
C L I N I C A L I N V E S T I G A T I ON

Caring for dementia caregivers: How well does social risk
screening reflect unmet needs?

Victoria A. Winslow MPH1 | Stacy Tessler Lindau MD1,2 |

Elbert S. Huang MD2,3 | Spencer Asay BS4 | Amber E. Johnson MD4 |

Soo Borson MD5 | Katherine Thompson MD2 | Jennifer A. Makelarski PhD1

1Department of Obstetrics and Gynecology, The University of Chicago, Chicago, Illinois, USA
2Department of Medicine-Geriatrics and Palliative Medicine, The University of Chicago, Chicago, Illinois, USA
3Department of Medicine – Section of General Internal Medicine, The University of Chicago, Chicago, Illinois, USA
4Pritzker School of Medicine, The University of Chicago, Chicago, Illinois, USA
5Department of Family Medicine, Keck USC School of Medicine, California, Los Angeles, USA

Correspondence
Victoria A. Winslow, Department of
Obstetrics and Gynecology, The
University of Chicago Biological Sciences,
5841 S Maryland Ave. Rm R300, MC 2050,
Chicago, IL 60637, USA.
Email: vawinslow@bsd.uchicago.edu

Funding information
National Institute on Aging, Grant/Award
Number: R01AG064949; Department of
Health and Human Services, Centers for
Medicare & Medicaid Services,
Grant/Award Number:
1C1CMS330997-01-00

Abstract

Background: Unmet social and caregiving needs can make caregiving for a

person with dementia more difficult. Although national policy encourages

adoption of systematic screening for health-related social risks (HRSRs) in clin-

ical settings, the accuracy of these risk-based screening tools for detecting

unmet social needs is unknown.

Methods: We used baseline data from dementia caregivers (N = 343) enrolled

in a randomized controlled trial evaluating CommunityRx-Dementia, a social

care intervention conducted on Chicago's South Side. We assessed caregivers'

(1) unmet social and caregiving needs by querying need for 14 resource types

and (2) HRSRs using the Center for Medicare & Medicaid Services (CMS)

Accountable Health Communities (AHC) screening tool. Using unmet social

needs as the reference, we examined the sensitivity of the AHC tool to detect

food, housing, and transportation needs. Analyses were stratified by gender.

Results: Most caregivers were women (78%), non-Hispanic (96%), Black

(81%), partnered (58%) and had an annual household income ≥$50K (64%).

Unmet social and caregiving needs were similarly prevalent among women

and men caregivers (87% had ≥1 need, 43% had ≥5 needs). HRSRs were also

prevalent. The most common HRSR was lack of social support (45%). Housing

instability, difficulty with utilities and having any HRSRs were significantly

more prevalent among women (all p < 0.05). The AHC screener had low sensi-

tivity for detecting unmet food (39%, 95% confidence interval [CI]: 27%–53%),
housing (42%, 95% CI: 31%–53%), and transportation (22%, 95% CI: 14%–31%)
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needs. Sensitivity did not differ by gender for food (41% for women and 30% for

men, p = 0.72) or housing (44% for women and 29% for men, p = 0.37) needs.

For transportation needs, sensitivity was 27% for women versus 0% for

men (p = 0.01).

Conclusions: Men and women caregivers have high rates of unmet social

needs that are often missed by the CMS-recommended risk-based screening

method. Findings indicate a role for need-based screening in implementing

social care.
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INTRODUCTION

Unpaid caregivers provide care for more than 11 million
family members and friends with Alzheimer's disease
and related dementias (ADRD) in the United States.1

Studies of dementia caregivers suggest high rates of self-
identified unmet social needs (e.g., desire for resources to
address adverse social conditions such as a food pantry to
relieve food insecurity),2 and high rates of unmet caregiv-
ing needs (e.g., desire for resources such as respite care or
support groups). For example, in a 2013 study (N = 246),
89% of dementia caregivers reported having at least
1 unmet “resource referral” need.3 Of concern, a 2015
study (N = 227) found that fewer than 20% of dementia
caregivers knew how to access community resources.4

Recent advances in national dementia policy call for
addressing the support needs of dementia caregivers,5,6

yet there are no standard clinical practices that allow
dementia caregivers to identify their unmet social or
caregiving needs.

Caregiving, including, but not limited to dementia
caregiving, is also known to be associated with higher
rates of health-related social risks (HRSRs),7–9 defined as
“adverse social conditions that are associated with poor
health, like social isolation or housing instability.”2 The
U.S. Centers for Medicare & Medicaid Services (CMS)
and others are calling for integration of social with medi-
cal care, including routine assessment and assistance for
adverse health-related social conditions.10 Social risk
screening identifies an individual's propensity for social
conditions that may negatively impact their health. In
the aggregate, social risk data give insight to adverse con-
ditions across a population that may benefit from preven-
tive intervention. In contrast, need-based screening
allows individuals' to identify the types of resources they
need or want to address adverse social conditions.2,11,12

Although the terms “social risk” and “social need” are
often used interchangeably, they are not synonymous.2

For example, not all people who screen positive for food
insecurity will identify a current need for food support.
Conversely, people indicating a need for food support
may score as “marginally food secure” on a widely used
food insecurity screening assessment,13 a threshold below
which assistance would be triggered. Although CMS calls
its widely used Accountable Health Communities (AHC)
assessment tool the “Health-Related Social Needs Screen-
ing Tool,” it assesses risks (not needs). The degree to
which this risk-based screening tool captures an individ-
ual's unmet social needs is unknown.

The CommunityRx-Dementia (CRx-D) trial was a
single-blind, randomized controlled trial (RCT) (n = 170
cases, n = 173 controls, NCT04146545) of a social care
intervention for dementia caregivers on Chicago's South
Side, a predominantly African American/Black commu-
nity.14,15 The present study used baseline data to
(a) describe dementia caregivers' unmet social and care-
giving needs and (b) evaluate how well a widely used
HRSR screening tool identifies unmet social needs. In
addition, given the known differences in HRSRs among

Key points

• Male and female dementia caregivers have
high rates of social risks and higher rates of
unmet needs.

• The Accountable Health Communities social
risk screener had low sensitivity for unmet
needs, particularly for transportation needs
among men.

Why does this paper matter?

Risk-based screening tools may fail to capture
dementia caregivers' unmet needs.
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women and men,16–18 and the disproportionate burden of
caregiving among women,19 we also examined the pat-
terns of unmet social and caregiving needs and the per-
formance of the HRSR screening tool to detect unmet
social needs by caregiver gender.

METHODS

Design, setting and study participants

CommunityRx-Dementia is an IT-based, point-of-care
intervention that provides dementia caregivers with per-
sonalized referrals for basic, social, and caregiving-related
resources. The study protocol has been described in detail
previously.14 Findings are reported following CONSORT
2010 guidelines.20

CommunityRx-Dementia was conducted at a large
academic medical center that serves a densely populated
urban area. The 42 ZIP code target region included con-
tiguous ZIP codes surrounding the medical center that
served local residents and had resource data that were
needed to deliver the CommunityRx-Dementia interven-
tion. The majority of the target population identify as
non-Hispanic African American or Black. More than 49%
of the population has an annual household income
<200% of the federal poverty level.21 Participants were
English and Spanish-speaking family and friend care-
givers of community-dwelling people living with demen-
tia who lived in a 42 ZIP code target region and agreed to
receive text messages from the research team. All partici-
pants provided written informed consent. This study was
approved by the University of Chicago Institutional
Review Board.

Potential subjects were identified via electronic health
records and recruited via telephone. Potential subjects
were individuals listed as the emergency contact for a
medical center patient with at least one diagnosis code
for Alzheimer disease or a related dementia. Following
completion of the baseline survey, participants were ran-
domized 1:1 to receive usual care or usual care plus
CommunityRx-Dementia. Regardless of study arm, all
participants were included in this analysis.

Data collection and measures

Data used in this study were collected December 2020 to
February 2023 using interviewer-administered surveys
via phone or Zoom (depending on the participant's pref-
erence) REDCap surveys. To reduce potential social
desirability bias, during consent, participants were told
that their responses would remain confidential. Race,

Hispanic or Latinx ethnicity, partnership status, employ-
ment, education, income, and insurance status were
assessed using questions from the 2018 Behavioral Risk
Factor Surveillance System (BRFSS).22 Gender identity
was assessed using best practices developed by the Gen-
der Identity in U.S. Surveillance (GenIUSS) group.23

Unmet social and caregiving needs were captured by
asking participants about need for resources for them or
their household. Participants were asked if their house-
hold used each of the following social and caregiving
resources: education for dementia caregiving, respite
care, home care, or end-of-life care; mental health care;
free food, food delivery, or places to register for SNAP
(Supplemental Nutrition Assistance Program); or fitness,
financial, transportation, housing instability, safety, or
legal services. Participants who indicated that their
household did not use a resource were asked if their
household needed that resource (yes or no). Participants
who indicated that their household used a resource were
asked if that resource met the needs of their household
(yes, somewhat or no). An unmet social or caregiving
need was defined as endorsing “yes” to their household
needing a resource or endorsing “no” or “somewhat” to
whether a resource they used met their needs. The
14 types of unmet needs queried were selected based on
dementia care guidelines, unmet needs identified in prior
studies of dementia caregivers,24 expert opinion
(i.e., geriatricians, gerontologists, caregivers), and align-
ment with HRSRs queried on the AHC screener
(e.g., food insecurity).

Participants also completed the 10 items from the
CMS AHC Health-Related Social Needs Screening Tool
that assess risk for five core HRSRs (food and housing
insecurity, transportation, and utilities difficulties and
safety) and three questions from two additional domains
assessing social support and financial strain. Each item
was scored using the AHC scoring guidelines
(Supplementary Tables S1 and S2).25

Statistical analysis

Baseline sociodemographic characteristics were described
overall and stratified by gender. Bivariate associations
were calculated for baseline variables by gender, using
chi-square tests. Rates of each unmet social and caregiv-
ing need and each HRSR (yes/no) were tabulated overall
and by gender. Differences by gender were tested using
chi-square tests. In three domains where the two tools
overlapped (food insecurity, housing instability, and
transportation), sensitivity, specificity, positive predictive
value (PPV), negative predictive value (NPV), and 95%
confidence intervals (CIs) were calculated by comparing
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the AHC screener results to rates of unmet social needs
overall and by gender. Self-identified unmet social
needs were considered the gold standard (diagnostic).
Because of the small proportion of those who screened
positive for interpersonal violence (n = 8, 2%), we were
unable to test the sensitivity of the AHC screener for this
domain. Rates of unmet utilities needs were not queried.
Differences by gender in sensitivity, specificity, positive
predictive value, and negative predictive value were
assessed using chi-square tests. All analyses were com-
pleted using STATA 18 (StataCorp. LLC, College Sta-
tion, TX).26

RESULTS

Caregivers (N = 343) predominantly identified as African
American / Black (81%), 58% were employed, 64% had an
annual income of $50,000 or more, and 65% were caring
for a parent or parent-in-law. Nearly two-thirds (60%) of
care recipients had moderate or severe dementia. There
were no statistically significant differences in sociodemo-
graphic characteristics between men (22%) and women
(78%), though a smaller proportion of women reported
annual income of at least $50,000 (62% vs. 71%), were
partnered (56% vs. 66%), or were completely confident
that they could find resources in their community (43%
vs. 55%) (Table 1).

Unmet social and caregiving needs were prevalent
among men and women—85% and 88% had at least one
unmet need, respectively. Sixty-six percent of women and
59% of men endorsed three or more unmet needs. Forty-
three percent of women and forty percent of men
endorsed five or more unmet needs. Caregiver education
was the most common unmet need for both men and
women, followed by need for mental health support
(Figure 1). Rates of unmet needs overall and by type did
not significantly differ by gender (p-values >0.05).

Prevalence of HRSRs based on the AHC screener
were also high overall, with nearly two-thirds of partici-
pants screening positive for at least one of seven HRSRs.
Lack of social support, financial strain, and housing inse-
curity were the most prevalent HRSRs (Figure 2). Women
were significantly more likely than men caregivers to
have one or more HRSR (69% vs. 51% in men, p = 0.01).
Women caregivers also had significantly higher rates of
housing instability (26% vs. 11% among men, p < 0.01)
and problems with utilities (11% vs. 3% among men,
p = 0.03). Thirty-five percent of participants screened
positive for two or more HRSRs (35% of women and 32%
of men, p > 0.05).

Overall, the AHC screener exhibited low sensitivity
for detecting each of the three unmet social needs

examined. Sensitivity was lowest for transportation needs
(22%, 95% CI: 14%, 31%), followed by food (39%, 95% CI:
27%, 53%) and housing (42%, 95% CI: 31%, 53%). Sensitiv-
ity was not significantly different by gender for food
(41% for women and 30% for men, p = 0.72) and housing
(44% for women and 29% for men, p = 0.37) needs. In
contrast, for transportation needs, sensitivity was 0% for
men versus 27% for women (p = 0.01) (Figure 3). Specific-
ity overall ranged from 84% to 92%. Specificity was similar
by gender for food and transportation, but significantly
lower for women for housing (81% for women vs. 95% for
men, p = 0.01). PPV of the AHC screening items was low
for both men and women (range: 0%–61%), but particu-
larly poor for food and transportation for men (30% and
0%, respectively). Negative predictive value (NPV) of the
AHC items ranged from 71% to 89% and was highest for
food for both men and women (Figure 4).

DISCUSSION

Supporting caregivers for the growing population of peo-
ple living at home with dementia requires attention to
the basic material or social needs of caregivers in addition
to caregiving-specific needs like dementia education and
respite care. Although African American/Black people
with dementia are more likely than others to live at home
with dementia,27 and their caregivers deliver more hours
of care,28 extant studies of dementia caregivers' needs
under-represent this population. This study of predomi-
nantly African-American and Black women and men
caregivers, corroborates a prior report from a largely
white sample,3 that nearly nine in 10 had at least one
unmet need and more than 40% had 5 or more. For each
of 9 of the 14 social and caregiving need types we que-
ried, more than a quarter of caregivers identified an
unmet need. Patterns of needs were similar among
women and men caregivers, filling a gap in knowledge
about gender differences, especially among African-
American/Black caregivers. The most prevalent unmet
needs among women and men were for caregiver educa-
tion, home care, mental health support and respite care,
services provided by several organizations in the study
region.29 The high rate of unmet needs despite available
resources suggests that caregivers may lack knowledge of
resource availability or encounter other barriers to access
and use that may be modifiable.

CMS is advocating for integration of social with
medical care for older adults. Many health systems are
adopting its AHC tool to systematically assess for health-
related adverse social conditions.30 Although the name of
the tool indicates it assesses social needs, the items do
not specifically ask respondents to endorse a desire for
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TABLE 1 Sociodemographic, economic, and household characteristics of caregivers by gender (N = 343).

Men (n = 75) Women (n = 268) Overall (n = 343) p-value

Demographics

Age

Less than 50 years old 20 (26.7%) 53 (19.8%) 73 (21.3%) 0.290

50 to <65 years old 37 (49.3%) 130 (48.5%) 167 (48.7%)

65 years old or greater 18 (24.0%) 85 (31.7%) 103 (30.0%)

Relationship with care recipient

Parent or parent-in-law 49 (65.3%) 173 (64.6%) 222 (64.7%) 0.551

Spouse/partner 16 (21.3%) 47 (17.5%) 63 (18.4%)

Other 10 (13.3%) 48 (17.9%) 58 (16.9%)

Caregiver race

Black/African American 61 (81.3%) 217 (81.3%) 278 (81.3%) 0.944

White 6 (8.0%) 24 (9.0%) 30 (8.8%)

Other 8 (10.7%) 26 (9.7%) 34 (9.9%)

Caregiver ethnicity

Latinx 5 (6.8%) 9 (3.4%) 14 (4.1%) 0.196

Partnership status

Single 25 (34.3%) 116 (43.9%) 141 (41.8%) 0.137

Partnered 48 (65.8%) 148 (56.1%) 196 (58.2%)

Employment

Employed 47 (62.7%) 150 (56.4%) 197 (57.8%) 0.331

Unemployed 28 (37.3%) 116 (43.6%) 144 (42.2%)

Household income

<$50,000 21 (28.8%) 98 (38.0%) 119 (36.0%) 0.147

≥$50,000 52 (71.2%) 160 (62.0%) 212 (64.1%)

Education

Less than college graduate 38 (50.7%) 117 (43.7%) 155 (45.2%) 0.281

College graduate 37 (49.3%) 151 (56.3%) 188 (54.8%)

Insurance status

Medicaid or medicare 31 (41.3%) 116 (43.8%) 147 (43.2%) 0.648

Private 39 (52.0%) 138 (52.1%) 177 (52.1%)

Other/none 5 (6.7%) 11 (4.2%) 16 (4.7%)

Number of people in household

Self 7 (9.3%) 41 (15.3%) 48 (14.0%) 0.220

Self +1 40 (53.3%) 116 (43.3%) 156 (45.5%)

Self +2 or more 28 (37.3%) 111 (41.4%) 139 (40.5%)

Number of children in household

No children 61 (81.3%) 211 (78.7%) 272 (79.3%) 0.875

1 child 9 (12.0%) 38 (14.2%) 47 (13.7%)

2 or more children 5 (6.7%) 19 (7.1%) 24 (7.0%)

Health and behavioral

Severity of dementia, PWD

Mild 31 (44.3%) 98 (38.6%) 129 (39.8%) 0.388

Moderate/severe 39 (55.7%) 156 (61.4%) 195 (60.2%)

(Continues)
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any kind of assistance. This study asks whether
risk-based screening can effectively estimate dementia
caregivers' needs or desires for assistance. We
compared caregivers' stated resource needs in three

domains to responses to the risk-focused AHC tool in
those same domains. We find that risk-based assessment
fails to identify most dementia caregivers' food, housing,
and transportation needs (39%, 42%, and 22% sensitivity

TABLE 1 (Continued)

Men (n = 75) Women (n = 268) Overall (n = 343) p-value

Caregiver health

Fair or poor 15 (23.1%) 47 (18.6%) 62 (19.5%) 0.414

Good, very good or excellent 50 (76.9%) 206 (81.4%) 256 (80.5%)

Caregiver depression

None to mild 51 (78.5%) 182 (76.8%) 233 (77.2%) 0.777

Moderate to severe 14 (21.5%) 55 (23.2%) 69 (22.8%)

Self-efficacy for finding resources

Less than completely confident 34 (45.3%) 154 (57.5%) 188 (54.8%) 0.062

Completely confident 41 (54.7%) 114 (42.5%) 155 (45.2%)

Note: (1) “Other” race included 2 American Indian or Alaska Native caregivers, 13 multiracial caregivers, and 19 caregivers who identified as another race than

listed. (2) Scoring less than or equal to 18 was defined as mild dementia on the 12-item Dementia Severity Rating Scale; scoring greater than 18 was defined as
moderate/severe dementia. (3) Caregiver health was assessed using the PROMIS global physical health item (1 = fair to 5 = excellent on a 5-point Likert
scale). (4) Caregiver depression was assessed using the Patient Health Questionnaire-9; a score of less than 10 was defined as none to mild and a score of 10 or
greater was defined as moderate/severe depression. (5) Self-efficacy for finding resources was assessed using the question, “How confident are you in your
ability to find resources in your community that help you manage your health?” “Not at all confident,” “not very confident,” “uncertain,” and “somewhat

confident” were coded as “‘less than completely confident,” versus “completely confident.” (6) Cell totals may not be equal to 343 because of refusals and don't
know responses.

FIGURE 1 Rates of (A) unmet needs and (B) health-related social risks (HRSRs) among dementia caregivers, overall.

6 WINSLOW ET AL.
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FIGURE 2 Rates of (A) unmet needs and (B) health-related social risks (HRSRs) among dementia caregivers, by gender. Asterisk (*)

indicates p-value significant at p < 0.05; (**) indicates p-value significant at p < 0.01.

FIGURE 3 Sensitivity, specificity, and predictive value of the Accountable Health Communities screener for unmet needs (A—food,

B—housing, and C—transportation), overall. NPV, negative predictive value; PPV, positive predictive value.

SOCIAL RISK AND NEED IN DEMENTIA CAREGIVERS 7
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overall, respectively). These findings are consistent with a
similar study in the pediatric caregiving context where
fewer than 60% of caregivers screened positive for both a
social risk and need.31 Findings also corroborate the prior
observation that, although the concepts are often used
interchangeably, social risks and social needs are not syn-
onymous.2,11 Concerningly, screening for HRSRs may
increase feelings of stigma, especially if identified risks
are discordant with self-identified needs.32 However, we
found high specificity in our study for unmet needs,
and studies have found HRSR screening to be acceptable
and appropriate to a majority of patients, regardless of
their social risk status.33,34 Additionally, in one study,
most patients agreed that health systems should help
address HRSRs.35

Although the number and kinds of unmet social and
caregiving needs were similar for women and men care-
givers, we found some significant gender differences in
the distribution of HRSR factors. This finding is consis-
tent with a prior report.36 Specifically, rates of risk for
housing instability and difficulty paying utilities among
women caregivers were more than double and triple,
respectively, those seen among men caregivers. We also
found gender differences in the performance of the AHC
risk screener for detecting unmet caregiver needs. Most
concerningly, although more than a quarter of men
endorsed unmet transportation needs, not one screened
positive for transportation risk on the AHC screener. This

finding, that the AHC screener is less sensitive for detect-
ing unmet needs among men, may partly explain why we
find significant gender differences in rates of some
HRSRs but not in unmet needs. We also note that the
mechanisms driving resource needs for women and men
caregivers may be different. Women, who take on dispro-
portionate responsibility for caregiving,23 tend to suffer
higher economic burden than men caregivers because
of gender gaps in lifetime earnings.19 Unmet needs of
women caregivers may be more heavily attributable to
costs associated with accessing resources, like time, trans-
portation, and need for respite care. In contrast, a system-
atic review suggests that men caregivers' unmet needs
may be driven more by factors such as under-utilization
of supportive resources, social networks, ability to rely on
women family members for respite care, a greater need
to embody self-reliance because of traditional views of
masculinity, and feelings of guilt in asking for
assistance.37

Findings should be interpreted in light of limitations.
Caregivers were identified using electronic medical
record data from their own or their care recipient's visits.
This method of recruitment may under-estimate social
needs and risks because it could exclude caregivers with
limited or no access to medical care. Although the sample
included a relatively large proportion of male caregivers,
statistical comparisons could only detect large gender dif-
ferences. All caregivers identified as male or female,

FIGURE 4 Sensitivity, specificity, and predictive value of the Accountable Health Communities screener for unmet needs (A—food,

B—housing, and C—transportation) by gender. NPV, negative predictive value; PPV, positive predictive value. Asterisk (*) indicates p-value

significant at p < 0.05.
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which may limit generalizability to other gender groups.
This study helps address a knowledge gap because of
under-representation of African-American/Black care-
givers in prior studies and reflects the population in the
study geography. Although we could not stratify findings
by race or ethnicity, findings corroborate evidence from
studies of predominantly white caregivers. Willingness
and ability to participate in text messaging were required
for study participation, although fewer than 1% of care-
givers screened declined for this reason. Self-reported
risks may be subject to recall or misclassification bias.
However, potentially stigmatizing conditions, such as
food insecurity or interpersonal violence, are more likely
to be under- than over-reported.38,39 Bias in estimates of
risks and needs would therefore tend toward under-
estimation.

With CMS leading the way, health care is moving
quickly to integrate social care into practice. The
National Academies of Medicine's 5As framework for
social care calls for awareness of and assistance with
social risks and needs, adjustment of care to social condi-
tions, and alignment and advocacy at the systems and
community levels.40 Our study suggests that social care
for people with dementia and their caregivers should
account for the likelihood that risk-based screening may
not effectively identify caregivers' social needs and misses
a range of caregiving needs entirely. Effective assistance
for caregivers requires attention to knowledge of, access
to, and willingness to use supportive resources. Lastly, to
effectively deliver social care that addresses the unmet
needs of all caregivers, clinical strategies are needed to
systematically identify dementia caregivers at their own
and their care recipient's health care visits.41
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