

Study aim (s)
carers

Study population

References

Gaps/future research

Strengths: results are

(a) Higher proportion of

Quantitative study; cross

(1) To provide prevalence Young carers: children

6313 students; aged
10-22; recruited from

44 secondary schools
383 identified themselves (2) To describe and

N=

Metzing et al. (2020)

Germany
Nursing

based on student’s own
responses not proxy

responses
Limitations: many

girls in the caregiving

role
(b) Young cares esti-

sectional, explorative

who provide care, assis-
tance or support for a

chronically ill family

member

data of young carers in

Germany

mated a lower level of
finances than non-

carers
(c) Parents are most often

quantify the nature and

as a young carer

Male 43%

schools did not agree to

extent of the care they

provide

participate. Some young
carers did not receive

Female 57%

permission from parent

the care recipients with
mothers receiving care

more than fathers
(d) Motivation to help at

to participate. Therefore,
true prevalence rate may

be higher
Gaps/future research: no

home was high regard-
less of illness type

internationally accepted

theory about young

carers; difficult to make
a distinction between a
helping/assisting and a

caring child

context in which these studies took place—in countries with
less diversity than others. For example, multiple studies were
conducted in Scandinavian countries with a predominantly
White, non-Hispanic population.

Impact of Caregiving on Young Carers

Many of the findings suggested that caregiving is not only
time-consuming, but requires some level of knowledge
and training, much of which is not provided, (Assaf et al.,
2016; Kavanaugh et al., 2019), and support from fam-
ily and friends. Findings suggest perceived social support
connectedness, self-efficacy, social skills, physical health,
quality-of-life, emotional care, and external locus of control
are all critical to young caregiver well-being, yet are often
not assessed (Dondanville et al., 2019; Gough & Gulliford,
2020; Kallander et al., 2017, 2018). Indeed, many partici-
pants stated that they felt “lost in the system” (Kavanaugh
et al., 2020; McDougall et al., 2018; Nagl-Cupal & Prajo,
2019), while making sacrifices to their daily lives in order
to take on the caregiving role, often having some sense
of responsibility and/or obligation (Assaf et al., 2016;
Kallander et al., 2020; McDougall et al., 2018; Metzing
et al., 2020). Furthermore, the amount of time spent car-
egiving that is reported by children is typically higher than
what is reported by their families (Assaf et al., 2016), poten-
tially leading to negative outcomes such as stress and anxiety
(Kallander et al., 2018, 2020; Majeed et al., 2018). While
the negative outcomes are often the primary aim, many of
the studies discussed the potential benefits or positive out-
comes of caregiving (Gough & Gulliford, 2020; Kallander
et al., 2018, 2020; McDougall et al., 2018). Indeed, Assaf
et al. (2016) found that the caregiving experience is complex
and its impact on development is an individualized process.

Interventions

The above findings suggest a need for targeted interven-
tions for this vulnerable and isolated population. McDou-
gall et al. (2018) argued a need for distance or virtual
interventions because of their youth friendly format and
capability of fitting into the time constraints experienced
young carers. Majeed et al. (2018) suggested screening
for symptoms and culturally sensitive interventions that
could help children cope. Kallander et al. (2017) sug-
gested a need for flexible home-based services that could
be adapted based on the type of illness being cared for.
Multiple researchers advocated for providers to take a step
towards helping acknowledge this population by assessing
children and providing assistance in the absence of inter-
ventions (Dondanville et al., 2019; Kallander et al., 2018;
Majeed et al., 2018).
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Discussion

Findings in this review highlight that research on young
carers continues to be limited, descriptive, and explora-
tory in nature. It is still not clear why so many young
carers are needing to take on this role, but as stated in
the initial review, limited attention to diversity and little
information pertaining to family level data abides. With-
out more research into this population, particularly with
diverse samples and family level data, the question of why
so many young carers are needed will continue to go unan-
swered. Until then, we do not have a full understanding of
why children are in these positions, especially in the U.S.,
and the impact it has on our health resources and policy.
The only four U.S. studies published from 2015 to the
present, used two datasets, while the articles outside of
the United States used five data sets for the eight stud-
ies. These findings not only speak to the lack of overall
data, but the need to develop new studies to broaden the
science of caregiving in children and youth. Regardless
of geographic location, there exists a clear gap in young
carer research. Authors in all included studies discussed
the need for more research in this population, including
the need for prospective research (Assaf et al., 2016) and
longitudinal designs (Gough & Gulliford, 2020). Addi-
tionally, all of the authors discussed the need for inter-
vention research (Assaf et al., 2016; Dondanville et al.,
2019; Gough & Gulliford, 2020; Kallander et al., 2017,
2018, 2020; Kavanaugh et al., 2019, 2020; Majeed et al.,
2018; McDougall et al., 2018; Metzing et al., 2020; Nagl-
Cupal & Prajo, 2019). In addition, Metzing et al. (2020)
mentioned the lack of an internationally accepted theory
for young caregivers, which could aid in distinguishing
between those who simply help out in the home and those
who are taking on a caregiver role. This need for more
research was also highlighted in the 2015 review where
Kavanaugh and colleagues specifically alluded to the need
for more large-scale studies and longitudinal research.
Within the United States there has only been one large
scale study, conducted in 2005, that provided initial, albeit
limited, prevalence data (National Alliance for Caregiv-
ing, 2005). In addition to the lack of research data, gen-
eral numbers of caregivers are unclear given the United
States has no census questions targeting young carers,
or even caregiving adults (Kavanaugh et al., 2016), as
compared to countries like the United Kingdom, Canada,
and Australia, which all include questions about caregiv-
ing in their census. While large scale data exists for the
adult caregiver population, informing the development
and implementation of programs and support for adults
(Kavanaugh et al., 2016), young carers are overlooked
and underrepresented. Thus, it is difficult to develop and

@ Springer

implement large or national targeted interventions, leav-
ing these vulnerable youth with few tailored programs
and support, outside local or school-based programming.
In addition, with cross-sectional data, it is unknown how
caregiving affects the individual and the family over time.
Longitudinal data on adult caregivers details clear changes
over time, both positive and negative, suggesting the need
for flexible interventions. While it may be assumed the
changes are similar in the young carer population, without
the longitudinal data, it is unclear.

The health of the U.S. is projected to decline in the com-
ing years. Yet the caregiver support ratio, which determines
the number of potential family caregivers for every person
most likely needing care, is declining (Reinhard et al., 2015).
In 2010, the ratio was approximately seven potential family
caregivers for each person at risk of needing long term care.
By 2030, it is estimated to decline to 4:1, and then to less
than 3:1 in 2050 (Reinhard et al., 2015). Therefore, the avail-
ability of family caregivers in the primary caregiving years
(those aged 45-64) will be severely limited (Reinhard et al.,
2015) as time moves on. The declining caregiver support
ratio, coupled with the declining health of the nation, sug-
gests an increasing need for all family members, including
children and youth, to act as caregivers. Yet, despite this pro-
jected future need, the current state of the science regarding
the population of young carers in the U.S. limits how we can
support and develop programming for this potentially large
future caregiving group.

The paucity of research also extends to policy and pro-
grams. In 2017, a global review of the awareness and support
for young carers was conducted (Leu & Becker, 2017). The
researchers determined the level of awareness and response
to young carers for each country: either (1) incorporated/
sustained, (2) advanced, (3) intermediate, (4) preliminary,
(5) emerging, (6) awakening, or (7) no response (Leu &
Becker, 2017). Nineteen countries were ranked from 1 to 6
and all other countries at the time of the review were given
a rank of 7 (no response) (Leu & Becker, 2017). No coun-
try achieved the status of incorporated/sustained, and only
the United Kingdom received an advanced ranking (Leu &
Becker, 2017). The United States was ranked as emerging
along with Belgium, Ireland, Italy, Switzerland, The Nether-
lands, and Sub-Saharan Africa. Countries with an emerging
status are characterized as having a growing public aware-
ness about young carers, a small research base, no specific
legal rights for this population, and no dedicated services or
interventions (Leu & Becker, 2017).

In addition to calling for more research in young car-
ers, authors included in this review also stress the need for
programs and policies specific to young carers. Assaf et al.
(2016) specifically says that programs need to be integrated
into the school system similar to the Caregiving Youth
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Project, throughout the whole United States. Kavanaugh
et al. (2019) states the need for caregiver education that
allows for engagement with “like peers” in similar situa-
tions, which informed the development of the YCare, a train-
ing and education program for young caregivers in neuro-
logical disorders (Kavanaugh et al., 2020). Moreover, there
exists a need for a whole family approach to developing and
implementing interventions, therefore acknowledging care
does not exist within the operon, rather within the family
unit as a whole (Kavanaugh et al., 2020). These sugges-
tions are reflected outside the U.S. as well. Nagl-Cupal
and Prajo (2019) states that political awareness is low for
this population and there is a need to raise that awareness.
Kallander et al. (2017, 2018, 2020) stated similarly that there
is little recognition of young carers and little research and
policy for the population in Norway. While, McDougall
et al. (2018) calls for more policy and a more sensitive and
accurate portrayal of young carers in the media, potentially
reducing stigma surrounding the caregiver role (McDougall
et al., 2018). As acknowledged in the 2015 scoping review,
the United Kingdom and Australia have county and state-
based rights and targeted programs for young carers, how-
ever, the United States still does not have such programs
(Kavanaugh et al., 2016). As suggested in the initial review,
the opportunity exists to expand existing national and state
programs to those under the age of 18. As of 2020, the same
programs that existed in 2015, including primarily school-
based services such as the caregiving youth project based
in Florida, and disease-based education and training pro-
grams (Kavanaugh et al., 2020), remain the only known pro-
grams. Until there is more awareness in this population and
an increase in research and policy, the population of young
carers will remain unrecognized and underserved, and we
will continue to have limited understanding as to why so
many are taking on this role.

Conclusion

Like the scoping review conducted in 2015, this review illus-
trates a lack of consistency regarding the terminology for
young carers as well as the age range. More diverse research
is still needed in this population to understand and combat
potential health disparities. In addition, more research, spe-
cifically with family level data, is still needed to understand
the reason so many children find themselves in the young
carer role. Findings from this review suggests a need for
future interventions that target young carers in order to pre-
vent or mitigate the outcomes related to the caregiving role.
Despite variations in their discipline and background, all
researchers across the twelve studies agreed on the need for
more research and awareness for the young carer population,

as well as an increase in programs and policy pertaining to
caregivers younger than 18, both within and outside of the
United States.

There are steps that can be made to reach this goal. For
clinicians who are treating an adult with a chronic illness it
is important to consider whether or not they have a child, as
that child may be contributing to the caregiving going on
at home and consequently, may benefit from support and
education related to that role. As educators, it is important
to acknowledge that if a parent of a student has a chronic
illness, the child may be taking on roles and responsibili-
ties outside of the norm for a child and that it may have
an impact on the child’s ability to participate in school
related activities and their peer relationships. As a society,
it is important to acknowledge that children of ill parents
may be taking on a caregiving role and to help eliminate
the stigma and isolation they may feel, but also to allow the
child to feel that they can reach out for assistance if they find
that they need it. Finally, going forward, researchers should
include children under the age of 18 in their caregiving stud-
ies, especially investigating the support and resources that
may benefit young carers.
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