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Overview of Objectives

Define who youth caregivers are and understand their caregiving roles
Recognize the impact caregiving can have on children and adolescents
Identify opportunities to screen and support youth caregivers

Connect youth caregivers and their families to Wisconsin resources

Understand how caregiver programs and community partnerships can
help reduce caregiver burden



Children, Yeuth, and Yeung Adult Carers

» Ages 6-25
« Between 5-22% of college students are
currently or were caregiversl,2,3
Young  ~5 million young carers in the US, with n
CUIES estimate of 3 million in veteran homes*
- Care for Parents, grandparents and siblings
- Across race, ethnicity, culture and
geographic location

Young adult
carers

Young
caregivers

Caregiving
yo ut h EpL Seony V0 iw"‘:'O‘MG." oee
How Far Have We Come? An Updated Scoping Review of Yc V
inthe US. R?gonﬂ g_ﬂ:&f’leg‘mng Youth in the U.S.
Balley A 'O - Melinda §. 7 Marse A Bakitas™
Accepted 1) 2k 220
Hidden A ®—

Helpers |
Unacknowledged Caregivers: A Scoping Review of Research
on Caregiving Youth in the United States

! 30 Viviea ¢+ Donns Coban’ « lMM 2@
Mdinds 5. K . &N' %

u-.n.;.‘

1) Green et al, 2017. 2) Armstrong-Carter et al, 2022, 3) Kubszack, Lewandowski and Kavanaugh, 2023; National Alliance for
Caregiving, 2020.




Care acress disability, iliness and injury

« Spinal cord injury, traumatic brain injury and PTSD!
o Feeding, transferring, managing behaviors, emotions and family
communication
 Neurological conditions?
o Feeding/choking, transferring, communication, Cognitive and
emotional care
* Mental health and substance abuse®
o Emotional support, sibling care, ADL's IADL's

7=
* Alzheimer’s and related Dementias* 1
o Managing behaviors, family commmunication, cognitive impairment ) &%
- Siblings with iliness, injury or developmental disabilities® \
Managing behaviors, daily care tasks, cognitive impairment

l.Hernandez et al,, 2019; 2.Kavanaugh et al, 2020; 3. Kavanaugh et al, 2025 4. Saragosa et al, 2022; NAC, 2025; Kavanaugh, MS., 2014. ety © fowe



Yoeung Carer Mental Health

Young carers report significantly more depression than
normative peers?

Youth caregivers living with care recipients at the highest
risk for anxiety and depression?

More caregiving was associated with higher levels of
emotional challenges (e.g. suicidality, hopelessness, self-
harm)?*

Critical Te oddress — intensity ef care, age, ethnicity, lecatien of care and the
care recipient iliness — all significant for petential increased mental heaith
issues
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Caregiving impacts en scheel perfermance and
attendance
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Too worried to Missed school Did not attend Late to class
concentrate assignments after school
activities

But - many young carers feel school as a refuge, a place where they get to be a student
and have friends, and not talk about of deal with care
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- Overall, young carers have fewer peers
and experience social isolation'

* Many want more peer support and to be
seen as just a normal kid

» Higher risk for lack of peer engagement
across all caregiver groups?®

Young carers want to be seen and
need the support of others — they
want to feel like they have a
“normal” life
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Caregiver Suppert needs

Friends who _
get it Understanding

attitude

Instrumental Tret famiy
Give support

information
and advice

Emotional -
Help with S u p pO rt o

actual
caregiving  others
spend time Care about
with parent caregiver

Kavanaugh, Noh and Studer, 2015



University pregramming

- Support groups on campus, between class

times UWM Student Health and Wellness Center

- Dedicated library space for family — can
bring care recipient

- Late assignment policy

- Caregiver excused absence form
UNIVERSITY OF WISCONSIN

MILWAUKEE



center f:ﬁl' Yeung Carer Research and
Innevatrien

e Developing and conducting research to inform LM M

evidence-based programs
e Engaging community partnerships

e Professional training programs
> Caregiving symposium Helen Bader School

o Webinars Of SOCiOI Welfore

o CHE opportunities
e Program evaluation



Barriers te identifying young carers
in the U.S.
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The only nation that has not ratified the United sossonne e
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Nations Convention on the Rights of the Child i soosen

* Perceptions of disability in the home
42 State laws or policies that included disability-

¢ S Publc Access related grounds for the termination of parental
e — rights (TPR), including on the basis of physical
e o o b disability alone

« How many of these families had a child or youth
involved in care is unknown



Young carers in pelicy — Lifespan Respite Care
Reautherizatien Act 6f 2025

« Change to “unpaid individual” — no longer adults only

* This removes the ‘adult’ limitation in the definition of “family caregiver”
and now may include young carers.

 No explicit mention of young carer, caregiving youth

 The bill reauthorizes funding for existing Lifespan Respite Care
Programs, extending support through FY 2030.

What does this mean for young carers and for your organization?
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Using the data and information as
a professional:

Professional * Recognize
NeXxt Steps * Acknowledge
* Assess
* Connect

* Follow-up



* Current screening efforts
* Using the young carer screening tool

* Where screening can occur:
* Schools

Screening & * Healthcare settings
Identification 2

* Community organizations
TOOIS * Why data collection matters

Join the UWM Identifying & Supporting Young Carers
webinar next week to find out more about the screening
tool and how to use it across organizations and settings




* Professional survey
. * Additional research
WhCI'!: S * Grant opportunities
Comlng * Using the young carer toolkit
Next? * Wisconsin-specific implementation

efforts — partnering with the UWM Young
Carer center



Wisconsin
Family Caregiver
Programs

When the care recipient or adult
caregiver qualifies for services, supports
may reduce caregiving burden on youth.

Examples:

Respite services

e Personal care assistance

Homemaker services
Transportation
Caregiver training
Home-delivered meals
Supplemental services



MEET EMMA (15)_

High school
student h
Helps care for

grandmother with
dementia

Mom works
full-time

o
EMMA’S RESPONSIBILITIES

@ Medication
reminders

Weekly or Monthly
Medication Set Up &
Medication Machine

More time for
school activities

§45 Meal

@ preparation

O

Homemaker Services
\ { Household
chores

5 hours/week

Reduced stress

Respite Care
5 hours/week

Supervision
after school

Family remains safely
together at home

Caregiver education Improved quality of
for Mom life for everyone
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Additional Wisconsin Resources

Young Carer Support Toolkit

Ycare program and resources
o Free online materials
o YCare across the state and populations

Lorenzo's House
o Online peer support
o Youth and young adult programming

WisconSibs now SOAR Fox Cities
o Sibling support and education

Local schools and community supports


https://gwaar.org/api/cms/viewFile/id/2009091
https://gwaar.org/api/cms/viewFile/id/2009091
https://globalneuroycare.org/ycare-program/
https://globalneuroycare.org/ycare-program/
https://www.lorenzoshouse.org/
https://www.lorenzoshouse.org/
https://soarfoxcities.com/programs/wisconsibs/

Respite Care Association of Wisconsin
Resources

Grants for Family Caregivers:

« Caregiver Respite Care Grant
* Supplemental Respite Grant
 Healthy Meals, Healthy Mind

Eligibility:
» Applicant is the primary caregiver or family caregiver for a child or adult with special needs
or disabilities.

« Applicant is unable to access adequate long-term care or respite services due to
ineligibility, denial, delays, exhausted funding, or gaps in covered supports.

Reminder: While funds cannot pay youth _ca_reﬁivers directly, they may help reduce caregiving
strain experienced by youth caregivers within the family. | RCAW
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https://respitecarewi.org/grants/caregiver-respite-grant-program-crgp/
https://respitecarewi.org/grants/caregiver-respite-grant-program-crgp/
https://respitecarewi.org/grants/supplemental-respite-grant-program/
https://respitecarewi.org/grants/supplemental-respite-grant-program/
https://respitecarewi.org/healthy-meals-healthy-minds-hmhm-grant-program-for-family-caregivers/
https://respitecarewi.org/healthy-meals-healthy-minds-hmhm-grant-program-for-family-caregivers/

Questions & Discussion

What are you seeing locally?
What barriers exist?
What opportunities exist?

How can Wisconsin improve identification and support?
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