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Abstract
  Family caregivers play an essential role in supporting older adults 
and individuals with chronic health conditions in the United States, 
yet many provide extensive care with limited support and resources. 
This study examined how gaps in caregiver support systems are 
associated with caregiver strain among U.S. family caregivers. The 
study focused on perceived professional support, caregiving-related 
financial difficulty, household income, positive coping strategies, and 
psychological distress. A total of 238 family caregivers participated 
in the study. Data were analyzed using descriptive statistics, bivariate 
linear regression analyses, and multiple linear regression analysis. 
Findings showed that higher levels of professional support and 
positive coping strategies were associated with lower caregiver 
strain, while greater financial difficulty was associated with higher 
caregiver strain. Higher household income was also associated with 
lower caregiver strain. In addition, stress and anxiety symptoms were 
significant predictors of caregiver strain, while depressive symptoms 
were not statistically significant. Overall, the findings suggest that 
caregiver strain is influenced not only by caregiving responsibilities, 
but also by broader financial, structural, and psychological factors. 
These results highlight the importance of strengthening caregiver 
support systems, expanding financial and respite resources, and 
improving caregiver integration into healthcare and long-term care 
systems.
Keywords: Family Caregivers, Caregiver Strain, Structural Policy 
Gaps, Professional Support, Psychological Distress
Introduction
   According to the Caregiving in the U.S. 2025 report, the most 
current national estimate, 63 million Americans, or approximately 1 
in 4 adults, provided unpaid or partially unpaid family caregiving 
in the past year [1]. This represents a substantial increase from the 
53 million Americans estimated to have provided family caregiving 
in 2022 [1]. The growing number of family caregivers reflects 
increasing reliance on unpaid caregiving to support individuals with 
chronic, disabling, and serious health conditions [2]. More than 40%

of caregivers provide high-intensity care, while only 22% report 
receiving formal training, and nearly half report significant financial 
strain while balancing employment and caregiving responsibilities 
[1]. These findings highlight the increasing demands placed on 
family caregivers and the need to examine whether existing support 
systems adequately address those demands.
Family Caregiving in the United States
   Family caregivers provide essential support to family members, 
friends, relatives, partners, and/or neighbors who have chronic, 
disabling, and serious health conditions [2]. In home-based long-
term care, family caregivers may provide assistance with activities of 
daily living, medication management, transportation, communication 
with healthcare providers, and coordination of services. Although 
these responsibilities are essential to maintaining care in the home, 
family caregivers often perform them without the formal training, 
compensation, and structural support available to professional 
healthcare providers. As a result, caregivers may experience 
substantial physical, emotional, financial, and social demands 
associated with providing care.
   These demands have important implications for caregiver well-
being and the sustainability of home-based long-term care. Caregiver 
strain has been associated with limited support and psychological 
distress, including symptoms of depression and anxiety [3, 4]. 
Caregiving responsibilities may also create financial challenges 
through out-of-pocket expenses, reduced work hours, and disruptions 
to employment [5, 6]. The combination of intensive caregiving 
responsibilities and limited resources raises concerns about whether 
current systems adequately support family caregivers in their role 
within home-based long-term care.
Policy Challenges in Home-Based Long-Term Care
   The growing reliance on family caregivers creates significant 
policy concerns because many caregivers provide complex and 
demanding care with limited access to formal support. Key gaps 
include caregiver training, coordination between caregivers and 
healthcare professionals, respite care, financial assistance, workplace
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protections, and access to supportive services. These gaps may 
contribute to caregiver strain and make it more difficult for caregivers 
to sustain their caregiving responsibilities over time. Strengthening 
caregiver support is therefore increasingly important for sustaining 
home-based long-term care systems in the United States.
   Several policy areas have been identified as particularly important 
for supporting family caregivers, including caregiver education 
programs [7], interprofessional integrated services [2], respite care 
[8], workplace protections, and access to supportive services [5]. 
Caregiver strain can affect caregiver well-being and may also have 
implications for care recipient outcomes and healthcare system 
utilization [9]. Understanding the structural conditions associated 
with caregiver strain is therefore important for identifying policy 
strategies that may strengthen support for family caregivers and 
improve the sustainability of home-based long-term care.
Policy Gaps in Home-Based Long-Term Care
 The responsibilities of family caregivers have increased 
substantially, yet their role in sustaining the healthcare system often 
goes unrecognized and unsupported. Structural and organizational 
barriers, such as gaps in training, coordination, financial 
assistance, and technological infrastructure, can contribute to the 
unsustainability of family caregivers providing long-term care 
[10]. This study highlights these gaps and shows the importance of 
person-and-family centered care frameworks through integration of 
caregiver relationships into the care team. Closing these gaps can 
help shape caregivers’ experiences and relieve them of the burden 
and psychological stress they report. 	
   According to Wrede et al. [7], family caregivers often do not receive 
any outside formal training. These caregivers perform tasks that are 
carried out by trained medical professionals such as administering 
medications, managing pain, monitoring overall health, and 
coordinating with multiple health providers [10]. The lack of formal 
training and integration with the medical team undermines the quality 
of care for the recipient and contributes to caregiver burden. Formal 
preparation is a necessity for caregivers to effectively perform 
essential healthcare functions in a home-based setting. Prior research 
has consistently identified the lack of formal training for caregivers 
as a gap in the system [1, 7, 11, 12].
   Coordinating care, navigating systems, and advocating for the 
care recipient causes extreme stress for the caregiver. Caregivers 
spend a great deal of time performing daily care tasks for the care 
recipient, yet they lack access to information and are excluded from 
the decision-making process [13]. This lack of integration creates 
a system-level barrier to long-term care coordination, especially 
when family caregivers act as an informal care coordinator without 
formal authority or inclusion in the care planning process. This 
makes it extremely difficult for caregivers to manage care due to 
having limited structured communication between hospitals, clinics, 
pharmacies, and other community services [13].
   Another gap in long-term care policy for family caregivers is the 
limited availability of respite care services. According to the 2022 
U.S. National Strategy to Support Caregivers, respite care is one of 
the most desired and requested forms of support that family caregivers
seek. This structural gap creates disparities for those who provide 
long-term and high-intensity care because it leaves little opportunity 
for rest and recovery [14]. Respite care provides the greatest benefits 
to caregivers because it serves as a protective factor against caregiver 
burden and supports the infrastructure to sustain care over time [2]. 
Policies that provide respite services by increasing the access and 
availability, providing low cost vouchers, and reducing eligibility 
restrictions can help close the gap and create an infrastructure more 
conducive to family caregiving in home-based long-term care [11, 14].
   Family caregivers provide complex tasks on a daily basis and remain 
largely unpaid despite their significant value and impact to society 
and on workforce participation. Many caregivers face financial strain 
and hardship due to reducing work hours and incurring out-of- pocket 
expenses associated with caregiving responsibilities [5]. According

to the AARP, family caregivers spend approximately $7,200 annually 
out-of-pocket on caregiving expenses, highlighting the need for 
financial support policies. There are tax credits and stipends to help 
offset burdens, but they are inconsistent across states. This economic 
structural gap reinforces financial strain and diminishes the value of 
those who provide essential long-term care services [1].
   Caregivers face numerous challenges and report barriers that assistive 
technology has the potential to make the caregiving experience more 
efficient, effective, safer, and less burdensome. Assistive technology 
can support family caregivers by increasing access to education, 
clinical, and community resources [15]. Telehealth systems have 
the potential to provide resources for both the caregiver and care 
recipient to participate in videoconferencing, remote consultations, 
psychosocial and cognitive behavioral interventions, and social 
support. This can also promote collaboration and integration to 
connect family caregivers to clinicians. Family caregivers could 
participate in real-time interaction, online health education classes, 
receive professional guidance, and access peer support forums [15, 
16].
Overview of Study
  This study examines how factors reflecting gaps in caregiving 
support systems, including caregiver training, system coordination, 
respite care, and financial support, are associated with caregiver 
strain and psychological distress among U.S. family caregivers. 
Because this study does not directly evaluate specific policies, the 
term “policy gaps” refers to broader limitations in the availability, 
accessibility, and adequacy of caregiver support resources and 
services. These policy gaps reflect systemic deficiencies that place 
significant responsibility on family caregivers. This research aims to 
inform policy solutions that strengthen caregiver support, improve 
caregiver well-being, and enhance the sustainability of home-based 
long-term care systems.
   The following hypotheses examine how factors related to caregiver 
support and resources are associated with caregiver strain, with a 
specific focus on caregiver burden (negative caregiving impact), 
financial stress, household income, perceived system support, 
positive coping strategies, and psychological distress, including 
depressive symptoms, anxiety symptoms, and stress symptoms.
Hypothesis 1: Greater perceived professional support will be 
associated with lower caregiver strain.
Hypothesis 2: Greater caregiving-related financial difficulty will be 
associated with higher caregiver strain.
Hypothesis 3: Higher household income will be associated with 
lower caregiver strain.
Hypothesis 4: Greater use of positive coping strategies will be 
associated with lower caregiver strain.
Hypothesis 5: Higher levels of depressive symptoms, anxiety 
symptoms, and stress symptoms will be associated with higher 
caregiver strain.
Methods
Participants
   A total of 238 family caregivers from the United States were recruited 
from Prolific, an online research platform where participants receive 
monetary compensation for their time. Participants in this study met 
inclusion criteria requiring them to be 18 years or older, physically 
present in the United States, and providing unpaid care or assistance 
to someone aged 50 years or older. Participants represented a range
of demographic and caregiving backgrounds. The sample included 
caregivers across varying income levels, educational backgrounds, 
employment statuses, and caregiving experiences. Most participants 
identified as White/Caucasian, and the majority reported providing
care for one to three years. Additional demographic information 
is presented in Table 1. This study was approved by the author’s 
university Institutional Review Board (IRB #c0625.3e), and all 
participants provided informed consent.
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Variable Answer N (%)
Sex Female 123 51.7

Male 115 48.3
Age (years) Under 30 29 12.2

30–39 52 21.8
40–49 81 34.0
50–59 50   21.0
60 and older 26 10.9

Race White/Caucasian 144 60.5
African American/Black 36 15.1
Asian 45 18.9
Biracial/multiracial 11   4.6
Native American/Indigenous 1   0.4
Other 1   0.4

Education level High school or GED 84 35.3
Vocational school/ 2-year college 34 14.3
Bachelor’s degree 71 29.8
College 4-year degree 14   5.9
Graduate school/professional 35 14.7

Household income Less than 25,000 20 8.4
(25,001–35,000) 27 11.3
(35,001–50,000) 60 25.2
(50,001–75,000) 44 18.5
(75,001–100,000) 32 13.4
Greater than 100,000 55 23.1

Relationship 
status

Single 67 28.2
Married 103 43.3
Divorced 27 11.3
Separated 3   1.3
Widowed 7   2.9
Committed Relationship 31 13.0

Employment For Wages 188 79.0
Self-Employed  21   8.8
Out of work/looking  6   2.5
Homemaker   8   3.4
Student 2   0.8
Retired 9   3.8
Unable to Work 4   1.7

Time providing 
care

Less than 1 year 37 15.5
1-3 years 141 59.2
4-10 years 39 16.4
10+ 19   8.0

Perceived 
professional 
support

Not at all 103 43.3
A little 60 25.2
Moderately 48 20.2
Very much 19   8.0
Extremely 8   3.4

Relationship to 
care recipient

Spouse/partner 9 3.8
Adult child 54 22.7
Parent 91 38.2
Family Member 63 26.5
Friend 21   8.8
Table 1: Participant Demographics
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Instruments
 A questionnaire was used to assess demographic information 
such as gender, age, sex, and race. Perceived professional support, 
caregiving-related financial difficulty, and household income were 
examined as independent variables associated with caregiver strain 
using the demographic questionnaire. See Table 1.
   The Caregiver Strain Index [17] is a 13-item scale that measures 
caregivers' physical and emotional strain. This scale has two subscales: 
physical strain and emotional strain. Responses are recorded as “yes” 
or “no.” An example item from the emotional strain subscale is, 
“Caregiving is emotionally upsetting.” An example item from the 
physical strain subscale is, “Caregiver’s health has suffered.” Each 
“yes” equals 1 point. Total scores range from 0–13. A score of 7 or 
greater indicates a high level of caregiver strain and increased risk 
for caregiver burden.  The Cronbach’s alpha has been reported above 
.80 across multiple studies and has demonstrated correlations with 
depression, physical health, and quality of life outcomes [3].
   The Depression Anxiety and Stress Scale [18] is a 21-item measure 
that is widely used to assess negative emotional states experienced 
during the previous week. This measure includes three subscales: 
depression (DASS-D), anxiety (DASS-A), and stress (DASS-S). 
The depression subscale (DASS-D) measures hopelessness, low 
self-esteem, and low positive affect. The anxiety subscale (DASS-A) 
measures autonomic arousal, musculoskeletal symptoms, situational 
anxiety, and subjective experiences of anxious arousal. The stress 
subscale (DASS-S) measures tension, agitation, and negative affect. 
Each subscale contains seven items rated on a 4-point Likert scale 
from 0 (Did not apply to me at all) to 3 (Applied to me very much 
or most of the time). Total scores range from 0 to 63. The internal 
consistency was .72, .77, and .70 for the depression, anxiety, and 
stress subscales, respectively [19]. The overall score, which includes 
all items, had a high consistency alpha of .88 [19].
   The COPE Index [20] assesses the experiences of informal 
caregivers of older individuals. This study used two of the three 
subscales: the Negative Impact (NI) subscale and the Quality of 
Support (QS) subscale. The Negative Impact (NI) subscale measures 
the stress and burden associated with caregiving, particularly in 
long-term care contexts where sustained caregiving is required. 
The Quality of Support (QS) subscale evaluates perceived support 
from family, friends, and professional and community-based long-
term care services. The COPE Index was also used to examine 
caregivers’ coping-related experiences and perceived ability to 
manage caregiving demands. Each item is rated on a 4-point Likert 
scale ranging from 1 (never) to 4 (always). An example item from 
the NI subscale is, “Do you feel that caring for your relative is too 
demanding?” Higher QS scores indicate greater perceived support, 
while higher NI scores indicate greater caregiver burden. The COPE 
Index demonstrates good validity and internal consistency, with 
Cronbach’s alpha coefficients ranging from .67 to .88 [20].
     Additionally, a single-item measure assessed formal support from 
professionals who provide resources, guidance, and services essential

for long-term care, including home health aides, adult day programs, 
and care coordination. The question was, “Do you feel professionals 
have provided you with resources and support as a caregiver?” 
Responses were originally on a 5-point scale (1 = Not at all, 5 = 
Extremely) and were dichotomized into ‘Low support’ (Not at all/A 
little) and ‘High support’ (Moderately/Very much/Extremely).
Statistical Analysis
  Data analyses were conducted using IBM SPSS Statistics version 
29 (IBM Corp. Armonk, NY, USA). Descriptive statistics were used 
to summarize participant demographic characteristics and caregiving 
variables. Bivariate linear regression analyses were conducted 
to examine associations between caregiver strain and perceived 
professional support, caregiving-related financial difficulty, 
household income, and positive coping strategies. A multiple linear 
regression analysis was conducted to examine the relationship 
between depressive symptoms, anxiety symptoms, stress symptoms, 
and caregiver strain. Statistical significance was evaluated using an 
alpha level of .05. 
Results
  Hypothesis 1: A bivariate linear regression indicated that perceived 
professional support was significantly associated with caregiver 
strain, R² = .065, F(1, 230) = 15.93, p < .001. Greater perceived 
professional support was associated with lower caregiver strain 
(β = −.255, p < .001). The null hypothesis was rejected.
  Hypothesis 2: A bivariate regression showed that caregiving-related 
financial difficulty was significantly associated with caregiver strain, 
R² = .414, F(1, 228) = 161.21, p < .001. Greater financial difficulty 
was associated with higher caregiver strain (β = .644, p < .001). The 
null hypothesis was rejected.
  Hypothesis 3: Household income was significantly associated with 
caregiver strain in a bivariate regression model, R² = .031, F(1, 230) 
= 7.34, p = .007. Higher income was associated with lower caregiver 
strain (β = −.176, p = .007). The null hypothesis was rejected.
  Hypothesis 4: A bivariate regression indicated that COPE Index 
positive coping/support-related scores were significantly associated 
with caregiver strain, R² = .306, F(1, 228) = 100.72, p < .001. Greater 
use of positive coping strategies was associated with lower caregiver 
strain (β = −.554, p < .001). The null hypothesis was rejected.
  Hypothesis 5: A multiple linear regression indicated that DASS-
21 depressive symptoms, anxiety symptoms, and stress symptoms 
collectively explained a significant proportion of variance in 
caregiver strain, R² = .290, F(3, 228) = 31.02, p < .001. The overall 
model was statistically significant.
  At the individual predictor level, stress symptoms were significantly 
associated with higher caregiver strain (β = .402, p < .001), and 
anxiety symptoms were also significantly associated with higher 
caregiver strain (β = .365, p = .021). Depressive symptoms were 
not a significant predictor of caregiver strain (β = −.185, p = .238). 
Therefore, the null hypothesis was partially rejected. See Table 2.

Hypothesis Predictor Model β R² F(df) p Result
H1 Perceived professional support Bivariate −.255 .065 15.93 (1, 230) < .001 Supported
H2 Caregiving-related financial 

difficulty
Bivariate .644 .414 161.21 (1, 228) < .001 Supported

H3 Household income Bivariate −.176 .031 7.34 (1, 230) .007 Supported
H4 Positive coping strategies Bivariate −.554 .306 100.72 (1, 228) < .001 Supported
H5 Psychological distress (overall 

model)
Multiple — .290 31.02 (3, 228) < .001 Partially supported

Stress symptoms — .402 — — < .001 Significant
Anxiety symptoms — .365 — — .021 Significant
Depressive symptoms — −.185 — — .238 Not Significant

Table 2: Regression Results Predicting Caregiver Strain (N = 238)
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Discussion      
   Findings related to Hypothesis 1 showed that perceived professional 
support acted as a protective factor against caregiver strain. Caregivers 
who reported higher levels of support from professionals experienced 
lower levels of strain. This finding highlights the importance of 
stronger integration between family caregivers and formal care 
systems. When caregivers feel supported, informed, and included in 
care processes, their overall strain appears to lessen. From a policy 
standpoint, this points to the value of improving communication 
between providers and families, formalizing caregiver involvement 
in care planning, and expanding access to caregiver education and 
consultation. These findings are consistent with prior research 
emphasizing caregiver integration into interdisciplinary care systems 
and the importance of professional support in long-term care settings 
[11, 13].
  Results for Hypothesis 2 demonstrated a strong relationship 
between caregiving-related financial difficulty and caregiver 
strain. Caregivers experiencing greater financial pressure reported 
substantially higher levels of strain, reinforcing how central 
economic stress is to the caregiving experience. This finding aligns 
with national reports showing widespread out-of-pocket spending 
and employment disruption among caregivers [1]. It also supports 
prior research documenting the economic consequences of informal 
caregiving and reduced workforce participation [5, 6]. These findings 
suggest that financial strain is one of the most direct and actionable 
areas for policy intervention. Expanding caregiver tax credits, paid 
leave policies, and wage replacement programs could meaningfully 
reduce this burden.
   Hypothesis 3 focused on household income and caregiver strain. 
Higher income levels were associated with lower caregiver strain, 
reinforcing the idea that financial resources help buffer some of the 
pressures of caregiving. At the same time, this also suggests that 
caregiver strain is not evenly distributed, and that lower-income 
caregivers may face disproportionate challenges in sustaining care 
responsibilities. This finding is consistent with prior research showing 
that financial resources can buffer the economic burdens associated 
with caregiving and reduce vulnerability to caregiver strain [1].
   Consistent with Hypothesis 4, positive coping strategies were 
associated with lower caregiver strain. Caregivers who reported 
greater use of positive coping strategies experienced less strain, 
suggesting that coping plays an important protective role. At the 
same time, coping should not be viewed purely as an individual 
skill. Access to respite care, training, and supportive services likely 
shapes a caregiver’s ability to cope effectively. This finding supports 
prior literature identifying respite care and caregiver support services 
as important protective factors against caregiver burden [14]. It 
also reinforces recommendations from caregiver policy research 
emphasizing the importance of strengthening external support 
systems rather than relying solely on individual resilience [5].
   Hypothesis 5 examined whether depressive symptoms, anxiety 
symptoms, and stress symptoms would be associated with caregiver 
strain. Findings showed that higher levels of stress and anxiety 
were significantly associated with greater strain, while depressive 
symptoms were not a significant predictor in the model. These 
findings partially support Hypothesis 5 and are consistent with prior 
research linking caregiver burden to emotional distress, including 
anxiety and depressive symptoms [4]. This suggests that caregiver 
strain is closely tied to ongoing psychological stress, not just external 
conditions. It also points to the importance of incorporating mental 
health screening and support into caregiver-focused services, 
particularly for stress and anxiety-related symptoms.
   Overall, these findings reinforce a systems-level understanding 
of caregiver strain. Financial difficulty, coping capacity, and 
psychological distress stood out as particularly important factors, 

alongside perceived professional support and income. Rather than 
acting in isolation, these variables reflect interconnected policy 
domains that shape how caregiving is experienced.
   An important limitation of this study is the use of a cross-
sectional online panel recruited through Prolific. Because the 
study relied on a self-reported convenience sample, the findings 
may limit generalizability to all family caregivers, particularly 
high-intensity caregivers who may have limited access to or use of 
digital technologies. Additionally, the cross-sectional design limits 
the ability to determine causal relationships between the factors 
examined and caregiver strain.
   From a policy perspective, the results suggest that caregiver strain is 
responsive to structural change. Strengthening caregiver integration 
into healthcare systems, reducing financial strain, and expanding 
access to mental health and coping supports may all help reduce strain 
and improve caregiver sustainability. As the caregiving population 
continues to grow nationally [1], addressing these structural gaps 
becomes increasingly important for both caregiver well-being and 
the stability of long-term care systems.
Conclusion
   This study examined how structural factors within the U.S. home-
based long-term care system are associated with caregiver strain 
among family caregivers. The findings suggest that caregiver strain is 
influenced by multiple interconnected factors, including professional 
support, financial resources, coping capacity, and psychological 
distress. Overall, the results indicate that caregiver strain is not solely 
an individual experience but is shaped by broader structural and 
policy-related conditions. Strengthening support systems for family 
caregivers can be an important component of promoting caregiver 
well-being and sustaining home-based long-term care in the United 
States.
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