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At least one in five North Carolinians is an informal care-
giver for a relative or friend with a serious health problem, 
illness, or disability. Existing state-level systems are inad-
equate to support caregivers’ needs. We propose 10 rec-
ommendations for adopting a life course perspective to 
address caregiver needs across North Carolina’s diverse 
population.   

Background  

Informal caregivers are family members and friends who 
care for individuals (care recipients) across the life course, 

from infancy through old age, and across the spectrum of ill-
ness and disability. The care they provide is rarely compen-
sated, recognized as critical work in society, or adequately 
supported or supervised. The tasks caregivers perform vary 
widely based on the needs of recipients, the resources of 
their households, the formal clinical support services (such 
as in-home nursing) available in their areas, and several 
community and contextual factors of where they reside  
[1, 2]. Both national [3, 4] and North Carolina-specific 
reports [5, 6] point toward the harms caregivers can experi-
ence when personal and community supports are inadequate 
to match the emotional, financial, and physical demands of 
caregiving. These include worsened emotional health [7, 8], 
forgone employment and financial strain [9–11], and adverse 
physical health outcomes [2, 12]. In addition, the COVID-19 
pandemic has exacerbated many of these adverse conse-
quences of inadequately supported caregiving [13]. 

Caregiving impacts every life domain, including mental 
and physical health, social relationships, employment, and 
work. Accordingly, caregiver support systems should be 
accessible, comprehensive, and integrated. It is in the clear 
interest of a state and its citizens to ensure that its caregiv-
ers are recognized and supported emotionally, financially, 
and professionally. However, data on caregiver support poli-
cies show wide state and regional variation in level of bene-
fits provided, eligibility, and coverage. According to a recent 
national analysis, North Carolina ranked among the bottom 
five states in terms of the available caregiver supports based 
on the National Academies of Science, Engineering, and 
Medicine’s caregiver support recommendations: unemploy-
ment insurance, family responsibility protected classifica-
tion, paid family medical leave, spousal impoverishment 

protection, state-level dependent care tax credits, and care-
giver training through Medicaid waivers [14].

North Carolina has an estimated 1.3 million informal care-
givers, accounting for 1.1 billion care hours, an unrealized eco-
nomic value of $13.1 billion per year [15]. The demographics 
of North Carolina are changing, with increasing proportions 
in the population of older adults and of children and youth 
with complex health needs who often need in-home care-
giving [14]. Currently, North Carolina ranks ninth nation-
ally in total population and eighth in the number of people 
aged 65 and older [14]. Additionally, in the next 20 years, 
North Carolina’s population aged 65 and older is projected 
to almost double, from 1.7 to 2.7 million. The growth of the 
demographic of those aged 85 and older, ages at which 
higher levels of care are often needed, is projected to be 
116% [16]. North Carolina also has a higher relative popu-
lation proportion of children and youth with complex needs 
(22%) compared with the national average (20%) [17]. 

In Caregivers’ Own Words
Statistics tell part of the story, but the words of caregiv-

ers make clear the urgency of attention needed to caregiv-
ing in North Carolina. Caregivers describe several barriers 
to accessing support at the health systems level in Table 1.

Existing Policies and Supports for Caregivers in 
North Carolina Fall Short

Existing policies and supports for caregivers in North 
Carolina include providing information on how to access 
services, offering individual counseling and support groups, 
caregiver skills training, and respite care [18]. An example 
is the National Family Caregiver Support Program (NFCSP), 
provided as grants to states [19]. The current system is 
well-intentioned and aligns with needs described by many 
caregivers, but the system is inadequately funded, variable 
across counties, and unknown or inaccessible to many care-
givers due to restrictive criteria and other limitations. The 
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North Carolina NFCSP provides some support services to 
caregivers of any age caring for older adults (aged 60 years 
or older) or caring for a person with Alzheimer’s disease or a 
related brain disorder. Eligibility also extends to non-parent 
relatives aged 55 or older raising a related child under age 
18, or relatives (including parents) aged 55 or older caring 
for an adult with a disability [18]. This may exclude non-
relative caregivers and parental caregivers of children with 
complex health needs, among others. 

The challenges that caregivers face are not adequately 
addressed by state-level services in three main ways. First, 
current government programs are inadequate to address 
the needs of caregivers across the lifespan. Many of these 
caregivers are at different life stages than those typically 
considered for existing caregiving programs, interventions, 
research, and literature. These include youth caregivers, 
grandparents raising grandchildren, and parents caring for 
a child with a serious illness or disability. Due to the daily 
demands of these caregivers—which often include work, 
school, and other commitments—they may not be able to 
participate in existing programs and interventions even if 
they are eligible. In addition, the current systems of care 
delivery do not fully assess whether caregivers have the 
skills and capacity to provide needed care, nor do these pro-
cesses identify and address unmet caregiver needs, such as 
finding and affording sufficient respite care. 

Second, many caregiving programs are currently orga-
nized by age and disease state alone, which can be mis-
aligned with the diverse needs and lived experiences of 
many caregivers and their care recipients. For example, 
North Carolina is becoming more racially diverse. There 
are numerous health inequities experienced by Black and 

Latino/a patients with Alzheimer’s and their caregivers, 
including higher likelihood of receiving lower-quality care 
despite higher risk of the disease [20]. In addition, a high 
proportion of North Carolina‘s population resides in rural 
areas [21], and the needs of rural caregivers are often inad-
equately addressed through existing long-term services and 
supports administered by the state and federal government 
[4]. These needs include transportation, reliable telecom-
munications and broadband internet access, and access to 
health care services. These needs cut across illness types 
and age and relationship of caregivers and their care recipi-
ents. In addition, the focus on age and disease ignores the 
historic and current inequities of care and disparities across 
underserved populations.

Finally, caregivers themselves are often unofficial yet 
essential members of a care recipient’s health care team. 
However, documentation of caregivers’ needs and roles 
in care is rare, and systematic, routine collection of basic 
identifying and demographic information about essential 
caregivers does not often exist in electronic health records. 
North Carolina is one of only eight states that has not passed 
the Caregivers Advise, Record, Enable (CARE) Act. In states 
that have passed this legislation, hospitals are required to 
include informal caregivers in communications about care 
recipient needs for complex care after discharge [22]. This 
lack of caregiver documentation in the health care system 
hinders surveillance of caregiver health status and its con-
nection to systemic failures to understand the fundamental 
role of caregivers within health care statewide and beyond.

An Integrated Approach to Caregiving Across the 
Life Course for All Ages in North Carolina

Because caregiving can occur at any life stage and may 
be short- or long-term, it should be reframed as a life course 
issue. Life course theory suggests that health care delivery 
should provide longitudinal supports for managing patients’ 
and caregivers’ health needs and recognize that these needs 
are interconnected (Figure 1). In addition, policy develop-
ment from a life course perspective takes a whole-person, 
whole-family approach and would provide financial assis-
tance and supports to keep caregivers participating in soci-
ety. In the case of individuals who require caregiving, their 
health and the health of their caregiver(s) are intertwined 
such that the presence of health risk factors and health-
promoting factors can have direct—and often compound-
ing—effects simultaneously on caregivers and their care 
recipients. 

The Life Course Health Development (LCHD) framework 
provides useful guidance relative to caregiving policy. One 
key tenet of the LCHD framework is that individual health 
is defined by a core set of assets (i.e., motor function, emo-
tional regulation, cognitive function) that evolve over time 
[23]. At some points in most individuals’ lives, one’s health 
and their associated core assets will degrade—acutely or 
chronically—and they will need care from a family member 

table 1.
Lived Experiences Shared from Caregivers in North Carolina 

“I have been trying to bring someone to help me with my mom… to have 
someone come in and help [with cleaning and bathing] because of the fact 
that I have my husband, now, that needs all that. But it’s been months and I 
can’t seem to get the paperwork right… It’s just been a nightmare, and I keep 
hoping… I keep trying… but it takes so much time… and me running around 
trying to take care of everything.”

— Caregiver of both an aging parent and a spouse with dementiaa

“I contacted a [home health] agency… last year. And they told me that [since] 
we’re in a rural area… they probably wouldn’t be able to find someone to go 
out that far.”

— Caregiver of parents-in-law with dementiaa

“Families’ time is just as important as [providers’] time... Is there a 
reimbursement mechanism, is there funding to help compensate families for 
the time that they put in?”

— Caregiver of a child with complex care needsb

“If I could fix one thing, it would be that agency folks recognize that parents 
and caregivers  are experts of their own family, and that they recognize that 
they know their kids better than anybody... Because sometimes, I think our 
concerns are dismissed.”

— Caregiver of a child with complex care needsb

aKent, Keesee, & Deaton. In Prep.
bMing DY, deJong NA, Crew C, Sandhu S, Hurewitz S, Prattipati N, Nguyen 
D, Huang R. https://sites.duke.edu/path4cnc/files/2021/11/Final-White-
Paper-1.pdf
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or friend, and/or they will need to assume a caregiver role. 
This framework illustrates the breadth of caregiving impact 
across an ever-changing health journey that is not limited 
to only certain demographic groups (e.g., women in middle 
age) [3]. 

A second key tenet of the LCHD framework is that lon-
gitudinal health development cannot be separated from 
an individual’s dynamic social-environmental conditions. 
Numerous clinical, social, community, and policy-level fac-
tors within the individual patient’s surrounding environment 
can have a positive or negative impact on overall health 
trajectories, resulting in nonlinear, variable patterns [24]. 
Understanding how varying health patterns interrelate with 
multilevel health and environmental factors is essential for 
development of life course interventions that can improve 
health and advance health equity [25]. 

The inseparable nature of patient and caregiver health 
requires a broad framework that can inform systems of care 
that prioritize and strengthen supports for caregivers [26]. 
A life course perspective informed by the LCHD framework 
provides a whole-person, whole-family orientation that can 
guide multilevel decision-making and the implementation of 
health programs and policies at the individual, family, and 
societal levels [27]. Application of a life course perspective 
to caregiving can also help to mitigate health disparities 
by creating a system capable of identifying and addressing 
common challenges faced by caregivers and their care recip-

ients across the age, race and ethnicity, geographic, and dis-
ability spectra. By integrating efforts that support specific 
populations with serious illness, disabilities, and functional 
impairment, we can share innovations and center caregiver 
experiences when designing solutions that address gaps in 
care and support [28, 29]. 

Call to Action
Advocates, researchers, clinicians, care recipients, and 

caregivers across the state are currently collaborating to 
create a vision for what caregiver support across the life 
course might look like in North Carolina. We propose several 
recommendations to advance support for North Carolina 
caregivers (Table 2).  

The original call to action was issued through the North 
Carolina Institute of Medicine’s (NCIOM) 2020 report, 
“Improving Serious Illness Care in North Carolina,” which 
included a recommendation to establish a task force on 
caregiving for those with serious illness that can execute the 
above strategies [5]. Since the NCIOM report’s release, the 
North Carolina Coalition on Aging (COA) and the Children’s 
Complex Care Coalition of North Carolina (4CNC) have 
partnered with the North Carolina Serious Illness Coalition 
(NCSIC) to amplify a united call to action to establish a 
caregiving task force in North Carolina. A task force is one 
efficient way to address many of the NCIOM’s recommen-
dations. The task force could analyze additional legislative 

figure 1.
Health of Patients and Caregivers Across the Life Course 
The impact of positive and adverse factors on health and the intertwined nature of health development for patients and 
caregivers across the life course

Source. Ming DY.
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solutions and financing options to meet caregiver needs. 
In addition, the National Alliance for Caregiving has cre-

ated a blueprint for bringing together state collaboratives 
and leveraging task forces to promote best practices and 
strategies for supporting caregivers across state lines [30]. 
For example, the recently established Wisconsin Governor’s 
Task Force on Caregiving led to the creation of multiple pro-
posals designed to support caregivers, including piloting a 
tailored caregiver assessment and referral process, creat-
ing a caregiving tax credit, and creating a statewide mini-
mum pay band for compensating direct care workers [31]. 
Many of the initiatives and policies recommended in the 
Wisconsin caregiving task force’s report and underway in 
other states provide relevant foundations that can serve as 
a strong starting point and can be tailored to address the 
needs of caregivers in North Carolina.

Conclusion 
The time is now for North Carolina to implement a stra-

tegic plan for a comprehensive and longitudinal system of 
supports for caregivers as their loved ones experience ill-
ness, disability, and subsequent complex care needs. At the 
time of this writing (September 2022), the RAISE Family 
Caregiving Advisory Council will be introducing the first 
National Family Caregiving Strategy, including best prac-
tices and recommendations for recognizing and supporting 
family caregivers [32]. If action steps are taken now, North 
Carolina can be well-positioned to align with these national 

efforts around caregiving supports. Actions should be 
informed by the perspectives of a diverse range of caregiv-
ers at every life stage to ensure representation and mitigate 
disparities so that North Carolina can truly be a place for 
health and thriving at all ages. This writing reaffirms the call 
for a statewide task force to critically examine existing sys-
tems and identify strategies to improve support for informal 
caregivers across health conditions and the life course for all 
North Carolinians.  
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