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Veterans as Caregivers:
Those Who Continue to Serve

Natalie A. Manley, MD, MPH; Bret L. Hicken, PhD, MSPH; and Randall W. Rupper, MD, MPH

Provider referrals are effective for connecting caregiving veterans to community-based
resources, which can provide necessary support that reduces the caregiving burden.

ore than 20% of the U.S.
population will be aged
> 65 years by 2030, an in-
crease from 13% in 2012.!
The likelihood of needing assis-
tance with activities of daily living
(ADLs) increases with age.”> People
who need such assistance often de-
pend on informal and unpaid as-
sistance from friends and family.
In 2009, about 65.7 million Amer-
icans (28.5%) provided informal
care for people with an illness or
disability, and that number only is
expected to rise.* These informal
caregivers provide up to 80% of the
total care hours needed by com-
munity-dwelling older adults—an
estimated economic value of $450
billion in unpaid contributions in
2009.42
Caregiving can lead to significant
physical, psychological, social, and
financial burdens.® The caregiving
burden is associated with a host of
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adverse health behaviors and out-
comes such as poor diet, lack of ex-
ercise and sleep, smoking, decreased
participation in preventive health
care, anxiety, depression, relation-
ship difficulties, employment dis-
ruption, financial hardship, suicide,
and higher mortality compared with
that of noncaregivers.!° Addition-
ally, care recipients are at increased
risk for abuse or neglect when the
caregiver is experiencing a signifi-
cant burden.!' Therefore, efforts to
improve caregiver support are im-
portant for both partners in the care-
giver/care recipient dyad.

Caregiver support is beneficial
to the health of caregivers and care
recipients.'®!? For example, the Re-
sources for Enhancing Alzheimer’s
Caregiver Health (REACH) program
has been shown to reduce the stress
of informal caregiving and the risk
of depression in caregivers.">!* This
program showed similar effects when
implemented within the VHA.'
In the Partners in Dementia Care
project, the VHA and Alzheimer’s
Association coordinated care and
support for veterans with dementia
and their family and friends. This
intervention resulted in lower care-
giver strain and depression scores
among participants.'

With a growing medical litera-
ture that shows the benefits of care-
giver support interventions, the VHA
developed a robust support program
for informal caregivers of veterans.
The VA caregiver support website
(www.caregiver.va.gov) provides
information and resources targeted
to caregivers for veterans, includ-
ing psychosocial and functional sup-
port for caregivers. The psychosocial
support provided by the VA includes
caregiver education, counseling, access
to caregiver support coordinators, a
caregiver support line, support groups,
and referral to community support or-
ganizations.'® Functional support on
the site includes financial assistance
toward skilled home care, home hos-
pice care, adult day care, home-based
primary care, homemaker and home
health aide services, telehealth, and
respite care.'® Veterans who are care-
giving for nonveterans have access to
VHA psychosocial support but not to
functional support services. For these
veterans, functional caregiver support
must come from family or referral to
community organizations.

BACKGROUND

In the U.S., about 11% of caregiv-
ers are veterans, but the availabil-
ity of data about these caregivers is
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Table 1. Relationship to
Care Recipient

Table 2. Baseline Caregiver
Burden

Table 3. Baseline Resources
Used

No. (%) No. (%) No. (%)
Relationship n =178 Burden n=1752 Resources n=1722
Significant other® 55 (31) Stress 111 (63) Family/friends 121 (70)
Nonrelative 48 (27) Finangial burden 45 (26) Veteran Health Administration® | 45 (26)
Parent 24 (14) Limited time for self 43 (25) Area agency on aging 10 (6)
Parent-in-law 11 (6) Limited time for family 15 (9) Senior center 21 (12)
Sibling 13(7) Impact on family relationships 49 (28) Homemaker services 20(12)
Adult child 12(7) Interference with work 23 (13) Home health services 24 (14)
Adult grandchild 1(1) Exacerbation of health 36 (20) Bathing assistant 13 (8)
problems . .
Aged < 18 years 6 (3) Respite services 13 (8)
Other difficulty® 59 (34)
Grandparent 2(1) Meals on Wheels 13 (8)
No difficulty 38 (22)
Other relative 6(3) Other resources® 34 (20)

aAll caregivers did not answer every question.
*Twenty-four percent of caregivers from the
convenience sample and 77% of caregivers
referred by a provider were caring for a significant
other (P <.01).

°Thirty percent of caregivers from the convenience
sample and 5% of caregivers referred by a
provider were caring for a nonrelative (P = .01).

limited to veteran subgroups.® For
example, a 2011 study reported that
20% of veterans aged > 60 years are
caregivers.'” However, this estimate
included child care for unimpaired
children, which is not commonly in-
cluded in other caregiving estimates.
In another study, 30% of middle-aged
active-duty officers reported helping
their parents with instrumental ADLs
(IADLs).'® These data suggest a sig-
nificant proportion of veterans may
be caregivers; however, the estimates
do not identify prevalence of caregiv-
ing among a population of VHA en-
rolled veterans.

Likewise, few studies discuss the
burden veterans experience from
caregiving. A study of the 2009/2010
CDC Behavioral Risk Factor Surveil-

aAll caregivers did not answer every question.
®Common “other” difficulties included
caregivers having to help with activities of daily
living (ADL) and instrumental ADLs (especially
cooking and cleaning), feeling helpless or
isolated, managing memory or psychiatric
problems in the care recipient, having to learn
medical information or procedures, and helping
with transportation.

lance System data found that female
caregivers were more likely to re-
port problems with sleep and mental
health if they were veterans vs non-
veterans.' In a second study, care-
giving veterans frequently reported
physical (39%) and emotional (53%)
strain, with emotional strain relating
to depressive symptoms. The study
of active-duty officers noted that
worry was prevalent among military
officers caregiving for parents from a
distance.'® In contrast to the negative
outcomes of caregiving, Monin and
colleagues found that many veterans
perceived caregiving as rewarding.
Since caregiving may be a positive ex-
perience, veterans may benefit and be
a potential resource for care to elderly
and disabled citizens."

aAll caregivers did not answer every question.
bCommon “other” resources reported were
health insurance, a non-VHA clinician or clinic,
Medicaid, church/prayer, and transport services.

Project Rationale and Goals

Social workers are the cornerstone
of caregiver support at the George
E. Wahlen VA Salt Lake City Health
Care System (VASLCHCS) in Utah.
They educate veterans and caregiv-
ers about VA resources to support
caregivers of veterans. For those
veterans who are caregiving for a
nonveteran, the VASLCHCS social
workers provide psychosocial sup-
port and help veterans connect to a
local area agency on aging (AAA) for
access to functional support. In prac-
tice, primary care clinic (PCC) pro-
viders have observed that directing a
veteran to call the AAA does not usu-
ally result in a phone call. Therefore,
an aim of this quality improvement
(QD) project was to determine the
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Figure. Method of Referral to AAA Based on County
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Abbreviations: AAA, area agency on aging; SL, Salt Lake; PIR, provider-initiated referral; VIR, veteran-initiated referral.

most effective means of completing
a successful AAA referral.

The VASLCHCS Geriatric Research
Education and Clinical Center col-
laborates with the Utah Aging and
Disability Resource Connection
(ADRC) to improve awareness of
available resources for veterans.
Building on this collaborative proj-
ect, the authors created a formal re-
ferral process for veterans needing

local AAA services. This QI project
had 3 aims: (1) estimate the prev-
alence of caregiving among veter-
ans in the VASLCHCS primary care
clinic; (2) identify perceived care-
giving difficulties and resource
use difficulty in caregiving tasks;
and (3) test different strategies
to connect veterans with a referral
to community resources through
the AAA.

The authors hypothesized that
a veteran would be more likely to
connect with the AAA if contact was
initiated by the AAA rather than
the standard practice of asking the
veteran to make the call. However,
the authors also hypothesized that a
veteran who took the time to make
the call would be more likely to use
AAA resources compared with vet-
erans who were called by the AAA.
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METHODS

The VASLCHCS Research and De-
velopment Office reviewed this proj-
ect and determined that it met the
definition of QI. Therefore, it did not
require IRB approval.

The study drew from a conve-
nience sample of veterans who were
waiting for appointments in the PCC
and who were referred by their health
care provider (HCP). To identify care-
givers, veterans were asked: “People
may provide regular care or assis-
tance to a friend or family member
who has a health problem, long-term
illness, or disability. During the past
month, did you provide any such
care or assistance to a friend or family
member?” Referrals from HCPs were
included in all calculations except the
prevalence estimate.

The authors interviewed veterans
over a 3-month period in 2015. As of
November 2014, the clinic was serv-
ing about 11,000 veterans, of which
6,589 lived in Salt Lake County. The
clinic also serves veterans who live
in other counties in Utah, Nevada,
Wyoming, Idaho, and Colorado. The
VASLCHCS has a separate women’s
clinic; therefore, almost all patients
seen in the PCC were men. Veterans
self-identifying as caregivers com-
pleted a structured interview with the
primary author, and referrals were in-
terviewed by phone (eTable, available
online at www.fedprac.com).

Intervention and Partnering With
Community Resources

All willing caregivers were provided a
referral to a local AAA (Figure). Salt
Lake County veterans interested in
referral to the AAA were randomized
to 1 of 2 referral methods: veteran-
initiated referral (VIR), in which the
veteran was given a handout with
the phone number of the Salt Lake
County caregiver support program
(CSP), or provider-initiated referral

CAREGIVER SUPPORT

Table 4. Reasons Given in the Veteran-Initiated Referral
Group for Not Contacting Local Agency

Reasons Phone Call Not Made n (%)
Didn’t get around to it/too busy 18 (27)
Didn’t think the referral was needed 12 (18)
Change in the health of the care recipient/change in caregiving arrangements/ 9(13)
no longer caregiving

Forgot 8(12)
Care recipient refused help 4 (6)
Gave the phone number to someone else 3(4.5)
Started getting help from another resource 3(4.5)
Lack of desire, didn’t try, too lazy 3(4.5)
Lost the phone number 2(3)
Caregiver’s health became more prominent 2(3)
Too embarrassed to call 1(1.5)
Fearful of hurting the recipient’s feelings 1(1.5)
Fighting with the care recipient 1(1.5)

(PIR), in which the veteran’s phone
number was given to the CSP. Care-
giving veterans living outside Salt
Lake County were provided the AAA
phone number in their area and in-
structed to call for information.

The interview form was random-
ized using an even or odd number
before the interview. Some veterans
who were randomized to a PIR
needed to be moved into the VIR
intervention arm because of the fol-
lowing reasons: the veteran’s care re-
cipient was aged < 18 years (3); the
veteran lived outside of Salt Lake
County (20); the veteran did not
want his/her name given to an out-
side agency (5); or the interviewer
mistakenly gave the veteran the AAA
contact information (4).

The primary author called care-
givers in the PIR and VIR groups
2 to 4 weeks after the referral to
determine whether they had con-
tacted or were contacted by the
AAA. Ten call attempts were made
before participants were considered
lost to follow-up. Caregivers that
had been in contact with the AAA
reported in open-ended fashion the
resources to which they had been re-

ferred and whether those resources
had been helpful.

Analysis

In this evaluation, the primary out-
come of interest was whether con-
tact between the veteran and AAA
occurred. For the VIR group, con-
tact was defined as the veteran
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having called the AAA, regardless of
whether he or she actually spoke to
someone. For the PIR group, con-
tact occurred if the veteran reported
receiving a phone call from AAA re-
gardless of whether he or she had
actually spoken with someone (eg,
if the veteran reported that the AAA
had left a voice mail, this was con-
sidered contact). Veterans also were
asked whether connecting with the
AAA led to resource referrals and
whether these referrals were useful.

To achieve a power of 80%
with a 95% confidence interval,
20 people were needed in each in-
tervention group to detect a 40%
difference in the rate of contact
between the 2 groups. STATA12
(College Station, TX) was used
to calculate Fisher exact and chi-
square values to evaluate differ-
ences between groups.

RESULTS
For the study, 433 PCC veterans
were interviewed, and 157 (36%)
self-identified as a caregiver. An ad-
ditional 22 referrals were included
for a total of 179 caregivers. Care-
giver and care recipient characteris-
tics, caregiver burden, and resource
utilization were calculated for all
179 caregivers; however, all caregiv-
ers did not answer every question.
Ninety-eight percent (176) of care-
givers were men; 64% (109/170)
were from Salt Lake County, and 5%
were from outside Utah (8). Twelve
percent (21) of the 179 caregivers
were providing care for > 1 person.
Of 177 caregivers, 3% (5) were car-
ing for both a veteran and a non-
veteran, 69% (122) were caring for
a nonveteran only, and 28% (49)
were caring for another veteran only
(Table 1).

The most common burden re-
ported by caregivers was stress
(63%); 70% endorsed family/friends

as a resource (Table 2). Just 6% (10)
of caregivers used the AAA, whereas
26% (45) received VHA support.
Of the 54 veterans who were caring
for a veteran, 40 reported using the
VHA as a resource. Five people car-
ing for nonveterans reported using
the VHA as a resource; however,
data about which resources those

caregivers were accessing were not
collected (Table 3).

AAA Referral and Randomization
Sixty-five percent of caregivers ac-
cepted AAA referrals. Of 109 Salt
Lake County caregivers, 70% ac-
cepted referral to the AAA. There
was no statistically significant dif-
ference in referral acceptance
rates when comparing Salt Lake
County residents with nonresidents
(P = .09).The authors were unable
to obtain the phone number for
1 caregiver who had accepted a re-
ferral, and 1 caregiver who accepted
referral did not want a follow-up.
This left 111 caregivers available for
follow-up, 75 in Salt Lake County.
Fifty Salt Lake County veterans
were randomly assigned to the VIR
group and 25 to the PIR group. The
36 caregivers who accepted referrals
outside Salt Lake County also were
placed in the VIR group, for a total of
86 caregivers.

Follow-up

Ninety-eight percent of caregivers
were reached for follow-up. Both
people lost to follow-up were in Salt
Lake County (1 in each group).

In Salt Lake County, 12% (6) of
the VIR group and 64% (16) of
the PIR group had connected with
the AAA (P < .01). Although 64%
of those in the PIR group reported
having been called by the AAA, the
AAA representative reported all
25 had been called. The AAA re-
cords showed 9 of those called were

reached by voice mail, 6 were pro-
vided information about caregiving
resources, 2 formally joined the sup-
port program, 5 declined help, 1 was
no longer caregiving, 1 was too busy
to talk, and 1 was the wrong phone
number (and was lost to follow-up
as well).

Outside of Salt Lake County 19%
(7) reported calling the local AAA.
There was no difference in referral
completion between the Salt Lake
County/non-Salt Lake County VIR
groups (P = .4).

Fifteen percent of all VIR caregiv-
ers reported calling the AAA. There
were no statistical differences be-
tween Salt Lake County VIR and
non-Salt Lake County VIR for rea-
sons why the veteran had not called
the AAA (Table 4).

Of 28 people who connected with
the AAA, 16 (57%) said they had re-
ceived access to a needed resource
as a result of the phone call. Seven
caregivers (25%) said they had not
been referred to other resources as a
result of the call. The VIR group was
more likely to be referred to other
resources after contacting the AAA
than was the PIR group, although
this difference did not reach signifi-
cance (69% vs 47%, P = .28).

DISCUSSION

More than one-third (36%) of veter-
ans seen in the VASLCHCS PCC are
caregivers. This prevalence is higher
than that reported for the general
U.S. population and higher than that
reported in other veteran groups.>'"'®
Most caregivers in this project were
caring for nonveterans and only had
access to VHA psychosocial caregiver
support programs because VHA func-
tional caregiver support (eg, respite,
homemaker services) is not available
to veterans who care for nonveterans.
A majority (78%) of caregiving veter-
ans reported some caregiver burden.
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Despite the burden, most are not
using community resources. How-
ever when offered, more than half the
caregivers were interested in an AAA
referral.

Although the VHA does not pro-
vide functional caregiver support
resources to veterans caring for non-
veterans, there are other agencies
that can assist veterans: AAAs for
care recipients aged > 60 years and
the ADRCs for younger veterans.
Through AAAs, caregivers can ac-
cess a variety of support services,
including transportation, adult day
care, caregiver support, and health
promotion programs. Partnership
between agencies such as the VHA
and the AAAs could benefit caregiv-
ing veterans. This QI project sug-
gests ways to strengthen interagency
cooperation.

This study also suggests that a
provider or clinic-initiated refer-
ral is more likely to connect veter-
ans with information and resources
than the current practice of recom-
mending that the veteran initiate
the referral. Once in contact with
the AAA, most caregivers were re-
ferred to needed resources. The
next step will be to establish an ef-
ficient way for clinic staff to iden-
tify caregiving veterans and make
referrals to community programs.
Referrals could be made by any
member of the patient aligned care
team (PACT) to further standardize
and streamline the process.

Thirty-one percent of veterans in
this project were eligible for the VHA
caregiver support program because
they cared for a veteran. However,
25% of these caregiving veterans were
not accessing this resource. Increas-
ing awareness of the VHA caregiver
support program among veterans car-
ing for other veterans would improve
caregiver support to both caregiving
and care recipient veterans.

Limitations

One limitation of this project was the
intentional exclusion of the women’s
clinic from the sampling process. For
consistency, the authors wanted to
limit the intervention to 1 PCC and
so they chose the clinic that serves
the majority of the veterans who re-
ceive primary care at VASLCHCS.
Additionally, the literature showed
that male caregivers compared with
women caregivers?®?! have different
characteristics in regards to caregiver
burden, and a well-designed study of
women caregivers already has been
published.”

Also, this study did not obtain
data on age, health problems, or so-
cioeconomic status of the caregiv-
ers to avoid identifying information.
Last, the authors did not ask about
time spent caregiving or type of care
provided. These questions may be
important for future studies. Future
investigations should evaluate health
care use and health of caregivers vs
noncaregivers in the veteran popula-
tion. It also could be important to de-
termine methods for building bridges
between the VHA, AAAs, and other
community services.

CONCLUSION

To minimize the disruption that a
research study might have caused to
normal clinical workflow, the primary
author played the role that a medical
social worker or other PACT member
might play in the future. This project
sheds light on how to improve out-
comes for community referrals and an
important future step in this research
would be to develop and test a pro-
cess that would integrate the PACT
into the referral process.

More than one-third of veterans
seen in the VASLCHCS PCC are
caregivers. To the authors’ knowl-
edge, this is the first estimate of
prevalence of caregiving in veterans

CAREGIVER SUPPORT

who receive primary care from the
VHA. About 63% of caregiving vet-
erans perceived some burden due to
caregiving, and 66% accepted refer-
ral to community resources. How-
ever, only 12% who were asked to
self-refer made contact with the AAA
compared with 64% when a provider
made the referral for them. Provider
referral is more effective in con-
necting caregiving veterans with re-
sources. Development of interagency
partnerships should be fostered to
help veterans decrease caregiving
burden.

This project is one of the few
studies looking at this special group
of caregivers: veterans who serve as
caregivers. It highlights the need for
the VHA to establish policies and
partnerships to improve caregiver
support to this valuable group of
veterans. @
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