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Background: Youth are increasingly upholding significant caregiving responsibilities. These caregiving
responsibilities can have emotional, educational, and professional impacts on youth and young adults.
And yet, policies and resources focus on adult caregivers and are limited in supporting young caregiv-
ers. The purpose of this study was to describe the different types of support that youth identify as being
important to prepare to take care of an adult relative.

Methods: We conducted an open-ended, text-message based poll of youth ages 14 to 24 in August
2020. We conducted a content analysis to categorize and describe the different types of support
respondents identified in their responses. We compared types of support identified by age-group, gen-
der identity, and prior caregiving experience.

Results: Most respondents (42.2%) identified education (eg, skills training) as being an important
resource. Other types of support reported included financial support (eg, assistive programs), work-
place policies (eg, paid leave), mental health support, and professional support.

Discussion: Policy makers should extend existing policies (eg, Family and Medical Leave Act) to
include and consider the circumstances of youth and young adults. Policies enabling young caregivers
to actively participate in their adult relative’s health care visits could be critical to preparing youth for
the skills required and the physical and emotional demands associated with caregiving. Coordinated
efforts between health and education systems could support youth in learning information about care-
giving, medical decision making, and medical tasks. ( J Am Board Fam Med 2022;35:814–820.)
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Introduction
Over one third of youth (age 14 to 24) provide pre-
vious or current caregiving support for tasks such
as transportation, emotional support, monitoring
safety, and dementia care, to an adult relative

independently or with another relative and experi-
ence lasting impacts on physical and mental health
outcomes, school performance, and employment.1–9

However, the vast majority of clinical and/or com-
munity interventions focus solely on adult rather
than young caregivers.10–15

State and national policies supporting young care-
givers are even more sparse and often neglect their
distinct circumstances.16 For instance, youth working
while attending school may not benefit from the
Family and Medical Leave Act (FMLA) since they
are likely working too few hours to meet eligibility
criteria.17–19 Young caregivers are increasingly
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stepping into caregiving roles to accommodate gaps
in needed supportive care to adult relatives as more
adults are shouldering dual employment and caregiv-
ing responsibilities.20,21 But rather than having spe-
cific resources or policies for young caregivers, there
is a reliance on resources for adult caregivers pre-
sumed relevant for young caregivers.22

Here, we present findings on the different types
of support that youth identify and express as being
important for preparing care for an adult relative to
facilitate development of youth-informed caregiv-
ing policies and resources.18,23

Methods
Participants were recruited online to MyVoice, a
national open-ended text message poll of youth
ages 14 to 24 years, through social media advertis-
ing to meet national benchmarks based on weight
samples of the American Community Survey.
Participants are sent weekly surveys on relevant
health topics via text-messaging given high mobile
phone access in this age-group (over 70% by age
14).24,25 Here, we report findings from our use of
the MyVoice poll to study caregiving specifically.
Demographic information was collected at enroll-
ment.26 This study was approved by the University
of Michigan Institutional Review Board and was
fielded in August 2020.

Open-ended questions were developed through
an iterative process with survey, mixed methods,
and caregiving experts, and youth. The study
included 5 questions on caregiving experiences and
perspectives (eg, impact of caregiving) and was
introduced with a prompt: This week is about family
caregiving (taking care of an adult relative).27 This
report focuses on the question: What would help you
prepare to take care of an adult relative in the future?

We conducted a content analysis to analyze
respondents’ descriptions, which were submitted in
a narrative format. We first read through all
responses and developed a preliminary codebook of
identified resources. Then, 2 investigators refined
codes, independently coded all responses using
Microsoft Excel, and resolved discrepancies through
discussions.28 We assessed the frequency with which
respondents identified each type of support among
the full sample, then among respondents with care-
giving experience and by age-group; summarized de-
mographic characteristics (age, sex, race/ethnicity,
socioeconomic status, region of the country); and

conducted x2 tests to evaluate the relationship
between age-group (14 to 18, 19 to 24) and identi-
fied supports. Caregiving experience was measured
by asking whether respondents had ever taken care
of an adult relative (described elsewhere) and was
not explicitly defined in the survey, to solicit a range
of caregiving experiences.1

Results
Of 1076 youth who received the question, we ana-
lyzed 905 complete responses (response rate =
84.1%). Nearly half (46.5%) self-identified as female

Table 1. Characteristics of the Study Sample (n =

905)

Full Samplea

Frequency (%)
Age, Mean (SD) 18.9 (2.7)
14 to 18 467 (51.6)
19 to 24 438 (48.4)

Gender
Female 421 (46.5)
Male 408 (45.1)
Transgender 40 (4.4)
Nonbinary 30 (3.3)
Other 5 (0.6)

Race/Ethnicity
White/Caucasian, NH 511 (66.1)
Black/African American, NH 77 (10.0)
Asian, NH 128 (16.6)
21 Races, NH 52 (6.7)
Other, NHb 5 (0.7)
Hispanic 120 (13.4)

Highest educational attainment
Some high school or lessc 362 (40.0)
High school graduate 138 (15.2)
Some college/ vocational training/associate
degree

286 (31.6)

Bachelor’s degree or higher 117 (12.9)
Region of U.S.
West 197 (21.8)
Midwest 302 (33.4)
South 254 (28.1)
Northeast 148 (16.4)

Qualification for free/reduced lunch
Yes 342 (37.8)

Previous or current caregiving experience 349 (38.6)

aNote: n = 893 to 905 due to missing values.
bIncludes Native Hawaiian or Other Pacific Islander, American
Indian or Alaska Native.
cIncludes currently in High School.
Abbreviations: NH, Native Hawaiian; SD, standard deviation.
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and 51.6% were age 14 to 18years. More than half
of respondents (60%) had at least a high school
degree (Table 1).

Respondents described several different types of
resources to prepare them for caregiving responsibil-
ities. These included: education (42.2%; eg, informa-
tional videos, skills training from professionals);
financial stability (26.3%; eg, savings, public assis-
tance programs); workplace support (6.4%; eg, work-
ing from home, leave, or flexible work hours during
demanding caregiving periods); social/professional
support (15.6%; eg, hired workers or relatives to
assist with caregiving), time and space (9.8%; eg, a
large enough home), advance care planning (9.6%;
ie, early conversations with their relative about needs
and preferences), and mental health support (3.8%;
eg, access to treatment, respite, and opportunities to
mentally prepare for caregiving). Table 2 provides il-
lustrative quotes of the different types of support.

The majority of respondents identifying finan-
cial support were female (52.5%) and in the 19 to
24 age-group (54.6%, Figure 2). Respondents age
19 to 24 years were significantly more likely than
respondents age 14 to 18 to identify workplace poli-
cies, X2, (2, n = 905)=23.7, P< .001 and social/pro-
fessional support, X2, (2, n = 905)=10.6, P= .001.
Respondents ages 14 to 18 were significantly more
likely to identify education than those ages 19 to
24, X2, (2, n = 905)=5.2, P< .05 (Figure 1).

Among 349 respondents with complete responses
about current or prior caregiving experience who also
discussed types of support (38.6%), education was the
most commonly reported type of support (42.9%)
followed by financial support (23.7%; Figure 2).

Workplace support was the most common type
of support indicated by experienced caregivers in
the 19 to 24 age-group (70%) followed by social/
professional support (60%) and financial support

Table 2. Resources to Support Youth in Current or Future Caregiving Responsibilities Identified by Respondents

Age 14-24 (n = 905)

Frequency (%) Representative Quotes

Education 382 (42.2) “Knowing what are some common mistakes maybe” 18, male, White or Caucasian
“Guidebooks, informational videos or podcasts, medical resources available for how
to correctly take care of them” 21, female, White or Caucasian

Financial support 238 (26.3) “Financial safety net, resources, help from others” 18, female, Asian
“Having a strong financial backing” 20, male, Native Hawaiian or other Pacific
Islander and White

Social/ professional support 141 (15.6) “I’d hire a caregiver for them, or look after them during my free time” 15, female,
Asian

“Have funds set aside so I can pause work or even hire someone to help so I can
finish things I need to do” 24, nonbinary, White or Caucasian

Time and space 89 (9.8) “Time, simply just the time to dedicate to taking care of them” 16, male, White or
Caucasian

“Making sure I live in an environment that’s safe for them” 19, nonbinary, Black or
African American

Advance care planning 87 (9.6) “Lay out a plan in advance that way we wouldn’t have to think about it in a
cramped amount of time” 14, male, White or Caucasian

“Knowing what kinds of issues they have and how my actions affect them/what I
can do to support them” 19, male, Asian

Not sure 80 (8.8) I’m not sure.” 17, female, White or Caucasian
“I’m not sure. I wouldn’t know what ways to prepare.” 19, female, Other (Hispanic)

Workplace 58 (6.4) “Stability, having a job that would accommodate the time and energy needed to
take care of the person while also still working” 17, female, Asian

“I would need some kind of training, or even a class on how to be a proper
caregiver. I would also need the ability to take time off of work if needed” 24,
transgender, Black or African American and White or Caucasian

Nothing 44 (4.9) “I don’t think anything could” 18, transgender, White or Caucasian
“Nothing prepares you for it. You learn as you go. Maybe working at a retirement
home would help some. As well as therapy.” 19, female, White or Caucasian

Mental health support 34 (3.8) “I wish I would’ve known the emotional bank it takes to put energy into both
yourself and another human being. I wasn’t prepared to drain myself for her but
that’s exactly what I did. If there were a way I could prepare myself for the
imbalance I would’ve taken it.” 18, female, Black or African American

“Having a plan for respite” 24, female, White or Caucasian

Note: Respondents may have indicated multiple types of resources.
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(58%). Among experienced caregivers in the 14 to
18 age-group, the most common response was that
nothing can prepare one for caregiving (60%) fol-
lowed by mental health support (57%) and educa-
tion (53%; Figure 3).

Discussion
In this study, youth identified several types of sup-
port to prepare them for caregiving: education,
financial support, workplace policies, social/pro-
fessional support, mental health support, advance
care planning, and time and space. Approximately
7% of respondents described a lack of clarity around
what can help them prepare to be a caregiver; some

also acknowledged—or resigned—that nothing can
prepare one for caregiving. Respondents evenly
endorsed the types of resources identified regardless
of age, though respondents identifying workplace
policies as a resource were predominantly age 19 to
24, perhaps reflective of their experiences in the tran-
sition from education to work environments, while
respondents in the 14 to 18 age-group were focused
on education and mental health.

Moving forward on types of support identified by
respondents requires coordinated efforts between
policy makers, clinicians, and educators. Lack of
clarity around what can help prepare for caregiving
was mostly due to a lack of exposure or perceived
obstacles to caregiving, and may represent a need for

Figure 2. Types of support reported by youth with caregiving experience (n = 349).
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Figure 1. Types of support identified by youth, by age (n = 905).
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conversations from health, educational, and social
support systems that support youth for potential
caregiving responsibilities. Future research should
continue soliciting insights from youth to ensure that
our policy investments are meaningful for youth now
and as they transition to adulthood, and are respon-
sive to the needs they identify from their caregiving
experiences alongside their developmental and edu-
cational circumstances.

Coordination between health, education systems
at multiple levels, and local government or commu-
nity organizations could facilitate identifying caregiv-
ers (eg, through surveys) and the development and
dissemination of support programs, educational
guidebooks, videos, and workshops to help youth
learn to perform various medical tasks (eg, wound
care, medication management) and to learn broadly
about caregiving responsibilities and self-care. These
materials could be developed by caregivers, care
receivers, researchers, caregiving organizations (eg,
the National Alliance for Caregiving), and health
care systems as part of their community outreach
programs. These materials could be disseminated in
school health classes, advising, or counseling centers,
and doctor offices. Policies enabling youth to partici-
pate in health care visits could also be critical to their
obtaining important information about caregiving,
making medical decisions, and managing their men-
tal and emotional health. While involving youth in

medical information and decision making could be
beyond their developmental readiness, engaging
them incrementally could ease the burden associated
with the steep learning curve and intense pressure
of making sudden medical decisions for a relative
without preparation.29 Meanwhile, some opportu-
nities for minimizing this burden include screen-
ing for caregiving and increasing access to remote
mental health support services and support
groups.30,31 Screening, for example, could be
implemented in the near future through conversa-
tions and in the longer-term could be integrated
into patient questionnaires or the patient portal.
Efforts to foster early engagement in their own
health care, particularly during care transitions,
could be critical to youth wellbeing.32

Policy makers should update FMLA and other
workplace policies and financial supports to include
the circumstances of young caregivers including in
state FMLA expansions that offer paid leave.19

Data from adults 18 and older suggest that FMLA
minimum hours and tenure requirements dispro-
portionately exclude workers who are women,
Black, Indigenous, and multiracial.16,33,34 In fact,
the policy also excludes consideration of young
caregivers who may be financially responsible for
their adult relatives through jobs with lower hours
alongside educational responsibilities. These care-
givers could benefit from the job security offered by

Figure 3. Types of support reported by youth with caregiving experience, by age-group (n = 349).
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FMLA so they can return after their caregiving
responsibilities. Investing in the wellbeing of young
caregivers early on could be critical to preventing
health disparities and inequities stemming from
socio-structural barriers, later in life.35 Although
respondents age 19 to 24 were more likely to
describe a need for workplace support, extending
policies to support those who are younger could be
beneficial, particularly given recent state level ini-
tiatives to draw on youth to address the labor
shortage.36

Future research should solicit more information
about respondents’ caregiving experiences, to
examine relationships between the types of support
identified and the nature of respondents’ caregiving
experiences. Our study is limited in inferences
about caregiving support needs among racial/ethnic
minority youth. For instance, youth identifying
with communities where mental health disorders
are stigmatized may not have identified mental
health support.37 These perspectives should be
examined further to ensure the development of pol-
icies and other resources that are responsive to the
needs of diverse youth.23

Given the increasing role of family caregivers
in supporting the needs of adults who may be
aging or affected by chronic or acute health con-
ditions including COVID-19, policies and pro-
grams should develop or extend existing policies
to specifically meet the needs of youth who may
be current or future caregivers. Supporting
youth early on is an investment toward promot-
ing caregivers’ health later in life. Using youth-
informed approaches is critical to developing rel-
evant and effective policies and resources in the
evolving area of caregiving.

The authors thank the MyVoice team for their assistance with
developing questions and data collection. We are also grateful
to Eve Rubovits for her assistance with developing figures.

To see this article online, please go to: http://jabfm.org/content/
35/4/814.full.
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