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Abstract

Two out of three caregivers (CGs) of persons with dementia (PVWD) living in the community do not use supportive services
or resources, and three out of four underutilize available support. These findings are troubling because CGs report many
unmet needs in providing support to PWD. What predisposing, enabling, and need variables influence CGs to use or not use
support services are poorly understood. This article reviews the literature on CG of PWD to find characteristic variables
that are related to CG’s decisions to use or not use support services. Instruments used in research studies were named to
determine recommendations for future studies. The article organizes the variables following Anderson’s model of predis-
posing, enabling, and need characteristics. It also supports future research to examine CG use or nonuse of resources that

could inform practice, funding of programs, and policy.
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Introduction

More than 16.1 million Americans are informal (unpaid)
CGs to persons with Alzheimer’s disease or another
dementia (Alzheimer’s Association, 2018). These CGs
help persons with Alzheimer’s disease and related
dementias to overcome a devastating chronic illness,
with no cure, little treatment, and many challenges.
Persons with dementia (PWD) experience loss of
memory, judgment, communication skills, personality,
control of behavior, and altered relationship experiences
(Alzheimer’s Association, 2014). CGs with PWD experi-
ence negative physical, psychosocial, and psychological
effects related to the CG role. Impaired immune response,
depression, and financial strain have been reported.
Furthermore, an exorbitant amount of time is spent in
the CG role; the Alzheimer’s Association (2014) estimates
a cumulative 18.4 billion hours of care provided to PWD.
Unfortunately, despite reported unmet caregiving needs,
two out of three CGs of PWD living in the community
do not use supportive services or resources, and three
out of four CG wunderutilize available support

(Brodaty, Thomson, Thompson, & Fine, 2005; Brown &
Chen, 2008; Robinson, Buckwalter, & Reed, 2013; Wilks
& Croom, 2008). Understanding the factors associated
with decisions to use or not use available resources are
important to health-care providers who can, in turn, use
such information to assess CG needs and implement
effective interventions, thus improving outcomes for
PWD and their CGs.

Anderson’s model of health-care utilization
(Andersen, 1995; Andersen & Newman, 1973; Babitsch,
Gohl, & von Lengerke, 2012) is a conceptual framework
for understanding use of health-care resources with
three underlying components: predisposing factors
(demographic, social, health beliefs, and health services
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Figure 1. Flow diagram of literature search.
CG = caregivers; PWD = persons with dementia.

beliefs); enabling factors (community, personal financial,
and organizing resources); and need factors (evaluated
and perceived). The purpose of this article is to synthe-
size the available literature on CG of PWD use of sup-
port services, show commonly used measures, and
determine characteristic variables related to decisions
to use or not use both formal and informal support ser-
vices. The article organizes the variables that relate to use
or nonuse of services following substructed Andersen’s
model of predisposing, enabling, and need characteristics
(Figure 1). This review is designed to aid researchers to
select appropriate variables for understanding and
measuring resource use by CG of PWD within their
own research. Extrapolated from Phase 5 of
Andersen’s Behavioral Model of Health Service Use
(Andersen, 2008, p. 651) by Kristina M. Childers.

Methods

A comprehensive literature search process following
Torraco’s (2005, 2016) guidelines led to the analysis
and synthesis of 16 articles that measured variables influ-
encing CG use or nonuse of supportive services (Figure
2). The following major databases were searched elec-
tronically: Academic Search Complete (1946-2018),
Health and Psychosocial Instruments Database (1985—
2018), MEDLINE (1946-2018), Mental Measurements
Yearbook with Tests in Print (1938-2018), PsycINFO
(1887-2018), MEDLINE (1946-2018), and CINAHL
(1937-2018). Keywords including ‘‘characteristics,”
“dementia,” and ‘‘caregivers,” were combined with
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terms such as “help seeking,” ““use of services,” “‘use of
social support,” “use of resources,” “‘service use,” and
“resource use.” The search was limited to English lan-
guage, human subjects, and years 2005 to July 2018. The
abstracts included descriptive, comparative, and predict-
ive research designs. In all, 165 citations were retrieved;
111 were excluded during abstract review; and 54 studies
were reviewed in full text. Studies were reviewed using
predetermined inclusion and exclusion criteria. Inclusion
criteria were as follows: target population made up of
CGs of PWD; objective quantitative measures of service
use were included; at least one independent variable that
could influence service use was included; outcomes
showed associations between service use and independ-
ent variable(s). Studies were excluded if they used only a
qualitative design, were older than 13 years, or did not
have use or nonuse of services as a variable of interest.
Ultimately, 16 articles meeting criteria were synthesized
to identify and conceptually organize variables influen-
cing CG’s use or nonuse of services (Brodaty et al., 2005;
Burgio et al., 2009; Ervin & Reid, 2015; Jarrott, Zarit,
Stephens, Townsend, & Greene, 2005; Lethin et al., 2016;
Martindale-Adams, Nichols, Zuber, Burns, & Graney,
2016; Mast, 2013; Moon & Dilworth-Anderson, 2015;
O’Connell, Hawkins, Ostaszkiewicz, & Millar, 2012;
Phillipson, Jones, & Magee, 2014; Phillipson, Magee, &
Jones, 2013; Ploeg et al., 2009; Robinson, Buckwalter, &
Reed, 2005; Robinson et al., 2013; Sun, Roff,
Klemmack, & Burgio, 2008; Vecchio, Fitzgerald,
Radford, & Fisher, 2016). The literature reviewed
included studies in Australia (Brodaty et al., 2005;
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Figure 2. Variables influencing caregiver use or nonuse of services from literature review.
CG = caregivers; CR = care recipient. Moher, Liberati, Tetzlaff, Altman, & PRISMA Group (2009) Format.

Ervin & Reid, 2015; O’Connell et al., 2012; Phillipson
et al., 2013, 2014; Vecchio et al, 2016),
Europe (Lethin et al., 2016; Moon & Dilworth-
Anderson, 2015); Canada (Ploeg et al., 2009); and the
United States (Burgio et al., 2009; Jarrott et al., 2005;
Martindale-Adams et al., 2016; Mast, 2013; Robinson
et al., 2005, 2013; Sun et al., 2008) with CG of PWD.
A variety of quantitative methods are represented in
the review. However, there were no randomized clinical
trials in the reviewed CG literature about measures on
the use of supportive resources. Phillipson et al. (2014)
completed a literature review from 1990 through 2011
regarding CG use of respite services, reporting cross-sec-
tional surveys and convenience samples; other studies of
variables related to CG use or nonuse of services were
either a cross-sectional survey (O’Connell et al., 2012) or
secondary data analyses of services used (Brodaty et al.,
2005; Martindale-Adams et al., 2016; Moon & Dilworth-
Anderson, 2015; Robinson et al., 2005, 2013; Sun et al.,
2008; Vecchio et al., 2016). Brodaty et al. (2005) did use a

typography to assess the data from the Victorian Carer’s
Project (VCPRIJ). Ploeg et al. (2009) used a cross-sec-
tional predictive, descriptive study, telephoning adults
older than the age of 50 years, who were asked to
answer questions based upon a vignette as if they were
caring for a parent with dementia. Mast (2013) com-
pleted a literature review of characteristic of CGs influ-
encing use of services, guided by Andersen’s model.
There were no longitudinal studies noted in the reviewed
literature, although Phillipson et al. (2014) noted four
experimental longitudinal studies in 1997-1999. Table 1
presents a summary of the systematic review.

Variables influencing CG of PWD use of support ser-
vices included the availability, convenience, quality, cost,
and ability of support services, and the CGs perceived need
of the service in supplying care to PWD (Mast, 2013).

Variables influencing CG of PWD nonuse of support
services included lack of awareness of support services,
no access to support resources, inconvenient operating
hours, and costs of the help (Brodaty et al., 2005).
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Research on Variables Influencing CG Use
or Nonuse of Services

There are many reasons CGs of PWD may use or not use
support services. Guided by Andersen’s model (Andersen,
1995, 2008; Babitsch, Gohl, & von Lengerke, 2012), there
are predisposing, enabling, and need factors influencing the
CG decision to use or not use formal or informal support.
Predisposing variables include demographic data such as
gender and age, social supports, CG health beliefs, and CG
service beliefs. For example, female CGs may prefer a day
care service as opposed to in-home support (Phillipson
et al., 2014). Enabling variables include organizing (services
available in area) and financing characteristics such as
income or health insurance coverage (Phillipson et al.,
2014). Need variables include the CG perceived need for
support in the caring role. Evaluated need includes the
health-care provider recommending services to the CG
for the PWD (Phillipson et al., 2014).

One literature review was found that applies
Anderson’s model to organize factors that influence CG
use or nonuse of services, and it was limited to “‘respite
services,” one type of formal service available (Phillipson
etal., 2014, p. 1). Two studies used Andersen’s Behavioral
Model as a guide (Phillipson et al., 2013; Vecchio et al.,
2016). Sun et al. (2008) analyzed existing data from the
Resources for Enhancing Alzheimer’s Caregiver’s Health
(REACH 1) study, focused on African American and
Caucasian CGs (N=720, n=165 male, and n=555
female) from Gitlin et al. (2003). Gitlin et al. (2003) devel-
oped a measure of use of formal services for the REACH 1
study composed of seven questions about the CG using or
not using a formal service within the last month. The
REACH 1 and II studies were multisite, longitudinal
research projects funded by the National Institute on
Aging, REACH I September 15, 1995 through August
31, 2000, and REACH II September 30, 2001 through
September 31, 2004 (Stanford Medicine Older Adult
and Family Center, 2015). The researchers evaluated mul-
ticomponent interventions on White, Hispanic, and
African  American CGs of PWD  (American
Psychological Association, 2015). They reported a
Cronbach’s o of .60 for these questions. The dependent
variables were use of formal services and use of informal
support (Sun et al., 2008). Formal service use included in-
home services of homemakers, home health care, visiting
nurses, meals delivered to the home, out-of-home services
of transportation, day care, and group support. Informal
support included helps with transportation, others listen-
ing or showing concern, or offering suggestions (Sun
et al., 2008). The findings from the Sun et al. (2008)
study showed male CGs used more in-home services
than female CGs, although females used more transpor-
tation services. Females in this study reported using more
informal support resources.

Brodaty et al. (2005) used findings from a literature
review to identify CG motive for nonuse of services and
develop a typography of CG service nonuse. The
researchers then applied the typography to data collected
from 1991 to 1994 from the VCP (Brodaty et al., 2005).
The VCP was a national population-based longitudinal
survey conducted in Australia, investigating the effects of
caregiving for persons with various ‘“‘disabilities or spe-
cial needs” (Schofield, Herrman, Bloch, Howe, & Singh,
1997, p. 60) to understand caregiving in the community.
The VCP researchers used the Australian Institute of
Family Studies’ computer-assisted telephone interview-
ing system (Schofield, 1998; Schofield et al., 1999;
Schofield & Herrman, 1993). The questionnaire for the
VCP incorporated questions from many instruments,
including a measure of life satisfaction derived from
Heady and Wearing 1981, CG overload (Pearlin,
Mullan, Semple, & Skaff, 1990), and caring role resent-
ment (Murphy et al., 1997). The authors were contacted
to obtain more information regarding the measures used
to construct the VCP survey, and other articles were
obtained (Howe, Schofield, & Herrman, 1997; Schofield
et al., 1999 [refers reader to Schofield, Murphy, Bloch,
Herrman, & Singh, 1997 that was no longer in print for
psychometrics and measures]; Schofield & Herrman,
1993; Schofield, Herrman, Bloch, Howe, & Singh,
1997). Brodaty et al. (2005) reported that despite describ-
ing many unmet needs, one primary reason CGs
described for not seeking services was their belief they
did not need the services. Schofield and Herrman (1993,
p. 3) reported that their questionnaire was developed
with the inclusion of measures of service use; however,
there were no psychometric properties reported for
instruments in the 1993 article. Brodaty et al. (2005)
reported that despite describing many unmet needs,
one primary reason CGs described for not seeking ser-
vices was their belief they did not need the services.

Service nonusers lived with PWD (78%) and
were spouses (77%), were older, reported more
depression, and received less social support (Robinson
et al., 2013). Predisposing factors such as relationships,
gender, ethnicity, rurality, health beliefs, service
beliefs, and perceived need factors are important explai-
ners of formal and informal service use. In addition,
enabling factors such as the access to transportation,
health insurance, and awareness of personal and com-
munity services are persuasive in accessing resources.
Increased use of services was associated with worsening
PWD behavior or memory problems according to litera-
ture findings.

Predisposing Characteristic Variables

Predisposing characteristics include demographics, social,
beliefs about health, and beliefs about services (Andersen,
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1995). Phillipson et al. (2013) conducted a quantitative
descriptive survey using mailed questionnaires, as well as
those distributed in person by participating medical pro-
viders, and Alzheimer’s Association Telephone helpline in
Australia to identify factors associated with CG nonuse of
day care or residential respite services. The researchers used
the theory of planned behavior (Fishbein & Ajzen, 1975),
within an expanded Andersen’s Behavioral Model of
Health Service Use (Andersen, 1995) to obtain self-com-
pleted surveys from 113 CGs of PWD. Phillipson et al.
(2013) summarized items about beliefs of health and ser-
vices from past studies, as well as dichotomous questions
about predisposing, enabling, and need variables (pp. 413—
414). Their survey questionnaire included predisposing
factor questions for both CG/PWD dyad about age;
gender; relationship of CG to PWD; coresidency; language
spoken; 11 health belief statements (embarrassing to take
PWD in public, self-conscious in pubic with PWD, avoid
in-home visitors, dementia as a mental illness, embarrass-
ment about PWD memory issues); four questions regard-
ing the efficacy of dementia treatment including
medications; and two questions about the government’s
role (provide more services, and help for at-home CGs;
Phillipson et al., 2013, p. 413). They also included nine
questions about service beliefs, including the CG belief
about potential positive outcomes for the PWD, benefits
to PWD and CG, PWD or family refusal to use services,
access to services, suitability (centers able to meet physical
and emotional needs of PWD), and CG belief he or she
must perform all care duties for PWD or is not fulfilling
CG tasks. Enabling factors were assessed using questions
about CG income, educational level, availability of infor-
mal support in the caregiving role, and geographic location
(Phillipson et al., 2013). Phillipson et al. (2013) measured
need variables using questions about PWD activities of
daily living (ADLs), wandering, behavior, and cognitive
status and employed the Zarit Burden Screener (Bédard
etal., 2001) and center for epidemiologic studies depression
scale (CES-D) depression screener (Radloff, 1977) to assess
CG need, assessing burden and depressive symptoms,
respectively. Two of their four hypotheses were supported:
that negative behavior beliefs were associated with day or
residential respite service nonuse, and negative service
beliefs were more strongly associated with service nonuse
than negative health (dementia) beliefs (Phillipson et al.,
2013). Although CGs reported needing day and residential
care respite, more than 40% were not using day services,
and 60% were not using residential services (Phillipson
et al., 2013). The strongest associated factor for day (OR
13.11); 95% CI [3.75, 45.89] or residential (OR 6.13); 95%
CI [2.02, 18.70] respite service nonuse was the predisposing
belief the respite use would result in a negative outcome for
the PWD (Phillipson et al., 2013). These studies suggest
that nonuse of services has a critical impact on care recipi-
ents (CRs).

Phillipson et al. (2014) conducted a literature synthe-
sis guided by Andersen’s Behavioral Model of Health
Service Use, to determine factors associated with CG’s
nonuse of respite services. Phillipson et al. reviewed 14
articles, including six cross-sectional studies, one longi-
tudinal, one retrospective cohort, and one quasi-
experimental pre- and posttest intervention measuring
factors associations with use of adult day centers. In
addition, they examined cross-sectional studies including
two that used interviews and surveys measuring in-home
and day center use separate dependent variables, a CG
survey investigating factors associated with short-term
use of residential care, and one assessing factors asso-
ciated with the wuse of day center programs and
in-home services. A retrospective cohort study designed
to examine variables influencing the use of 10CG ser-
vices was included (Phillipson et al., 2014). There were
10 types of CG services described by Douglass and Fox
(1999) cited in Phillipson et al. (2014).

Phillipson et al. (2014) reported nonusers of respite
service tended to be spouses, especially females older
than the age of 70 years. Obviously, if a CG was unaware
of available services, he or she was a nonuser (Phillipson
et al., 2014). Likewise, if a CG did not believe a service
was useful, he or she was a nonuser of the resource. CGs
living in less densely populated areas and those who were
embarrassed to be seen in public with the PWD tended to
be nonusers of in-home services according to Phillipson
et al. CGs with a sense of duty did not use day center
respite services (Phillipson et al., 2013). CGs using ser-
vices were inclined to value reliability in schedules.
Service nonuse associated with predisposing variables
CG/PWD age and gender, and spouses were more
prone to service nonuse, especially with respite care
(Phillipson et al., 2014). Nonspousal CGs used more res-
pite care resources than spouses did. Findings for ethni-
city about use of services were mixed (Phillipson et al.,
2014). Phillipson et al. (2014) reported use of in-home
respite services was associated with embarrassment to be
in public with the person with dementia, although it was
not associated with day center use.

The literature about individual predisposing charac-
teristics suggested from Phillipson et al.’s (2013, 2014)
findings support nonuse of formal and informal services
is affected by CG belief of negative outcome for the
PWD, and CG negative beliefs about service were
more strongly associated with nonuse than negative
beliefs about health (dementia). If CGs believed respite
use would lead to a negative outcome for the PWD, they
are more likely not to use a respite support.

Enabling Characteristic Variables

Enabling characteristics include both financing and orga-
nizing variables. Financing enabling characteristics
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affecting the use or nonuse of support services include
the income or financial resources of the CG/PWD dyad.
Organizing enabling characteristics include supportive
services available.

A quantitative cross-sectional descriptive study used
self-report data to explore CG of PWD (N = 62) experi-
ences using respite care, including the motivation for
using the service, impact on both the CG and PWD,
degree of satisfaction with the respite help, and request
suggestions for enhancement (O’Connell et al., 2012).
O’Connell et al. (2012) reported CG of PWD indicated
the main reasons for use of respite services were to attend
to CG own health-care needs, cope with the duties of CG
role, and to have time off from the tasks of caregiving.
O’Connell et al. (2012) utilized the Carers’ Respite
Survey and the Carers’ Perceptions of Respite Services
Scale (CPRSS). The Carers’ Respite Survey included
questions about demographics of the CG and PWD
(one form), and the first and second most commonly
used forms of respite (O’Connell et al., 2012) in the pre-
vious 12 months. The researchers assessed frequency,
cost, adequacy, CG satisfaction, and perceptions of the
respite care on the CG and PWD using the CPRSS
(O’Connell et al., 2012). The CPRSS has a reported
o =.84, but there are no data available regarding test—
retest reliability. Day care respite was the most used ser-
vice (n= 18, 29%), followed by residential (n =14, 23%),
then in-home (=9, 15%), cottage (n=6, 1%), and
finally regular outings (n=2). Respite services were day
center (day care in a community center), in-home, resi-
dential (day and night care for more than a few days),
regular outings (excursions of 1 day), or cottage care
(overnight care in a house or cottage for short periods
of a day or weekend). CGs in the O’Connell et al. (2012)
study suggested respite care services need a higher qual-
ity of care and administration, accommodating sched-
ules, permanent staff, increased communication, and
more affordable pricing. O’Connell et al. reported the
main reasons for CG nonuse of respite care were the
CG’s own health and CG needs regarding the CG role.
CG who were employed outside the CG role tended to
use respite services (O’Connell et al., 2012). O’Connell
et al.’s study supported inclusion of available respite ser-
vices and degree of CG satisfaction with the services, in
addition to CG information about level of education,
age, status of employment, and CG health issues. CG
health status and perceived needs were primary reasons
explaining use or nonuse of formal and informal services
(O’Connell et al., 2012).

Canadian researchers conducted a cross-sectional
descriptive study using a telephone survey (N=1,152)
to gain a description of an awareness of community
resources and then used a vignette methodology to
gather information from participants about hypothetical
situations about caring for a parent with dementia

(Ploeg et al., 2009). Vignettes, fictional short narratives
that were like everyday situations, were used by the
researchers to gain an understanding of the decision-
making process of respondents and identified relevant
use of resources in a narrative format (Ploeg et al.,
2009). A professional firm hired to conduct the telephone
survey also coded the responses, collaborating with the
researchers during coding (Ploeg et al., 2009). Content
validity was assessed per peer check and interrater reli-
ability among professional firm and researchers when
sorting interview data initially to 150 themes, then into
20 “meaningful”” themes.

The respondents were a combination of CGs (n=474)
and non-CGs (n=1678). CGs found the first choice of
help as physicians (25%), followed by informal sources
(20%), then home health services (19%), community
support services (9%), and finally long-term care (8%;
Ploeg et al., 2009). The only statistically significant
demographic variable was “increasing age, ¥’
(4, n=1,152)=11.2, p=.03;" Ploeg et al., 2009, p. 365.
Ploeg et al.’s results showed that participants named the
physician as the first choice of support (37%), followed
by informal support (33%), with home health services
the third choice (31%). As CG age increased, they
were less likely to suggest informal support resources.
CGs in this study who were females were 40% more
likely to identify the physician as a source of support,
and if the CG had a higher level of education, the odds
increased by 250% he or she would identify the physician
as a source of support (Ploeg et al., 2009). Participants in
the study who were married were less likely to identify
informal support (Ploeg et al., 2009). Being a CG was
not a statistically significant associated variable with
identifying community health or support service
resources (Ploeg et al., 2009). The individual need char-
acteristics related to nonuse of services suggested age,
level of education, and both formal and informal support
identification as important study variables in under-
standing CG use of services.

Robinson et al. (2005) performed a secondary analysis
of data from a prior multisite longitudinal 1-year study
(National Caregiver Training Project; Buckwalter et al.,
1999; Robinson et al., 2005, pp. 128-129). The sample
consisted of 241 CG/PWD dyads living in the commu-
nity (Robinson et al., 2005). The researchers employed
the Social Provision Scale (SPS; Cutrona & Russell,
1987). Robinson et al. reported variables effecting use
of community resources were the PWD frequency of
ADL problems (p=.003), PWD frequency of memory
or behavior problems (p =.012), CG spousal relationship
to PWD (p=.001), and CG social support (p=.002).
Spousal CG were significantly less likely to use services
(r=-—.232), but the strongest relationship with use of
services was PWD frequency of problem behaviors and
memory problems (ADLs, r=.35; memory problems,
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r=.34). This differs from O’Connell et al. (2012), whose
findings suggested CG health and needs were the stron-
gest contributors to CG use or nonuse of services.
Researchers found informal and professional resources
used as respite service or caregiving aid (Robinson et al.,
2005). Robinson et al. (2005) reported CGs who were
spouses were less likely to use respite services.

In the Robinson et al. (2013) study, the 24-item SPS
(Cutrona & Russell, 1987) measured perceived social
support of the CG. Robinson et al. (2013) reported the
SPS (Cutrona & Russell, 1987) had good (o=.85-.92)
reliability across varying populations, with individual
subscales ranging from o=.64 to o=.76 (Dukes-
Holland & Holahan, 2003). The researchers report val-
idity of the SPS was supported by Cutrona (1996),
Russell and Cutrona (1991), and Dukes-Holland and
Holahan (2003) added factor analyses. In the literature
review, the SPS was thus the most frequently used instru-
ment to assess CGs and was important to include.

Services used by family CG in the study were
community services, support groups, informal help,
professional help, and adult day care (Robinson et al.,
2013). Robinson et al. report PWD problem behaviors
and relationships with CG were strongly associated
with the CG use of services (p <.001, and p=.001,
respectively). CG using both caregiving assistance and
respite were significantly younger than CG using neither
service (p=.010). The average informal service use of
CG in the study was 9 hours per week and 4 hours of
professional help (in home or adult day care; Robinson
et al., 2013). Service nonusers lived with PWD (78%)
and were spouses (77%), were older, reported more
depression, and received less social support (Robinson
et al., 2013). The nonservice user CG provided
fewer hours of care to a PWD with milder cognitive,
functional, and behavioral complications (Robinson
et al., 2013). Robinson et al. (2013) findings suggested
nonusers were older, more depressed, received less social
support, but provided fewer hours of care per week to
the CR that had less cognitive and functional deterior-
ation and fewer behavioral problems. Data collected
by Buckwalter and analyzed by Buckwalter et al. sup-
ported use of the SPS as a reliable measure of social
support to include in a study of CG use/nonuse of
formal and informal resources (Robinson et al., 2005,
2013).

Need Characteristic Variables

Ploeg et al. (2009) indicated the first choice for
help in caregiving is the physician, especially if the
CG is female and has a higher level of education
(Ploeg et al., 2009). Phillipson et al. (2013) reported no
need factors were significantly associated with nonuse of
day centers.

Jarrott et al. (2005) described a significant outcome
when formal care hours increased, which was a negative
association with indicators of CG stress (CG stressors
decreased with the addition of formal care hours).
Phillipson et al. (2013) indicated the needs of the PWD
(such as help with ADLs) were associated with nonuse of
respite services, such that those PWD who needed no
help with ADLs and were less cognitively impaired,
were more likely to not use the service.

Discussion and Implications for Future
Research

It is estimated that informal CGs, typically spouses or
adult children, provide 80% of the long-term care in the
case of diseases such as Alzheimer’s (American
Psychological Association, 2006). While the review sup-
plied valuable information on the use or nonuse of ser-
vices by CG of PWD, there are few validated instruments
used in the past 10 years. Phillipson et al. (2013) did not
indicate a specific instrument used to measure CG use or
nonuse of services, and noted a variety of measures was
used, as well as a diverse collection of respite services.
Identified need and use of services are not consistent,
although nonusers of services reporting many unmet
needs (Phillipson et al., 2013).

Instruments measured CG use or nonuse of services in
the reviewed literature were the CPRSS (O’Connell et al.,
2012), which measures CG satisfaction and perceptions
of the effects of respite to self and PWD. The reliability
was good (a0=.84), but this does not measure the out-
come of interest, use of services. The SPS as published in
two studies (Robinson et al., 2005, 2013) examined the
same data set. The reliability (o =.85-.92) is particularly
good for the instrument, although individual subscales
range slightly lower than may be desired (o0 =.64-.76), so
piloting in the population of interest would be recom-
mended. The SPS validity was confirmed via factor ana-
lysis for social provision from support groups and
informal (unpaid) sources, such as family and friends.
Thus, the use or nonuse of social resources could be
measured by the SPS.

Ploeg et al. (2009) encouraged participants to name
known community services based upon an imagined scen-
ario of a parent with dementia but did not interview cur-
rent CG of PWD. Sun et al. (2008) used a questionnaire
developed by the REACH 1 researchers (Gitlin et al.,
2003) to answer questions about use of seven services in
the past month and had a lower reliability than the 0.80
desired (o = .60; Brodaty & Donkin, 2009). Data from the
VCP used a questionnaire composed of many scales, one
of which was the Provision of Social Relations Scale to
measure perceived social support (Schofield et al., 1999); it
had fair reliability and good validity. However, the VCP
included a variety of questions for which the psychometric
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data are not currently available (Brodaty & Donkin,
2009). This VCP would be an added tool to use when
assessing social support use if the main measurement
tool did not include this area.

At the time of writing, there is not a primary measure
of CG use or nonuse of services that can be recom-
mended for all studies. The Family Caregiver Alliance/
National Center on Caregiving and the Benjamin Rose
Institute on Aging, the Margaret Blenkner Research
Institute (2012) “Selected caregiver assessment measures:
a resource inventory for practitioners” can guide choice
of resources to measure. Validated tools that might be
combined in examining CG use and nonuse of services
could be the SPS and the Perceived Stress Reactivity
Scale (PSRS) (Schlotz, Yim, Zoccola, Jansen, &
Schulz, 2011) of the VCP, supplemented by checklists
based on the work of (Brodaty & Donkin, 2009) and
Sun et al. (2008).

To be inclusive, additional instruments of interest that
might be abstracted to select any resources not included
in the validated tools may include the Assistance with
Caregiving (Braithwaite, 1996 as cited in FCANCC,
2018), Helping Network Composition (FCANCC,
2018), Negative Services Attitudes (FCANCC, 2018),
Negative Services Experiences (FCANCC, 2018). These
scales measure CG help with caregiving, presence, and
helpfulness of services, as well as attitudes and experi-
ences with service use. The Service Use: Formal and
Informal measure (Feinberg, Whitlatch, & Tucke,
2000; Whitlatch, Feinberg, & Tucke, 2005) is a six-item
scale with no reported psychometrics that investigates 13
distinct types of CG help, CG satisfaction with the ser-
vice, CG need of further support, and information about
CG potential use of paid help.

Another consideration for future research is to format
the questions about specific service use differently.
Rather than asking if a service was used within a prior
month, ask if a service has ever been used. If the service
was used, and then stopped, researchers could gather
evidence as to the reasons the CG stopped the service.
If a service was never used, information about the rea-
sons of nonuse may direct future practice. Selections
might include that the CG is unaware of the service,
does not feel the service is necessary, the PWD is refusing
the assistance, or the resource is not accessible to the
CG/PWD dyad. As evidence is gathered on use and
nonuse of resources, the data can be used to inform prac-
tice, patient education, public health, provider educa-
tion, health systems by way of discharge teaching and
planning, and health policy.
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