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Abstract

Background and Objectives: Although most people have some experience as caregivers, the nature and context of care are
highly variable. Caregiving, socioeconomic factors, and health are all interrelated. For these reasons, caregiver interventions
must consider these factors. This review examines the degree to which caregiver intervention research has reported and
considered social determinants of health.

Research Design and Methods: We examined published systematic reviews and meta-analyses of interventions for older
adults with age-related chronic conditions using the PRISMA and AMSTAR 2 checklists. From 2,707 papers meeting search
criteria, we identified 197 potentially relevant systematic reviews, and selected 33 for the final analysis.

Results: We found scant information on the inclusion of social determinants; the papers lacked specificity regarding
race/ethnicity, gender, sexual identity, socioeconomic status, and geographic location. The majority of studies focused on
dementia, with other conditions common in later life vastly underrepresented.

Discussion and Implications: Significant gaps in evidence persist, particularly for interventions targeting diverse conditions
and populations. To advance health equity and improve the effectiveness of interventions, research should address caregiver
heterogeneity and improve assessment, support, and instruction for diverse populations. Research must identify aspects
of heterogeneity that matter in intervention design, while recognizing opportunities for common elements and strategies.

Keywords: Intervention specificity, AMSTAR 2, Health disparities

Although most people have some experience as caregivers,
the nature and context of care are highly variable. In
designing caregiving interventions, it is vital to distinguish
elements that might be broadly applicable to all family
caregivers from those that are specific to the caregiver, care
recipient’s condition and context of care. This is particu-
larly important considering the increasing age and diversity
of the U.S. population (Colby & Ortman, 2014; Mather,
Jacobsen, & Pollard, 2015).

Interventions that contain common elements may be
more broadly applicable to all caregivers and could be more
readily adopted by agencies serving the general population
of older adults. However, caregivers themselves are diverse
and have heterogeneous needs, and some elements within
an intervention must be context specific. For example,
most caregivers experience emotional strain, but the par-
ticular sources of strain may vary according to such factors
as the care recipient’s condition and the demographic
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Figure 1. Heterogeneity of caregiving.

characteristics and social determinants of health for both
the care recipient and the caregiver (see Figure 1).

The 2016 Families Caring for an Aging America report
issued by the National Academies of Science, Engineering
and Medicine (NASEM) identified the challenge of devel-
oping interventions that are tailored for and accessible
to diverse caregivers, in part because of limited evidence
among subgroups of the population (NASEM, 2015).
They note the increasing relevance of diversity in both ra-
cial/ethnic and sexual identity to health disparities among
caregivers and those for whom they care. Others have
highlighted disparities within demographic subgroups of
the population, including gender, ethnicity, LGBT status,
and rurality (Berg & Woods, 2009; Castro et al., 2007;
Dilworth-Anderson, Pierre, & Hilliard, 2012; Fredriksen-
Goldsen, Kim, Barkan, Muraco, & Hoy-Ellis, 2013). With
the emergence of caregiving as a public health issue (Talley
& Crews, 2007), inclusion of social determinants of health
such as gender, race/ethnicity, and socioeconomic status in
caregiving research is vital to addressing health disparities.

Indeed, the first recommendation produced by the
National Research Summit on Care, Services and Supports
for Persons with Dementia and Their Caregivers (Gitlin,
Maslow, & Khillan, 2018) pertains to the imperative of
recognizing heterogeneity in developing research, serv-
ices, and supports for family caregivers. This consensus
body used the term heterogeneity to reflect the array of
differences among caregivers that go beyond race and eth-
nicity and contribute to health disparities for both the care
recipient and the caregiver. Summit participants focused on
characteristics that might influence the experience of de-
mentia, caregiver capacity and needs, and the accessibility
and appropriateness of services and supports. The summit’s
recommendation was that researchers identify heteroge-
neity and reduce health disparities among caregivers by de-
veloping culturally appropriate interventions.

A growing body of evidence suggests that interventions
targeted to address characteristics of a group (e.g., age, sex,
diagnosis, race/ethnicity) or specifically tailored to address
individual needs, preferences, resources, or personality char-
acteristics may be more effective—in terms of outcomes,
patient satisfaction, adherence, and cost—when compared

with standard interventions that do not take these charac-
teristics into account (Beck et al., 2010; Ryan & Lauver,
2002). Applied to family caregiving interventions, a recent
systematic review of 31 randomized controlled trials in the
context of dementia or Alzheimer’s disease found insuffi-
cient evidence to endorse the use of most interventions but
noted larger trials that employed tailored interventions had
higher quality ratings and significant effects on at least one
outcome (Griffin et al., 2013).

Investigators and clinicians rely on systematic reviews
and meta-analyses of intervention trials as “gold standards”
of evidence, providing valuable information about the ef-
ficacy of interventions, whether standard or tailored. At
the same time, systematic reviews offer clues as to which
subgroups may benefit most from specific interventions
and, in reporting population characteristics, also reveal
omissions of subgroups from intervention research. The
purpose of this article was to explore the extent to which
systematic reviews include and report common categories
of social determinants linked to known health disparities.
Specifically, we searched the health sciences literature for sys-
tematic reviews and meta-analyses of caregiving research—
conducting a systematic review of reviews—to examine and
enumerate the incorporation of specific population charac-
teristics known to be associated with disparities. The over-
arching goal was to ignite consideration of the inclusion of
social determinants of health in future caregiving studies.
The genesis of this manuscript was a discussion paper pre-
pared for the Research Priorities in Caregiving Summit:
Advancing Family-Centered Care across the Trajectory of
Serious Illness, convened by the Family Caregiving Institute
at the Betty Irene Moore School of Nursing.

Methods

Search Strategy and Study Selection
We conducted a literature search for systematic reviews
and meta-analyses of interventions for caregivers of older
adults, published from 1990 to June 2018, in the following
search engines: Scopus, PubMed, and Cumulative Index to
Nursing and Allied Health Literature (CINAHL). We fo-
cused on articles since 1990, as this was the general advent
of published review papers of caregiving intervention re-
search, following seminal caregiving intervention research
during the 1980s. We only included review papers (i) be-
cause of their salience to the field in determining interven-
tion effectiveness; (ii) because of their ability to identify
related patterns within subgroups, and (iii) because the
volume of individual intervention studies far exceeds the
threshold for a feasible or publishable systematic review.
Inclusion criteria were as follows: systematic reviews
and meta-analyses of intervention studies, published in
English, targeting caregivers of older adults with dementia,
stroke, Parkinson’s disease, cancer, heart failure, multiple
chronic conditions, or other serious illnesses associated
with aging. We excluded reviews that focused solely on
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care recipient outcomes or care recipients under 50 years
of age. We also excluded end-of-life interventions because
caregiving needs and approaches at this stage of the illness
trajectory are unique and warrant a separate review and
discussion. We completed the full search by August 1,2018.
Table 1 provides a list of search terms. We identified addi-
tional review papers through iterative examination of the
bibliographies of all papers that met review criteria, and
through the review of related book chapters.

One author (J.B.) screened the titles and abstracts of all
articles identified in the search to determine whether they
met inclusion criteria, then a second author (R.W.) con-
firmed inclusion/exclusion for each article. All the authors
(J.B., R.W., R.R., S.R., P.P.V,, and H.M.Y.) worked in pairs
for the next round of selection, with each pair assigned a
set of full texts of the articles to review against inclusion/
exclusion criteria. The paired authors screened the articles
independently and then the full team reviewed the results
of this more intensive screening, resolving discrepancies
through discussion until all agreed on the final selection.

Data Extraction

As a group, the authors developed, tested, and refined an
extraction spreadsheet. The spreadsheet incorporated the
following salient descriptive data: full citation, review
objectives, care recipient conditions, number of studies
included, aggregate sample size, design, meta-analyses,
restriction to publications in English, intervention type,
caregiver age, caregiver’s relationship to the care recipient,
geographic setting, race/ethnicity, sexual identity, rural/
urban, socioeconomic status (SES), use of a theory, unit
of intervention (caregiver only, care recipient only, dyad,
mixed, other), and study outcomes. We used the typology
developed by Gaugler, Jutkowitz, Shippee, and Brasure
(2017; specifically: skill building, psychosocial support, ed-
ucation, cognitive/behavioral approaches, respite, care/case
management, and relaxation/physical activity) to catego-
rize the intervention type.

We assessed the quality of each review using the
AMSTAR 2 tool (Shea et al., 2017), designed for rating
the quality of systematic reviews and meta-analyses that
include both randomized and nonrandomized studies.
Because most of the studies we included were not meta-
analyses, we only used the first eight AMSTAR 2 criteria:
use of population/intervention/comparator/outcomes

Table 1. Search Terms

aged caregiving family Hospice

Alzheimer dement* family caregiving  palliative care

cancer dementia family counseling  intervent™®
caregiv™ education geriatric Intervention
caregiver  elderly home care interventions for

caregiver  elderly care  home nursing caregiver support

burden

(PICO) to frame the review; use of a written protocol; ex-
planation for design inclusion; search strategy; duplicate
study selection; duplicate study abstraction; list of excluded
studies; and PICO description. Again, working in pairs, we
independently extracted data using the spreadsheet and
rated the reviews according to the AMSTAR 2 criteria.
Paired authors conferred on their coding of the data, re-
solved discrepancies, and identified issues for further dis-
cussion. The entire team reviewed the coding of the pairs
and discussed outstanding concerns, coming to consensus.

Data Synthesis

We reviewed and summarized the descriptive character-
istics of the systematic reviews and developed a narrative
synthesis to describe the heterogeneity of the studies in
terms of care recipient condition, caregiver relationship,
and characteristics of the populations studied.

Results

Literature Search

From 2,707 papers meeting search criteria, we identified 197
potentially relevant systematic reviews, and after applying
inclusion and exclusion criteria, selected 33 reviews for the
final analysis. Figure 2 displays the PRISMA flow chart of
the selection process (Moher, Liberati, Tetzlaff, Altman, &
The Prisma Group, 2009).

Description of the Reviews

Table 2 provides a descriptive summary of the included
reviews. Together, the reviews included 736 papers (mean

Records identified through Additional records identified
database searching through other sources
(n=2,707 ) (n=216)

| |

Records after duplicates removed

Identification

(n=2,573)
(Y]
=
g 1
o
o
S
[ Records screened Records excluded
(n=2,573 ) (n=2,376)
= Full-text articles assessed Full-text articles
= for eligibilif , with reasons
o (n=197 ) (n=164 )
=

Studies included in
qualitative synthesis
(n=33)

°
@
-]
=
o
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Figure 2. PRISMA flow chart for study selection.

Z20z Jaquiadeg |z uo Jasn AlsiaAlun 81els eluole) Aq 9095€/S/v1S/L uawa ddng/og/s|oniesibojoiuoiab/woo dno-olwspese//:sdny wolj papeojumoq



$17

The Gerontologist, 2020, Vol. 60, No. S1

Downloaded from https://academic.oup.com/gerontologist/article/60/Supplement_1/S14/5735606 by California State University user on 21 September 2022

v 1Y0 DY YO S ‘A4S ‘Hd ‘HN 10 VA O A “Sd <9 pagrads 10N (24 ON eLuIWI( L10T “Te 39 Jos131g
9TOT “eI0JIONN 29 D[40
8 130 ‘q 4S ‘Hd ‘HIN PYPO €€ 005> € ON BOUAWA( 1AMQ,Q ToNTEJ IANSMINA]
Juouraredwr
¢ 1eS ‘[00 ‘HIN N [ pay1oads 30N fard SOk aanudoo/Ayresy £007¢ “Te 39 UosejN
€ 190 “q ‘S NS ‘Hd ‘HIN das ) 000°T< 11 ON qONS $00¢ ‘uosdwoy [, 29 ‘ssoy ‘M|
8 1e§ “T00 ‘Hd ‘HIN q °Sd ‘gS 00T 000°T< 8 ON 00IS 110 “Te 32 8397
9 HIN qSd ‘dS 00T 000°T-10S 14 SN ayong £00T 9091J 29 “UINI0S 9]
L Yo YO NS ‘4 HN PO WO 6 pagmads 10N ¥S $9K enuIwR 9T0T ‘[PP3A 29 AOSsEUR]
9107 9o
T 1YI0 9e§ g “TOD “AS ‘Hd ‘HN q°sd €L 000°T< [44 ON BQUAWA( X PIOJ ‘N $349qOY ‘uosyor[
800¢ ‘poomisey
X ‘zoueq[-Temdy
€ 19130 98§ NS °S “4S ‘Hd ‘HN ND ¥ A °Sd ‘S 0t 000°T< 0€ ON| 9SEISIp S UOSUD{IE] “op[on ‘uewrioN ‘Pdwoy
9107 ‘dweuasser]
L S 4 ‘S “T0O ‘Hd ‘HIN 190 ‘9D “F ‘Sd (1Y 005> 14 ON eRuwR(g 29 UOP{ ‘POOMUIIID
9107 ‘WopQ-auuol(
T HN q‘Sd 00T 000°T-T0S 8 ON JHO 2 “Srquiong ‘easioduesy
LT0T ‘uosuiqoy 2 ‘4reqqoig
IS PDYIO ‘HN Sd 00T vum_uumm 10N [ ON BIUIWI(] $3300) ‘UOSqID) ‘UOSUII(
9107 ‘[o1x0g ueA 29 AoyIap
9 S ‘HIN Sd L 000°T< 6¢ ON enuwRqg BroquaruIpy “18nA 9p ‘weq
STOT ‘yiws
9 19710 VS ‘S 700 ‘HN Sd ‘S 001 000°T< 8 ON aong 29 “UBUIN DIy 4110D)
9 q 100 uoneonpy 001 000°T-T0S €1 9K enuUIW( T10T “Te 39 110D
£00¢
9 S ‘g S S ‘HIN q°Sd ‘gS 00T 000°T< 8 ON 300S ‘uosureq 29 [[O11E) ‘U0IRIAIY
$10T “Koy1A
29 ‘uadway] ‘Sroquaddruy
S q°S ‘Hd “100 “dS ‘HN Sd‘dS Y4 000°T< 48 ON euIWR(q ueA 18nA 9p ‘s1009
(YD) sawono y»H (Vard)  (LD¥) (et () s1oa1dare)) (u) satpnis  sisA[eue  UORIPUOD 323IE] soyny
‘(O¥) £Lpenb diysuoneas «(1eg) £31anoe [ed1sAyd/uonexe[ar  pa[osIu0d papnpug -BIOIN
uonoeysies (M) a8paymouy  (JND) IUSWIFBUBW ISBI/AIBD PIZIWOPULY
/IS () uapang () 1roddns  “(y) adsax {(gD) [e101aBYDq %

(700) 3911 3o Aapenb ()
Kowoyzo-jpos (Hd) yayeay [eatsdyd
DD “(HIN) Y3eay [eruaw 55

2An1u300 ‘(g) uonedsnpa
¢(Sd) 110ddns [eosoyoLsd

‘(gS) Surprmg s

21005 [£10]
CUVLSINV

sawoan(

SUONUIAINUI JO SadAT,

(g€ = u) suondiiosag mainay d1lewolsAg "z ajqer



The Gerontologist, 2020, Vol. 60, No. S1

S18

Downloaded from https://academic.oup.com/gerontologist/article/60/Supplement_1/S14/5735606 by California State University user on 21 September 2022

*G $2100s UBIpaW fg—() 9ueT 2109s J[qissod [e10], 'so4 [enred,, 10 s34, 10§ udAIS Jutod | YIIM [—() PAIODS WA YoBY J00I T YV.ISINVY Y3 JO §—] SWII UO Paseq, :Sa7ON

£107 ‘uoiaure))
T 1o NS g “100 “AS ‘HIN ‘Hd PO 4 ‘Sd “dS e 000°T< €S ON apdnpy 29 ‘uoSungG ‘DISMIISEN
L10T I9ysif-uosues
S S 4 S “10D AS ‘Hd ‘HIN 4D 9 ‘Sd ‘S 88 000°T< €T ON PRUIWRJ R PRYSUBIN YIHOM[I TI[[BA
TT0T ‘Sumo(q 29 419D
9 MO 4 “100 “AS ‘HN 10 ‘4D g ‘Sd “dS 001 000°T< 11 RN U “O1A0YseI( ‘Udsse(-[100UIIA
q910T “Te 3
OUOPIIA ‘Oy3aryIa ‘urwIN
9 Y10 YO ‘9 ‘S ‘Hd ‘HIN andsay 8T 000°1< L1 ON BOUOW(]  ‘91e81I00N] Ua(J Uk ‘anrdopuep
tI10¢C
e 10 ‘sae] ‘Oydaryio ‘uewng
S 10 °§ °g “10D 4 ‘Hd ‘HIN 1oya0 Y 4D A ‘sd S8 000°1< €< ON eRUAWRQ  ‘9ISI00N ua( ueA mdopuey
9 MO MS'S'L 10D dS ‘Hd ‘HIN 12430 ‘Vd/d ¥ *dD 4 °Sd ‘dS 001 00¢> €T Sk BnuaW €10T “Ie 39 UIAIT J,UBA
910T ‘persioy
€ 1oy30 ‘q ‘HIN qS 0 000°T< 61l ON U 29 ‘ouleA ‘310391917,
4 O VeSS °d S AS ‘HIN qS ) 000°T-T0S 9¢ ON enuuRq £00T ‘UBW[I 29 ‘UIP() Z3[03IS
9107 ‘OUNIIOJ-EXIAT 29 ‘SIAIN
4 D NS ‘S g ‘A4S ‘HIN VI A4S 0§ 000°T-T0S 8 ON U ‘ne1)-d119, ‘eatonbag ‘esnog
00T ‘uisiaqn
L DS S “TOD “AS ‘Hd ‘HIN Sd 001 008> €T 2N UL 29 ‘aenbul ‘uasusiog
mwiﬁﬁo 2Q UOnEIIIY
€ NS AS ‘Hd ‘HIN 49430 9 “IND LD A “Sd “dS SN 000°1< §T ON eHUSWa( £00T “[E 32 swg
£007 ‘u01s3UIAIT 29 ‘SOS1aAT
[4 S “100 ‘HIN L4 A °Sd “4S 98 000°T< 79 ON enuawaq ‘euole] ‘volsuyo[ ‘poomeg
9 100 ‘4 ‘dS ‘HN 140 0s 000°1-10§ 4 9K EnUIUR 910T “[e 39 102G
b 1910 9ES DY 4 “100 ‘Hd ‘HW q°sd 001 paywadsioN 1s BN §00T IBUI 2 UIBIEN ZMYdS
0107 “1pPdaTeq
4 3e$ ‘4 IS ‘HIN 130 ‘WD ¥ 9 ‘Sd ‘dS €6 000°T< 6C RN U 29 Xupung ‘SIN[EWUI0YOG
L10T 820]q 1op
4 O S YO A ‘Sd LS 000°T-10S L ON eRumuR ueA 29 ‘Mnolfe) ‘yosney
(MD) sawomnno YN (Vard)  (ILD¥) (et () s1oa1dare)) (u) satpmis  sisA[eue  uORIPUOD 3931 sroyiny
‘(O¥) £Lpenb diysuoneas «(1eg) £y1anoe [edisyd/uonexe[ar  pa[josu0d papnpouy -BIOIN
uondeIsnes ((NS) 9Spamouy (D) IUSWSEUBW 9SBI/2IBD  PIZIWOPURY
/IS “(d) wapanq €(g) 3roddns () 21dsax (gD) [ero1ayaq %

(T00) o911 3o Aapenb ()
Kowoygo-jpos (Hd) yaeay [eatsdyd
DO ‘(HN) P[eay [eauawr H)

2An1u300 ‘(g) uonesnpa
‘(Sd) 110ddns [eosoyoLsd
(ds) Burprmq [y

21005 [£10]
CUVLSINV

sawoan(

SUONUIAINUI JO SadAT,

panunuoy ‘z aqeL



The Gerontologist, 2020, Vol. 60, No. S1

S19

22, range 3-62). More than half of the reviews (17) in-
cluded over 1,000 caregivers in their cumulative samples
across the underlying papers. Nine of the reviews involved
meta-analysis. The majority of the reviews addressed
interventions for caregivers of persons with dementia and
cognitive impairment (7 = 23), followed by stroke (5),
multiple conditions (3), Parkinson’s disease (1), and heart
failure (1). The reviews varied in their inclusion criteria for
design, with 11 featuring 100% randomized controlled
trials, and the remaining including quasiexperimental and
descriptive designs. The tactics addressed in the reviews
were highly variable, but we found particular emphasis
on psychoeducational approaches to care and manage-
ment of care recipient behavioral symptoms. Most reviews
(24) included multicomponent interventions, and nine
reviews used a single approach. Reviews reported diverse
outcomes; however, most focused on caregivers’ mental
health, addressing depression, anxiety, stress, strain, or
well-being.

The study descriptions overall did not provide suf-
ficient information to quantify the heterogeneity of the
samples. Table 3 provides summary data for all reviews
and for meta-analyses. The table also provides systematic
review/meta-analysis-level data regarding percentage of
studies within the review that specify sample characteris-
tics and a summary of the aggregate data when specified.
The most frequently reported caregiver characteristic was
geographic setting, operationalized as country of origin
for the study, reported in 52% of all reviews and 44% of
meta-analyses. The authors reported caregiver age in 45 %
of all reviews and 56 % of meta-analyses, caregiver sex in
42% of all reviews and 44% of meta-analyses, and rela-
tionship to care recipient in 30% of all reviews and 22%
of meta-analyses. Only a small proportion of reviews re-
ported caregiver race/ethnicity or socioeconomic status
(18% of all reviews and 11% of meta-analyses), and
no reviews reported rurality. The meta-analyses did not
provide greater specificity than the systematic reviews.
Importantly, there were considerable missing data; even
when reviews addressed caregiver characteristics, they
did not present these data for every study included in the
review. For example, among the reviews that reported
caregiver sex, the proportion of individual studies within
reviews reporting caregiver sex ranged from 13% to
100% (Table 3).

Table 4 summarizes the results of the AMSTAR 2
ratings. About half (18) specified the population, interven-
tion, comparator, and outcome targeted in the review. With
the eight criteria summed, the median total score across
the reviews was 5, with a range of 2-8 out of a possible
8 points (Table 3). The lowest scoring items were the fol-
lowing: providing a list of excluded studies and providing a
rationale for included study designs, with only six reviews
(18%) and 17 reviews (52%) fulfilling AMSTAR 2 criteria,
respectively (Table 4).

Discussion

In this review of 33 peer-reviewed, published systematic
reviews and meta-analyses of interventions for older adults
with chronic conditions associated with aging, we found
very little attention to social determinants of health among
caregivers. The body of literature represented in this ar-
ticle encompasses 736 individual studies and more than
20,000 caregivers, yet, as described in the review papers,
the populations are presented as though they were homo-
geneous in race/ethnicity, gender, SES, and geographic lo-
cation. Importantly, many reviews did not mention these
common variables of heterogeneity at all, even when the
underlying papers identified them. This is of particular con-
cern because investigators and practitioners rely on system-
atic reviews and meta-analyses, as these are considered to
be the “gold standards” of evidence.

The systematic reviews included in our analysis did not
consider factors related to diversity and health inequalities
(Berg & Woods, 2009; Castro et al.,, 2007; Dilworth-
Anderson et al., 2012; Fredriksen-Goldsen et al., 2013;
NASEM, 2015; Talley & Crews, 2007). Overall, few
reviews reported any data specific to participants’ race/
ethnicity, SES, rural versus urban, or LGBTQ status. Only
six reviews addressed the racial/ethnic composition of the
underlying papers; of those, most reported that race/eth-
nicity was not specified in any of the underlying studies
or that the papers included majority Caucasian samples.
Geographic location was operationalized as the country of
origin of the study, with none specifying residential rurality.
Rurality is a known source of disparity, given that residents
of rural communities tend to be older and have more
chronic conditions and also have less access to geriatric ex-
pertise and community resources for caregivers. None of
the reviews explicitly considered the needs of LGBTQ older
adults and their caregivers. To address racial, economic, and
social disparities in health, we must first include, represent,
and report on diverse populations of caregivers. Further ef-
fort is required to understand and remove barriers to care
for underrepresented groups and ensure that interventions
are culturally and linguistically appropriate and accessible.

Less than half of reviews identified caregivers’
relationships to care recipients, despite evidence that the
caregiving experiences of spouses/partners differ from those
of adult children or siblings in multiple ways and by gender
(Hooker, Manoogian-O’Dell, Monahan, Frazier, & Shifren,
2000; Lutzky & Knight, 1994; Pinquart & Sorensen,
2011; Savundranayagam, Montgomery, & Kosloski, 2011;
Vitaliano, Young, Russo, Romano, & Magana-Amato,
1993). Beyond social determinants of health, other aspects
of the caregiving situation could influence disparities in
caregiver health and/or access to resources to support
their efforts. Since 1990, research has focused primarily
on dementia caregivers. Fewer studies have concentrated
on the needs of those caring for older persons with such
conditions as cancer, stroke, chronic disease, Parkinson’s
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Table 4. AMSTAR 2 Ratings in Reviews (n = 33)

AMSTAR 2 item Yes, 1 (%) Partial yes, 7 (%) No, 72 (%)
1. Includes PICO 18 (55) 0(0) 15 (45)

2. Guided by Written Protocol 8 (24) 16 (48) 9(27)

3. Explanation for Included Study Designs 17 (52) 0 (0) 16 (48)

4. Search strategy 6 (18) 24 (73) 3(9)

5. Study Selection in Duplicate 19 (58) 1(3) 13 (39)

6. Study Abstraction in Duplicate 20 (61) 0 (0) 13 (39)

7. List of excluded studies 6 (18) 0 (0) 27 (82)

8. Detailed PICO described for each study 9 (27) 11 (33) 13 (39)

disease, and depression. Notably, our review identified no
studies of caregivers of persons with cancer even though
it is a common chronic condition in late life. It is possible
that our exclusion of studies at the end of life contributed
to this omission; however, this neglects the important care
that families provide to persons with cancer in the acute
and chronic phases of treatment.

Although caregiving roles such as assistance with ac-
tivities of daily living or instrumental activities of daily
living might be considered generic, specific conditions pre-
sent specific demands. For example, in the case of stroke,
caregivers might be managing significant mobility deficits
along with speech and swallowing difficulties. On the other
hand, an older adult with cancer may experience distressing
symptoms such as nausea and fatigue, and the caregiver,
depending on the treatment, may have to care for wounds,
prepare a special diet, and manage pain. With Parkinson’s
disease, the medication regimen can dominate, along with
mobility, swallowing, and safety issues. Medical/nursing
tasks are relatively unexplored in these studies, an ob-
vious omission given the results of the AARP Home Alone
(Reinhard, Levine, & Samis, 2012) and the Home Alone
Revisited (Reinhard et al., 2019), which indicated that al-
most half of caregivers perform such tasks, often without
adequate preparation. Still, we found that most reviews
featured multicomponent approaches, which are clearly in-
dicated given the diverse needs of family caregivers regard-
less of care recipients’ condition.

All of the reviews considered interventions that fo-
cused on caregivers or caregiver-care recipient dyads, yet
caregiving takes place in the context of a family unit that
contains multiple relationships, and within a broader so-
cial network and community. Presently, there is a dearth
of studies designed to mobilize and sustain the caregiving
network, improve communications, resolve conflicts, and
conduct advance planning (Apesoa-Varano, Tang-Feldman,
Reinhard, Choula, & Young, 2016). However, caregivers
face known challenges in the resolution of family conflicts,
mobilization of adequate support, and navigation of com-
munity resources, and these issues contribute to health
disparities. As such, future research in these areas is crucial.

The issue of a designated caregiver and inclusion of
multiple caregivers in a study remains a challenge, par-
ticularly in light of multicultural caregiving patterns. The

identification of a primary caregiver may be arbitrary, partic-
ularly in families where several individuals are contributing
in different ways—contributions that may change over time.
Some family members, for example, may by pitching in
from a distance. Not only do interventions often fail to in-
clude the network of caregivers, they may also overestimate
the demands on a caregiver whose role is shared by others.
Such differences may be confounded in multi-generational
households with varied familial expectations for caregiving
or financial constraints for securing additional help.

In reviewing both the caregiver characteristics and the
outcomes identified in the reviews, the physical health of
the caregiver was another area of neglect. Indeed, existing
chronic conditions such as cardiovascular disease tend to
worsen over the course of caregiving, as demonstrated
by metabolic variables (Vitaliano, Russo, Bailey, Young,
& McCann, 1993; Vitaliano, Zhang & Scanlan, 2003).
Caregivers’ health—an important factor that influences
their physical and mental ability to care—is a variable
that is potentially changed by the experience of care-
giving, the accumulation of chronic stressors, and neglect
of one’s own health. And although the effects of care-
giving on the mental, physical, and cognitive health of de-
mentia caregivers are well known (Pinquart & Sorensen,
2003; Vitaliano, Murphy, Young, Echeverria, & Borson,
2011; Vitaliano, Zhang, & Scanlan, 2003), the majority of
reviews focused on improving caregivers’ mental health,
with a relatively small number aiming to reduce caregiver
stress through self-care. Few considered preexisting psy-
chological problems (early childhood trauma, depression,
anxiety), which may influence the caregiving experience
and obscure interpretation of the findings from interven-
tion studies (Russo, Vitaliano, Brewer, Katon, & Becker,
1995). Again, social determinants of health play a role
in the resulting disparities. For example, caregiver gender
differences influence both reporting of health problems,
development of metabolic imbalances, and negative health
outcomes (Berg & Woods, 2009; Pinquart & Sorensen,
2006; Schulz & Beach, 1999; Vitaliano, Zhang & Scanlan,
2003). Yet the exacerbation of a caregiver’s preexisting
health problems—while crucial—has received minimal
attention.

This review raises the following question: to what extent
is caregiving generic and to what extent is it specific to the
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care recipient’s condition and/or caregiver characteristics?
This has implications for both design and generalizability.
Some common elements of caregiving may be universal re-
gardless of the demographic characteristics of the caregiver
and the condition precipitating care (e.g., hours of care,
duration of care, care-recipient negative behaviors), while
others warrant customization (e.g., heavy lifting, organi-
zation, home repairs). Given the difficulties in gleaning in-
formation about important variables such as race/ethnicity,
caregiver relationship, SES, and geographic location, ac-
counting for social determinants of health and their effects
on outcomes in intervention studies will be challenging.

AMSTAR 2 results across the reviews suggest that this
body of work is unevenly rigorous, reported in insufficient
detail, or both. The first question on the AMSTAR 2 evalu-
ation tool pertains to specifying PICO. Yet, “population” is
operationalized as the targeted clinical condition rather than
descriptors of the sample that reflect population characteris-
tics such as sex, race/ethnicity, age, or geographic location.
Although we identified numerous reviews of caregiving
interventions, many lacked details about the populations in
the included studies, making it difficult to generalize findings
across multiple caregiving contexts. This constitutes a major
limitation in these systematic reviews, which are considered
to be the most rigorous and evidence-based forms of re-
search. These findings point to opportunities for authors
of guidelines such as AMSTAR to advocate for explicit re-
porting of population characteristics associated with the so-
cial determinants of health and to assure reporting in detail
beyond clinical population descriptions.

A limitation of this review was our reliance on what
the authors of the review papers chose to report, with the
likelihood that the underlying studies better represented so-
cial determinants of health (e.g., race/ethnicity or SES). This
is of concern because both researchers and clinicians rely
on systematic reviews and meta-analyses for advancing re-
search and practice. The restriction of our search to reviews
published in English potentially limited access to a broader
and more diverse sample, although some of the reviews did
include papers in other European languages. The decision to
exclude studies that focused on end-of-life caregiving may
have biased the types of interventions evaluated, particu-
larly those focusing on cancer care. As with all systematic
reviews, our search criteria may have resulted in missing
some reviews thereby limiting our findings. Finally, the
context of caregiving may be heterogeneous in countless
ways beyond the characteristics we selected here. However,
the characteristics we examined are commonly associated
with health disparities and provide useful information to
advance the dialogue about targeting interventions for op-
timal outcomes for both the caregiver and care recipient.

Implications

Our findings have important implications for theory-
driven caregiver intervention research that fully considers

caregiver social determinants of health. To advance health
equity, future research should include diverse populations
and explicitly consider caregiver physical and mental
health as a descriptor of the population, as a focus of inter-
vention, and as an outcome of importance. It must also be
expanded to generate knowledge about caregivers caring
for older adults with a variety of diseases associated with
aging, including cancer, depression, Parkinson’s disease,
and stroke. Research could improve health system and
community capacity to support caregivers in culturally ap-
propriate ways, formally recognizing them as integral to
the care team. These efforts would increase the visibility
of caregivers as partners in care with health professionals
(Reinhard & Ryan, 2017) and as a vulnerable population
within our communities.

The 2016 Families Caring for an Aging America report
issued by the NASEM identified elements of interventions
that resulted in improved caregiver outcomes (NASEM,
20135). These included assessing caregiver needs; consid-
ering risks and preferences; providing appropriate educa-
tion, skills training, counseling, and self-care strategies; and
actively engaging the caregiver in all aspects of learning. As
recommended in the report, the foundation for any interven-
tion should be an assessment of risk, need, and preference.
This assessment clearly should be informed by characteris-
tics of the caregiver that contribute to disparities in health,
experience, and/or access to services. With this basis, re-
search could test whether caregivers who are at “high risk”
benefit from more resource-intensive approaches.

There are many variables potentially relevant in care-
giving intervention research, as suggested in Figure 1,
including characteristics of the care recipient, the care-
giver, the caregiving experience, and the context for care.
Based on the current review, there remain many gaps in
research within this broad caregiving ecology, including
how to determine which variables are most salient for a
particular study. Given the pressing need for support for
family caregivers (Reinhard et al., 2019), an essential direc-
tion for research would be to identify “common elements”
across interventions and test how effective these are across
conditions. Every caregiver is at a different point in the ex-
perience, with his or her unique preparation for and at-
titude toward the situation, yet this is rarely captured in
study design. Particularly with older couples, the role of
caregiver and care recipient might alternate, with each
member of the couple bringing different skills and posing
different challenges to the other.

Research guided by theoretical models of stress could
target vulnerable caregivers more effectively, building
on decades of research using the diathesis-stress model
(Monroe & Simons, 1991; Russo and Vitaliano, 1995).
This framework posits that distress and disorders can be
understood by considering interactions of preexisting and
current vulnerabilities and life stressors onto psycholog-
ical and physical responses. For example, we know that
caregivers with chronic illnesses are at heightened risk for
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exacerbations of their illnesses (e.g., coronary disease and
metabolic syndrome, cancer and natural killer cell activity,
current depression with depression history; Russo and
Vitaliano, 19935; Vitaliano, Zhang, et al., 2003). A one-size-
fits-all approach to caregiving interventions may not be sus-
tainable; caregivers who experience health disparities and
who are most likely to relinquish their activities may need
to be identified and prioritized. This approach would im-
prove tailoring, thus increasing the likelihood of having the
intended impact as well as promoting more cost effective
use of resources. One example of the value of the Diathesis-
Model for interventions was applied by Hatch, DeHart,
and Norton (2014).

Because caregivers experience their roles differently,
interventions must be tailored to provide the most rele-
vant support given caregiver heterogeneity and the con-
text. This suggests the usefulness of a more comprehensive
and standardized assessment of each situation. Such a
measure might be helpful across studies that target dif-
ferent conditions, settings, and trajectories. It will be vital
to identify aspects of heterogeneity that matter in design,
and recognize opportunities for common elements and
strategies. This will drive the scalability and sustainability
of interventions.
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