
family caregivers within the healthcare system. 

For instance, the Strategy encourages clinicians 

to conduct formal assessments of the needs of 

family caregivers and urges the creation of in-

centives for healthcare systems to engage family 

caregivers in medical decision-making for their 

care recipient.

There are limited resources and information 

available to caregivers within inpatient hospital 

settings, even though hospitalization often pre-

cedes a diagnosis or treatment plan that requires 

demanding and intensive patient care upon dis-

charge. Over 44 U.S. states, including Illinois, have 

adopted the Caregiver Advise, Record, Enable 

(CARE) Act to identify and designate caregivers

in the medical record. The purpose of the CARE

Act is to ensure that hospitals are informing care-

givers of discharge plans and instructing them 

on how to follow post-hospitalization recom-

mendations and care needs (Mason, 2017). The 

CARE Act builds upon the Affordable Care Act’s 

goal to enhance the meaningful use of health 

information technologies such as the electronic 

health record in efforts to improve care coordina-

tion, reduce costs, and improve patient outcomes 

(McCullough et al., 2010; Office of the National 

Coordinator for Health Information Technology, 

2014; Wiener, 2003; Thune et al., 2015). Given the 

important role of family caregivers in achieving 

these goals, the CARE Act enables their engage-

ment in health service delivery through health 
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INTRODUCTION

The COVID-19 pandemic altered almost all as-
pects of life, including judicial proceedings. 
In response to the need for social distancing 

to keep users of the justice system safe, courts 
rapidly instituted unprecedented public health 
precautions that participants in the court system 
described as chaotic.1 Courts delayed and de-
ferred cases. They also undertook a period of ex-
perimentation with remote and virtual operations. 

Few if any areas of law were untouched, but 
landlord-tenant law was especially disrupted. 
Early in the pandemic, some states and then the 
federal government put in place broad moratoria 
on (most) evictions, so that a large class of legal 
cases was indefinitely put on hold. This Policy 
Spotlight reviews novel national survey data of at-
torneys, judges and other court personnel, as well 
as individuals who had courts experiences during 
the pandemic. We asked about how people’s 
housing situations were affected by the pandem-
ic, with special attention to differences across 
racial groups in this regard. 

Documenting recent experiences should help 
to inform discussion of what is likely to happen 
next, as the rental housing market transitions 
back to normal now that the eviction moratoria 
have been lifted. A substantial backlog of evic-
tion cases means that the range of innovations in 
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INTRODUCTION

0
ver 53 million family caregivers support 
relatives (e.g., parents/in-laws, spouse/
partner, siblings), friends, and neighbors 

with kin-like relationships in the U.S (American 
Association of Retired Persons, 2020). More
than half of these caregivers support older 
adults with medical and healthcare tasks such as 
medication management, coordinating care, and 
communicating with clinicians. Family caregivers’ 
responsibilities will undoubtedly grow as our 
population ages, but caregivers often have 
insufficient training and limited opportunity to 
meaningfully engage with the healthcare system 
(National Alliance for Caregiving, 2021). 

In 2022, two Advisory Councils established by the 

Recognize, Assist, Include, Support, and Engage 

(RAISE) Family Caregiving Act and the Support-

ing Grandparents Raising Grandchildren Act in 

conjunction with input from family caregivers and 

other experts, developed the National Strategy 

to Support Family Caregivers (Administration 

for Community Living, 2021, 2022). The purpose 

of the strategy was to propose recommenda-

tions for policymakers and legislators to support 
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information technology.

This spotlight provides information about the 

prevalence and responsibilities of family care-

givers nationally and in Illinois. The spotlight 

discusses challenges faced by family caregivers 

and legislative initiatives that could support care-

givers in their healthcare responsibilities. It also 

proposes several policy directions, identifies re-

search opportunities, and explains how the Illinois 

Multi-Sector Plan for Aging can bridge the gap 

between hospital environments and Illinois family 

caregivers (State of Illinois, 2024).

FAMILY CAREGIVERS IN ILLINOIS

Family caregivers (relatives, friends, and neigh-

bors with kin-like relationships) are critical to 

supporting older Americans, yet their integration 

within healthcare delivery systems is limited. 

Between 2011 and 2022 there was a 32% increase 

in the number of family caregivers supporting 

older adults in home and residential care settings 

across the U.S (Wolff et al., 2025). Roughly 1.5 

million family caregivers provide an estimated 

1.4 billion hours of care to relatives annually in 

Illinois alone and a substantial proportion support 

older adults with chronic or acute health con-

ditions ranging from dementia and diabetes to 

long-COVID and mobility issues (State of Illinois 

Department on Aging, 2022). Caregiving for older 

adults in general, and especially those aging with 

complex health conditions, is demanding and 

challenging financially, emotionally, and socially 

(Bom et al., 2018; Schulta et al., 1997; Schulz et 

al., 2016). Our aging population has clear and 

growing medical needs that have been well-es-

tablished in the literature; yet, the formal health-

care system faces limited capacity to meet these 

needs.

These patterns have brought light to the role 

of caregivers who form the fabric of home- and 

community-based support for our aging pop-

ulation (Dang et al., 2020; Dawson et al., 2020; 

Shultz, 2016). For example, one study found that 

including caregivers in the discharge planning 

process after hospitalization was associated 

with a 25% reduction in risk of 90-day readmis-

sions and others find that family caregivers can 

enable older adults to “age in place” – i.e., in 

their community rather than requiring long-term 

institutional health services (Rodakowski et al., 

2017; Rogers et al., 2020). Research establishing 

caregiving as a risk factor for poorer physical and 

mental health has also informed recent initiatives 

to foster wellbeing among caregivers (Shultz & 

Beach, 1999; Shultz & Sherwood, 2008; The White 

House, 2023). However, in the case that caregiv-

ers are well-supported through educational or be-

havioral interventions, studies find improvements 

in caregivers’ self-efficacy, coping, and fewer 

symptoms of anxiety and depression (El-Jawahri 

et al., 2020; Kurinobu et al., 2024).

The economic value of family caregivers’ unpaid 

contributions is estimated at $600 billion; in 2021, 

Illinois caregivers were estimated to provide 1.21 

billion hours of care annually at an economic 

value of $21 billion—placing the state among the 

top ten in terms of number of care hours provid-

ed and economic value of caregivers (Reinhard et 

al., 2023). Although the economic value of infor-

mal caregiving specifically concerning healthcare 

responsibilities is unknown, family caregivers 

contribute unpaid support to care recipients and 

also provide substantial financial contributions to 

the U.S. economy. A study conducted by Colum-

bia’s Mailman School of Public Health estimated 

that U.S. family caregivers perform the equivalent 

of about $873.5 billion worth of labor per year 

(Otsuka, 2024). 

ROLE OF CAREGIVERS IN HEALTH AND 

MEDICAL CARE

Roughly half of family caregivers support key 

healthcare activities such as medication man-

agement, coordinating healthcare activities, and 

communicating with medical providers (Wolff et 

al., 2025). Given the rising prevalence of complex 

chronic health conditions (e.g., diabetes, heart 

disease, chronic kidney disease, dementia, long 
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COVID) requiring advanced support, the role of 

family caregivers is likely to become more crucial 

in the coming years (Benavidez et al., 2024; Ely et 

al., 2024).

Family caregivers may prevent the need for 

institutionalized support when providing care 

in the home and may also reduce medical ex-

penses by preventing issues such as medication 

mismanagement and falls. In their review of the 

literature, Friedman and colleagues (2018) found 

that having a family caregiver is associated with 

reduced healthcare utilization and a decreased 

risk of institutionalization compared to not having 

a family caregiver— and while the exact cost 

savings is unknown, a future study could quantify 

the magnitude of savings and the circumstances 

under which family caregivers are most likely to 

reduce overall health system costs (Friedman et 

al., 2019). In fact, due to the gaps they fill in the 

healthcare system—often without any recogni-

tion—some have referred to family caregivers as 

a “shadow” workforce (Bookman & Harrington, 

2007; Phillips et al., 2016).

NEED FOR INTEGRATION OF FAMILY CARE-

GIVERS IN HEALTHCARE

The integration of family caregivers in health-

care is multifaceted. A 2023 scoping review on 

inclusion of caregivers in care teams authored by 

myself and colleagues found that while studies 

define the “inclusion” of caregivers in different 

ways, generally, caregiver integration is related to 

their participation in decision-making, engage-

ment in disease management, communication 

and coordination with clinicians, assistance with 

daily activities, and provision of observations and 

information to clinicians about the care recipient’s 

health condition and needs (Raj et al., 2023). 

Integration of family caregivers in healthcare may 

also require thinking in new ways about how care-

giver wellness is ultimately linked to their capaci-

ty to meaningfully engage in their care recipient’s 

care. For instance, in the context of cancer care-

giving, unmet information needs are a common 

source of distress among caregivers, but less than 

one-third of caregivers are even asked what type 

of support they need to carry out their caregiving 

responsibilities (AARP, 2020; Kent et al., 2016). 

This additional stress can negatively impact both 

caregivers’ own health and the quality of care 

that they can provide to the care recipient.

CHALLENGES WITH THE INTEGRATION OF 

FAMILY CAREGIVERS IN HEALTHCARE

The involvement of caregivers lacks standardiza-

tion, consistency, and formalization within care 

teams and healthcare organizations. In some 

instances, a caregiver may be designated as a 

healthcare proxy or surrogate decision-mak-

er through a legal process, enabling them to 

make medical decisions for another individual 

when they are unable to do so. Illinois passed 

the Health Care Surrogate Act in 1998 to define 

circumstances under which proxies can make 

surrogate decisions about medical treatments 

on behalf of a patient lacking decisional capacity 

(Illinois Guardianship and Advocacy Commission, 

1998; Moye et al., 2013). However, procedures are 

unclear in circumstances during which an older 

adult can make independent medical decisions 

but may seek or require the support of a family 

caregiver to support decision-making, care co-

ordination and communication with clinicians, or 

subsequent care needs and tasks.

In 2020, RAND, a nonprofit global policy think 

tank and research institute, identified four prima-

ry barriers to caregiver integration in healthcare 

based on a review of literature and key informant 

interviews with experts: (1) identification of care-

givers, (2) communication and information-shar-

ing, (3) time limitations and competing demands, 

and (4) trust and cultural barriers. Subsequent 

efforts have reflected a patchwork approach to 

integrate caregivers through federal, state, and 

organizational policies and programs. Perhaps 

the most salient illustration of this fragmented 

approach is variation in Home and Community 

Based Services waiver programs across states, 

whereby the extent of caregiver resources varies 

(e.g., respite, training, compensation) and inter-
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pretation and support offered within healthcare 

organizations (e.g., hospitals) are ultimately the 

responsibility of organizational leaders (Mason, 

2017).

OPPORTUNITIES FOR INTEGRATING FAMILY 

CAREGIVERS IN HEALTHCARE

The COVID-19 pandemic motivated healthcare 

organizations and policies to consider the inte-

gration of caregivers as it made clear the role 

of caregivers in supporting care recipients both 

with and without COVID in community settings 

(Archer et al., 2021; Bristol et al., 2021; Dang et 

al., 2020; Duong & Karlawish, 2020; Leggett 

et al., 2022). Notably, it also made visible the 

consequences of family caregivers’ absence in 

institutional settings during periods of visitor 

restrictions, leading clinicians to better recognize 

the role of caregivers as partners rather than only 

visitors in care settings (Institute for Patient- and 

Family-centered Care, 2021).

Friedman and Tong (2020) summarized six areas 

in which policy is needed to address barriers re-

lated to caregiver integration. These policy areas 

and examples of recent initiatives are illustrated in 

Table 1. In addition to federal policies (e.g., CARE 

Act, Caregiver Training Services), Illinois, specif-

ically, has invested in compensation for family 

caregivers through the Home and Communi-

ty-Based Services (HCBS) waivers along with the 

Caregiver Support Program which is being de-

veloped by the Illinois Department on Aging and 

Area Agencies on Aging (2025) to develop basic 

services (e.g., information on counseling, support 

groups and respite care) for family caregivers.

Policy areas Example initiatives Policy level

1. Identify and record information on family 
caregivers

Caregiver Advise, Record, 
and Enable (CARE) Act 

State/Institutional

2. Incentivize providers to engage with 
family caregivers

Caregiver Training Services Federal (Medicare)

3. Invest in programs that provide 
supportive services for family caregivers

Compensation for family 
caregivers

State (Medicaid)

4. Expand access to and funding for care 
coordinators to support caregivers and 
connect them to clinical information

Designation of care 
coordinators

Institutional (healthcare, 
payors)

5. Implement training programs for 
providers and caregivers to facilitate 
effective communication between them

Department of Veterans 
Affairs’ (VA’s) Campaign 
for Inclusive Care

Federal (VA)

6. Develop, test, and improve caregiver 
access to technologies that foster 
caregiver-provider care integration and 
information-sharing

CARE Act State/Institutional

Table 1. Example policy initiatives aligning with Friedman and Tong’s (2020) suggested policy areas 	
	  for addressing barriers to caregiver integration
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Initiatives to integrate caregivers are present at 

multiple levels of policy; however, the responsibili-

ty has tended to fall primarily on states with “flex-

ible” implementation as governed by healthcare 

organizations. For example, in Illinois, Medicaid 

waivers allow resources such as respite services 

and compensation for family caregivers with the 

intention that such support to caregivers can 

reduce their care recipient’s risk of requiring in-

stitutional care (Hodges et al., 2023; Raj & Singer, 

2021; Swartzell et al., 2022). Another recent fed-

eral initiative includes modifications to the 2024 

Physician Fee Schedule enabling eligible provid-

ers (e.g., physicians and certain non-physician 

clinicians) to be reimbursed through Medicare for 

providing individual or group training to care-

givers without the patient present (Centers for 

Medicare and Medicaid Services, 2024; National 

Alliance for Caregiving, 2024; Raj et al., 2024). 

TECHNOLOGY AS A FACILITATOR OF CARE-

GIVER INTEGRATION

Health Information Technology (HIT) has become 

common across U.S. health care organizations 

since the Affordable Care Act and has provided 

many opportunities for fostering caregiver inte-

gration (Buntin et al., 2011; Office of the National 

Coordinator for Health Information Technology, 

2009; Thune et al., 2015; Weiner et al., 2003). 

Simultaneously, initiatives to support caregivers 

also make use of HIT to fulfill multiple priori-

ty areas, including identification of designated 

family caregivers, training programs and support-

ive services for caregivers (e.g., virtual support 

groups, mobile health applications), and provision 

of clinical information to caregivers (e.g., patient 

portal proxies; see Mason 2017). The effective-

ness of these initiatives is variable, with barriers 

primarily boiling down to policy constraints and/

or opacity. For instance, our previous work eval-

uating caregivers’ access to their care recipient’s 

online medical record suggests that even though 

most caregivers are responsible for communi-

cating with their care recipient’s clinicians, they 

rarely access their relative’s online medical record 

(Iott et al., 2020). This trend is amplified for 

adult caregivers supporting a parent or anoth-

er relative compared to caregivers supporting a 

spouse/partner and is likely due to differences 

in care planning procedures and variation in the 

process of designating caregivers depending on 

relationship-type. Studies led by our team ex-

amining engagement of caregivers in telehealth 

visits suggest similar barriers, including privacy 

concerns and that caregivers are not typically 

invited to participate in online clinical visits (Raj 

et al., 2020). This phenomenon is very different 

for in-person clinical settings, where caregivers 

may simply accompany their relative and be in-

cluded in the visit (Iott et al., 2020). HIT has also 

been optimized recently to support caregiver and 

patient involvement in clinical visits. For example, 

the OpenNotes academic lab has studied multiple 

initiatives to engage family caregivers through 

shared access to the electronic health record and 

opportunities to create notes together with clini-

cians and patients (Wolff et al., 2017).

Notably, however, these initiatives still lack con-

sistency and standardization across institutional 

settings, with additional layers of complexity 

stemming from reimbursement models that may 

vary between states. Moreover, there have been 

limited initiatives focused specifically on the 

inpatient hospital setting. The inpatient hospital 

context is unique because following a hospital-

ization, caregiving responsibilities could span a 

short duration to decades of ongoing care. In the 

high-pressure environment of a hospital, caregiv-

ers may be interacting with a variety of clinicians 

but may not establish a long-term relationship 

with any of these professionals due to factors 

such as shift changes and complications that 

could arise in the setting (Rose et al., 2000). 

Clinicians responsible for the patient’s care likely 

have little to no knowledge of the caregiver’s 

role before or beyond the hospitalization, and 

caregivers may be unaware of the demands and 

responsibilities they will face upon discharge, as 

well as the knowledge required to carry out those 

responsibilities (Reinhard et al., 2008). A sim-
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ple example of this is the prevalence of back pain among caregivers following a hospitalization, upon 

having increased demands related to supporting their care recipient’s mobility and transportation and 

assisting in the care recipient’s rehabilitation (Turner et al., 2024). Without training, these caregivers 

may incur costs and challenges of their own in managing their pain and rehabilitation. Findings from a 

systematic review of eight studies suggest that involving caregivers in the rehabilitation of older adults 

through education, caregiver exercises, and inclusion of caregivers in the care process can improve pa-

tient outcomes as well as caregiver outcomes (van Dijk et al., 2020). Yet, how do we engage caregivers 

in the inpatient hospital setting?

Figure 1: States implementing the CARE Act (Source: AARP)
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territories (Figure 1). According to the CARE Act, hospitals must (1) identify a family caregiver 

for inpatient admissions and record the designated family caregiver in the electronic health 

record; (2) notify the family caregiver of discharge plans for the person in the hospital; and (3) 

be offered training on medical/nursing tasks they may be asked to perform (Coleman, 2016). 

The CARE Act went into effect in 2016 in Illinois, representing the seventeenth state to enact 

the legislation (Escobedo, 2025). 
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Anticipated Benefits of the CARE Act 

Hospital leaders, front-line staff, and caregivers anticipate many benefits to family caregivers, 

their care recipients, clinicians, and health care organizations associated with the CARE Act. 

AARP’s Public Policy Institute conducted a national implementation scan in 2021 involving site 

visits to health systems and hospitals across eleven states (including Illinois), focus groups, and 

interviews with clinicians, hospital administrators, clinical and social service staff, and family 

caregivers (Reinhard et al., 2021). They reported the following perceived benefits (Figure 2): 

For family caregivers: 

A TECHNOLOGY-DRIVEN POLICY TO EN-

GAGE CAREGIVERS IN HOSPITALS: THE 

CARE ACT

One significant model legislation developed by 

AARP (2025) is the Caregiver Advise Record 

Enable (CARE) Act, initially proposed in 2014 and 

a state-level law in 44 U.S. states and territories 

(Figure 1). According to the CARE Act, hospitals 

must (1) identify a family caregiver for inpatient 

admissions and record the designated family 

caregiver in the electronic health record; (2) noti-

fy the family caregiver of discharge plans for the 

person in the hospital; and (3) be offered training 

on medical/nursing tasks they may be asked to 

perform (Coleman, 2016). The CARE Act went 

into effect in 2016 in Illinois, representing the sev-

enteenth state to enact the legislation (Escobedo, 

2025).

ANTICIPATED BENEFITS OF THE CARE ACT

Hospital leaders, front-line staff, and caregiv-

ers anticipate many benefits to family caregiv-

ers, their care recipients, clinicians, and health 

care organizations associated with the CARE 

Act. AARP’s Public Policy Institute conducted a 

national implementation scan in 2021 involving 

site visits to health systems and hospitals across 

eleven states (including Illinois), focus groups, 

and interviews with clinicians, hospital adminis-

trators, clinical and social service staff, and family 

caregivers (Reinhard et al., 2021). They reported 

the following perceived benefits (Figure 2):

For family caregivers:

•	 Improved communication with clinicians; 

increased flexibility in their role; decreased 

emotional, practical, and financial strain; en-

hanced continuity of care; appropriate sup-

port at home to foster recovery

•	 These benefits are anticipated because care-

givers will be aware of their role during and 

after the discharge process and will be pro-

vided education along with discharge instruc-

tions, facilitating clearer care coordination 

with clinicians. This could minimize the risk of 

complications (e.g., infections due to misman-

agement of wounds) and improve adherence 

to treatment plans (e.g., dietary recommenda-

tions; see Griffin et al., 2021).
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For care recipients:

•	 Increased ability to live independently; 

smoother transitions from hospital to home or 

long-term care setting; deeper support during 

hospice; improved satisfaction; medication 

management

•	 These benefits are anticipated because their 

caregivers will be more prepared to expect 

and equipped to manage symptoms and 

post-discharge recovery needs (e.g., through 

education on how to manage and administer 

medications). Studies find higher patient ex-

perience when caregivers collaborate during 

discharge planning due to better commu-

nication, perception of better preparedness 

during and after the discharge process, and 

improved communication with nurses and 

physicians (Lee et al., 2023).

For clinicians:

•	 Increased comfort in asking for family care-

giver information; streamlined communication 

with family members; instructing the right 

person in post-discharge care; improving 

quality through enhancing caregiver knowl-

edge; meaningful family engagement; job 

satisfaction

•	 These benefits are anticipated as clinicians 

also experience improved communication 

with patients and caregivers during the 

discharge process, enabling them to devel-

op a more effective treatment plan that is 

aligned with patient and caregiver needs and 

circumstances. For example, while deliver-

ing caregiver education, clinicians may learn 

about potential barriers to adherence with the 

recommended care plan. This additional infor-

mation could help clinicians discuss options 

with the caregiver and modify the care plan 

accordingly, which can improve the likelihood 

of effective patient care (Applebaum et al., 

2023). 

For health care organizations:

•	 Person and family-centered care; reduction 

in discharge delays; improved quantitative 

success metrics; improved qualitative suc-

cesses; early detection of complications and 

subsequent prevention of readmissions and 

penalties

•	 These benefits are anticipated because with 

greater preparedness, communication, and 

education, caregivers can support recovery in 

the home, reducing healthcare utilization (e.g., 

emergency department visits), readmissions, 

and complications associated with medication 

mismanagement (Rodakowski et al., 2021).

Figure 2: Anticipated benefits of the CARE Act
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circumstances. For example, while delivering caregiver education, clinicians may learn 

about potential barriers to adherence with the recommended care plan. This additional 

information could help clinicians discuss options with the caregiver and modify the care 
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et al., 2023). 

For health care organizations: 

- Person and family-centered care; reduction in discharge delays; improved quantitative 

success metrics; improved qualitative successes; early detection of complications and 

subsequent prevention of readmissions and penalties 

- These benefits are anticipated because with greater preparedness, communication, and 
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(e.g., emergency department visits), readmissions, and complications associated with 

medication mismanagement (Rodakowski et al., 2021). 
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Rodakowski 

and colleagues (2017) similarly found, in a review of randomized controlled trials conducted 

between 1990 and 2016, that caregiver integration before patient discharge was associated with 

a 25% reduction in readmissions at 90 days and statistically significant reductions in the costs of 

Rodakowski and colleagues (2017) similarly 

found, in a review of randomized controlled trials 

conducted between 1990 and 2016, that caregiver 

integration before patient discharge was associ-

ated with a 25% reduction in readmissions at 90 

days and statistically significant reductions in the 

costs of post-discharge care. Although not mea-

sured in this study, positive outcomes may extend 

beyond patients and positively impact caregivers 

as well. For example, an earlier study found that 
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an education and support program provided to 

caregivers of first-time stroke survivors was asso-

ciated with significant differences in emergency 

department visits and hospital readmissions, indi-

cating improved outcomes among the care recipi-

ents and reduction of post-discharge responsibili-

ties among caregivers (Pierce et al., 2009).

The CARE Act has the potential to be an import-

ant source of support for caregivers in Illinois. 

Particularly given additional support systems 

such as Medicaid waiver programs that offer 

training, counseling, respite services, caregiver 

training, and compensation for caregivers, the 

CARE Act aims to fill important gaps in insti-

tutional healthcare settings, complementary to 

existing home and community-based resources.

CHALLENGES AND CONCERNS TO CONSID-

ER IN ILLINOIS

Despite several anticipated benefits of the CARE 

Act, there remains a mismatch between imple-

mentation and operationalization of the policy 

among healthcare organizations on the one hand 

and family caregiver experiences on the other 

hand. For instance, caregivers continue to re-

port feeling underprepared and undertrained for 

their caregiving role in general (Burgdorf et al., 

2019; R. Kaiser & S. Kaiser, 2017). Consistently, a 

study of Pennsylvania hospital executives in 2017 

demonstrated that changes (e.g., designation of a 

caregiver) were implemented in 63.6% of hospi-

tals but that education and instruction was only 

occurring in about one-third (31.8%) of hospital 

stays (Rodakowski et al., 2021). A study of one 

Pennsylvania hospital found that identification 

of caregivers of older adults with diabetes and 

subsequent discharge education was associated 

with lower rates of readmissions and emergency 

department visits compared to those caregiv-

ers who did not receive education (Zheng et al., 

2022). This study underscores the importance of 

not only designating caregivers but also follow-

ing through with education and training at dis-

charge. Other recent studies note improvements 

in patient experience, including communication 

with nurses and physicians in hospitals in CARE 

Act states compared to non-CARE Act states, but 

similarly report issues with sufficient notification 

and instruction to the designated caregiver (Lee 

et al., 2023; Leighton et al., 2020).

Given that the CARE Act is ultimately a state-lev-

el policy with variable implementation within 

organizations—perhaps due to distinct aspects of 

their health service systems, payment policies, or 

legislative guidelines—identifying challenges and 

addressing concerns will require focused research 

within states to inform relevant policy modifica-

tions. To date, the CARE Act has not been evalu-

ated in Illinois despite having over 200 hospitals 

across the state (Illinois Department of Public 

Health, 2025).

NEED FOR FUTURE RESEARCH AND LEGIS-

LATION

Illinois is ideally suited for future research and 

legislation related to the CARE Act that can in-

form future state-level initiatives to integrate and 

support caregivers. In 2024, Governor Pritzker 

signed an Executive Order initiating a “Multi-Sec-

tor Plan for Aging” (MPA), a 10-year blueprint to 

address the needs of older adults, people with 

disabilities, and caregivers over the next decade 

(State of Illinois, 2024). The goal of the MPA is 

to develop a strategic action plan to coordinate 

programs providing aging services and proposing 

policies and programs to enhance their effective-

ness, especially in efforts to address inequities 

among older adults in Illinois. Evaluating facili-

tators and barriers to implementation, caregiver 

experience and preparedness, and patient out-

comes will be critical to informing future direc-

tions of the MPA to ensure support for family 

caregivers and their care recipients. Use of a va-

riety of methodological approaches can support 

the translation from research to policy. Enhancing 

data sources to include relevant information is 

also crucial for the evaluation of the CARE Act in 

Illinois hospitals. For example, the Illinois Depart-

ment of Public Health’s Division of Patient Safe-
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ty and Quality collects patient-level discharge 

information from acute care hospitals, specialty 

hospitals, and ambulatory surgery treatment cen-

ters across Illinois; however, the data source does 

not currently include information about whether 

a caregiver was trained upon discharge. Including 

this information could support foundational im-

plementation and evaluation studies. Leveraging 

electronic health record data could supplement 

this approach, providing structured information 

on whether a caregiver was designated and quali-

tative information on whether and how they were 

trained at discharge.

RESEARCH PRIORITIES

1.	 Insight into clinician and caregiver knowl-
edge and awareness of the CARE Act within 

Illinois will be important for understanding 

implementation facilitators and barriers. 

Qualitative studies could garner information 

about whether clinicians are aware of the 

CARE Act’s purpose and requirements and 

how clinicians are trained to follow guid-

ance—including which clinicians are typically 

responsible for inputting information into the 

medical record about caregivers designated 

by their patients. Because Illinois is home to 

multiple large academic medical centers and 

teaching hospitals, studies could evaluate 

how the process of identifying and designat-

ing caregivers—and the importance of doing 

so—is practiced and also taught to emerging 

clinicians.  

2.	 Understanding facilitators and barriers to 

implementation and operationalization of the 

CARE Act is also required to identify state 

and organizational policies and protocol de-

velopment to ensure its success and effec-

tiveness. These studies could be informed by 

previous state-level cases (e.g., Pennsylvania). 

For instance, qualitative and observation-

al research might identify issues with how 

caregiver designation is integrated within the 

medical record or workflow barriers related to 

instructing caregivers upon discharge. 

3.	 Evaluating patient and caregiver outcomes 

associated with the CARE Act would provide 

key information about its effectiveness, effica-

cy, and value across the state but especially in 

Illinois, where these findings could inform the 

future of the state’s MPA. Electronic health 

record data, insurance claims data, surveys, 

and qualitative interviews could support this 

work by assessing whether implementation 

of the CARE Act in Illinois (i.e., identifying, 

designating, informing, and instructing care-

givers) has been associated with improved 

health outcomes for patients (e.g., 30-day 

readmission rates, disease management in the 

home) and caregivers (e.g., mental distress, 

caregiving self-efficacy, knowledge, perceived 

unmet information needs) and the extent to 

which such benefits may be contingent on 

factors such as more consistent implementa-

tion within hospitals. Evaluation of other relat-

ed policies (e.g., Caregiver Training Services) 

could provide additional insight into ways to 

enhance the CARE Act further—for instance, 

caregiver training services could be offered 

following discharge to designated caregiv-

ers to address condition-specific information 

needs. 

POLICY PRIORITIES

1.	 Improve identification and designation of 
caregivers in hospitals. With greater insights 

into knowledge and awareness of the CARE 

Act, Illinois could lead policy efforts to im-

prove the identification and designation of 

caregivers in hospitals. For example, more 

guidance is needed for clinicians to work with 

patients from different cultural groups or with 

varying levels of English language proficien-

cy to reliably and appropriately identify and 

designate caregivers (Pharr et al., 2014; Raj et 

al., 2021). Information is also needed to help 

patients designate a caregiver, especially in 
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circumstances where multiple caregivers may 

be involved in medical decision-making or 

support, or when a professional caregiver is 

also included in post-discharge support. Stan-

dardized and clear information about how 

caregiver-related data will be used could help 

alleviate concerns about patient and care-

giver privacy. It is possible in this regard that 

privacy concerns lead some patients to be re-

luctant to designate a caregiver or caregivers, 

do not want their name entered into a medi-

cal record. Clarifying this information to both 

entities could help streamline the process. 

2.	 Expand telehealth. The role of telehealth is 

currently unclear in terms of implementation 

of the CARE Act in hospital settings. The 

proportion of long-distance caregivers of care 

recipients in Illinois is unknown, but about 

11% of family caregivers in the U.S. live more 

than one hour away from their care recipi-

ent (Pharr et al., 2014). Evaluating policies 

to expand telehealth-based caregiver desig-

nation and instruction could position Illinois 

as a leader in improving access to care (and 

access to supports for caregivers). Address-

ing licensure considerations is critical because 

while patients and clinicians may be co-locat-

ed in Illinois, the designated caregiver may be 

located in another state requiring provisions 

for training out-of-state. 

3.	 Medicaid waiver programs. Policies to fis-

cally support and enhance Medicaid waiver 

programs and other community-based social 

supports in a way that expands provisions for 

caregiver education are critical for continuing 

to educate caregivers after discharge from 

the hospital setting. Entities such as AARP 

facilitate these policies through instructional 

videos for family caregivers to guide them in 

performing medical and nursing tasks (Rein-

hard et al., 2019); continuing these conversa-

tions with professionals outside the hospital 

and home setting could equip caregivers 

to sustain their caregiving responsibilities 

with confidence that there is expert support 

available locally. Illinois Supports and Re-

sources for Home-Based Care offer support 

on treatment regimens and equipment as well 

as counseling to help caregivers meet care 

recipient needs; increasing waiver programs 

specifically to bridge gaps between hospital 

and community-based systems could opti-

mize the CARE Act’s success. 

4.	 Supporting younger caregivers. Caregiving 

responsibilities are not bound by age, and the 

CARE Act in Illinois does not have a minimum 

age requirement for being designated as a 

caregiver. A growing number of young adults 

and adolescents are taking on caregiving 

responsibilities, a trend that became espe-

cially salient during the COVID-19 pandemic 

(Kavanaugh et al., 2021; Raj et al., 2021). The 

American Association of Caregiving Youth 

(2023) estimates that about 5.4 million chil-

dren and adolescents support parents, grand-

parents, and other family members and are 

increasingly responsible for complex medical 

tasks. Yet, these young adults and youth may 

not be identified and designated within the 

healthcare system as caregivers, and more-

over, young caregivers request education and 

support related to mental health, advanced 

care planning, managing complex health 

conditions, and financial support related to 

caregiving (Raj et al., 2022).  

 

As Illinois moves forward with identifying pri-

orities for the MPA and ways to improve im-

plementation and effectiveness of the CARE 

Act, considering the variety of experiences, 

backgrounds, and needs of caregivers will be 

important. Moreover, identifying approaches 

for policy collaborations across sectors, such 

as between education, health, and family or 

community resources, will be paramount to 

ultimately improving patient and caregiver 

outcomes, including for younger and emerg-

ing caregivers. For instance, a young care-

giver facing unmet information needs upon 

hospital discharge of an older relative may 

result in school or workplace absence, with 

consequences for educational and profession-

al or employment outcomes (Raj et al., 2022; 

HB2161, 2025). The MPA must ensure that 

cross-sector efforts also consider the distinct 

needs of subgroups of caregivers. 

5.	 Healthcare support structures. Policies to 

enhance hospital and other formal health-

care organizational supports (e.g., direct care 

workers) for caregivers through workforce 
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training and new models of care that em-

phasize interprofessional practice may sup-

port CARE Act efforts (The Commonwealth 

Fund, 2021). Integrating Community Health 

Workers (CHWs), for example, could support 

efforts related to identifying, designating, 

and informing caregivers prior to discharge 

(Jack et al., 2017). Considerable literature 

demonstrates the value of CHWs in sup-

porting disease management (e.g., diabetes, 

hypertension), especially among racial and 

ethnic minority communities (Li et al., 2022; 

Shah et al., 2022), yet a policy foundation 

to support their contributions is limited in 

Illinois and nationwide. By drawing upon the 

skills and distinct knowledge of CHWs, Illinois 

could become a leader in the implementa-

tion of the CARE Act and other policies that 

seek to engage caregivers, by offering addi-

tional support from CHWs whose caregiving 

experience, multilingual proficiency, or deep 

cultural knowledge may ensure the proce-

dures embedded within the CARE Act are 

carried out effectively. These CHWs could be 

engaged within the inpatient setting (e.g., by 

supporting discharge training and education) 

as well as in community-based settings to 

provide continuity of discharge-related sup-

port to caregivers (e.g., in conjunction with 

discharge-related caregiver training services). 

CONCLUSION

The recipe for effective and successful implemen-

tation of the CARE Act includes clarity around 

its goals and intention, engagement of clinicians, 

administrators, and caregivers, and sustained 

monitoring and rigorous evaluation of interpre-

tation, implementation, and associated health 

outcomes. In Illinois, the success of the CARE Act 

and its utility in informing the strategic directions 

of the MPA depends on investing in research 

on its operationalization, implementation, and 

effectiveness in improving patient and caregiver 

outcomes. Even though the CARE Act is imple-

mented by individual states, state-level analy-

ses of its value are sparse. Although the CARE 

Act prioritizes the hospital setting, the network 

of healthcare organizations and social support 

programs that caregivers navigate daily to sup-

port their relatives is complex and ever-growing; 

thus, prioritizing an understanding of this critical 

aspect of caregiving may be a basic first step to 

improve supports for caregivers in Illinois.
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