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Preface

After a decade of war, supporting returning service members, veterans, and their fami-
lies remains a national priority. Addressing the treatment and recovery needs of those
who have been wounded, ill, or injured has been a special area of focus. This most
recent cohort of wounded, ill, and injured veterans—those who served after Septem-
ber 2001—benefited from improved battlefield medicine and rehabilitative services
that allowed them to return to their homes and communities much more rapidly than
cohorts before them. In their recovery and reintegration, many of these veterans are
aided by the support and assistance of nonprofessional or informal caregivers: individu-
als who provide a broad range of care and assistance with activities of daily living, such
as bathing, dressing, and eating, and who help them relearn basic skills, arrange and
take them to medical appointments, manage their finances, and care for their children.

While much has been written about the role of caregiving for the elderly and
chronically ill and for children with special needs, little is known about the popu-
lation of those who care for military personnel and veterans, referred to as “mili-
tary caregivers” in this report. An earlier RAND report, Military Caregivers: Cor-
nerstones of Support for Our Nation’s Wounded, Ill, and Injured Veterans (Tanielian
et al., 2013), summarized the scant literature on this group and outlined the need
for continued research to understand the characteristics and needs of this popula-
tion. This report summarizes the results of a two-part study designed to describe
the magnitude of military caregiving in the United States today, as well as to iden-
tify gaps in the array of programs, policies, and initiatives designed to support
military caregivers. The findings from this study will be of interest to policy and
program officials within the agencies and organizations that sponsor and imple-
ment caregiver support programs.

This volume presents a summary of our research findings, which are fully docu-
mented in Hidden Heroes: America’s Military Caregivers (RR-499-TEDF). The report
was prepared as part of a research study funded by Caring for Military Families: The
Elizabeth Dole Foundation. The full report, along with a selection of other related con-
tent, is available at our web page: www.rand.org/military-caregivers.

The research was conducted within RAND Health in coordination with the
National Security Research Division, divisions of the RAND Corporation. A profile
of RAND, abstracts of its publications, and ordering information can be found at
www.rand.org.
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any wounded, injured, or disabled veterans rely for their day to day care

on informal caregivers: family members, friends, or acquaintances who

devote substantial amounts of time and effort to caring for them.! These

informal caregivers, who we term military caregivers, play a vital role in
facilitating the recovery, rehabilitation, and reintegration of wounded, ill, and injured
veterans. The assistance provided by caregivers saves the United States millions of dol-
lars each year in health care costs and allows millions of veterans to live at home rather
than in institutions.

Yet the toll of providing this care can be high. A preliminary phase of our research
commissioned by Caring for Military Families: the Elizabeth Dole Foundation (/-
itary Caregivers: Cornerstones of Support for Our Nation’s Wounded, 1ll, and
Injured Veterans, Tanielian et al., 2013) found that time spent caregiving can lead
to the loss of income, jobs, or health care and can exact a substantial physical and emo-
tional toll. To the extent that caregivers’ well-being is compromised, they may become
unable to fulfill their caregiving role, leaving the responsibilities to be borne by other
parts of society. Most of this prior research focused on caregivers in general, with little
evidence about the impact of caregiving on military caregivers specifically. In recog-
nition of their growing number, particularly in the wake of the conflicts in Iraq and
Afghanistan, it has become paramount to understand the support needs of military
caregivers and the extent to which available resources align with those needs.

This report presents results from the second phase of our analysis, which repre-
sents the most comprehensive examination to date of military caregivers. It examines
the characteristics of caregivers, the burden of care that they shoulder, the array of ser-
vices available to support them, and the gaps in those services.

' This executive summary is a reprint of the summary that appears in Hidden Heroes: America’s Military Caregiv-

ers (Ramchand et al., 2014).



2 Hidden Heroes: America’s Military Caregivers

What We Did: Study Purpose and Approach

To inform an understanding of military caregivers and efforts to better support them,
the goals of our analysis are threefold:

1. Describe the magnitude of military caregiving in the United States, includ-
ing how caregiving affects individuals, their families, and society. We describe
the number and characteristics of military caregivers and their role in ensuring
the well-being of their care recipient. We employed a social-ecological frame-
work to assess the effects of caregiving on military caregivers, their families, and
society more broadly. We also examine how these effects differ across cohorts
of veterans.

2. Describe current policies, programs, and other initiatives designed to sup-
port military caregivers, and identify how these efforts align with the needs
of military caregivers. We review the existing policies and programs and assess
how these initiatives address specific caregiver needs.

3. Identify specific recommendations for filling gaps and ensuring the well-
being of military caregivers.

To address these goals, the study team performed two tasks: a nationally represen-
tative survey of military caregivers and an environmental scan of programs and other
support resources relevant to the needs of military caregivers.

Caregiver Survey

We conducted the largest and most comprehensive probability-based survey to date
of military caregivers. One respondent from each of the 41,163 households that par-
ticipate in the KnowledgePanel (an online panel of households designed to represent
the U.S. general population of non-institutionalized adults) was invited to complete a
screener to determine eligibility for the survey across one of four groups: military care
recipients, military caregivers, civilian caregivers, and non-caregivers. Of these 41,163
households, 28,164 (68 percent) completed the screener. We also drew upon a sup-
plementary sample of post-9/11 family caregivers from the Wounded Warrior Project
(WWP) to ensure an adequate number of these military caregivers in the final sample,
which was blended into the KnowledgePanel sample using a statistical algorithm to
create weights to account for systematic and observed differences between the groups.
From these samples, we interviewed 1,129 military caregivers (including 414 post-9/11
caregivers).

In addition, we interviewed samples from two other groups for comparison: 1,828
civilian caregivers and 1,163 non-caregivers. These comparison samples provided infor-
mation about the extent to which outcomes among military caregivers are unique and
shed light on whether the policies and programs that exist for caregivers more broadly
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can be similarly marketed and offered to military caregivers, or if they need to be
adapted to cater to this group.

Environmental Scan

Prior environmental scans have offered some insight into caregiver services in spe-
cific areas, sectors, or populations—for example, respite services available at a state
level—but no studies have examined the full spectrum of services available for mili-
tary caregivers within the United States on a national level. We used a multipronged
search strategy that included web searches, sorting through the National Resource

Common Caregiving Services

These are some of the most common services offered by programs that assist
military caregivers:

e Respite care: Care provided to the service member or veteran by someone
other than the caregiver in order to give the caregiver a short-term, tem-
porary break

¢ Patient advocate or case manager: An individual who acts as a liaison
between the service member or veteran and his or her care providers, or
who coordinates care for the service member or veteran

¢ A helping hand: Direct support, such as loans, donations, legal guidance,
housing support, or transportation assistance

¢ Financial stipend: Compensation for a caregiver’s time devoted to caregiv-
ing activities and/or for loss of wages due to one’s caregiving commitment

e Structured social support: Online or in-person support groups for caregiv-
ers or military family members (which may incidentally include caregivers)
that are likely to assist with caregiving-specific stresses or challenges

e Religious support: Religious- or spiritual-based guidance or counseling

e Structured wellness activities: Organized activities, such as fitness
classes or stress relief lessons, that focus on improving mental or physical
well-being

e Structured education or training: In-person or online classes, modules,
webinars, manuals, or workbooks that involve a formalized curriculum
(rather than ad hoc information) related to caregiving activities.

Nonstandard clinical care:
¢ Health care: Health care that is (1) offered outside of routine or tradi-
tional channel such as common government or private-sector payment
and delivery systems, or (2) offered specially to caregivers
¢ Mental health care: Mental health care that is (1) offered outside of
routine or traditional channels such as common government or private-
sector payment and delivery systems, or (2) offered specially to caregivers.
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Caregiving Needs and Services

The outer ring represents the multiple dimensions of caregiver needs; the
inner wheel represents the different types of services that programs offer. This

is portrayed as a wheel because different types of programs might address
different dimensions of need.
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Directory, consultations with nonprofit staff and subject matter experts, attendance
at relevant meetings and events, and snowball sampling among service organizations
(i.e., asking organizations about other organizations they knew of that offer programs
and services to military caregivers). We also conducted interviews with the organiza-
tions that offered services involving direct or intensive interaction with caregivers (see
the “Common Caregiving Services” box for a listing of these types of services). A total
of 120 distinct organizational entities were identified. Using a structured abstraction
tool, we gathered information to document the publicly available information about
programs that support caregivers. We added to this information using a semistructured
interview tool to gain additional insights and information from 81 of the organiza-
tions. We asked questions to understand the history, origin, funding source, and objec-
tive of the programs. We also asked detailed questions about eligibility criteria, types of
services offered, mode/mechanism of delivery, and whether any data had been gathered
to assess the impact of the program on caregivers.
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What We Found: The Study Results

Post-9/11 Military Caregivers Differ from Other Caregivers

We estimate that there are 5.5 million military caregivers in the United States. Of
these, 19.6 percent (1.1 million) are caring for someone who served in the military after
the terrorist attacks of September 11, 2001. In comparing military caregivers with their
civilian counterparts, we found that military caregivers helping veterans from earlier
eras tend to resemble civilian caregivers in many ways; by contrast, post-9/11 military
caregivers differ systematically from the other two groups. In sum, post-9/11 caregivers
are more likely to be

e younger (more than 40 percent are between ages 18 and 30)

* caring for a younger individual with a mental health or substance use condition
* nonwhite

* aveteran of military service

* employed

* not connected to a support network.

Post-9/11 Caregivers Use a Different Mix of Services

We found that 53 percent of post-9/11 military caregivers have no caregiving net-
work—an individual or group that regularly provides help with caregiving—to sup-
port them. Perhaps because they lack such a network, post-9/11 caregivers are more
likely than other caregivers to use mental health resources and to use such resources
more frequently. Similarly, they use other types of support services more frequently,
such as helping hand services, structured social support, and structured education and
training on caregiving (see the “Common Caregiving Services” box for a description of
common support services).

Military Caregivers Perform a Variety of Caregiving Tasks
Post-9/11 military caregivers also differ from other caregivers in that they typically
assist with fewer basic functional tasks, but more often assist care recipients in coping
with stressful situations or other emotional and behavioral challenges. Tasks that all
caregivers perform are sometimes grouped into two categories: activities of daily living
(ADLs) and instrumental activities of daily living (IADLs). ADLs describe basic func-
tions, including bathing and dressing. IADLs are tasks required for noninstitutional
community living, such as housework, meal preparation, transportation to medical
appointments and community services, and health management and maintenance.
Post-9/11 military caregivers perform fewer ADLs and IADLs than pre-9/11 and
civilian caregivers, largely because their care recipients require less assistance with these
types of tasks. When such help is required, most post-9/11 military caregivers help
with these tasks. Nonetheless, civilian and post-9/11 military caregivers report spend-
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Key Differences in Caregiver Populations

Characteristics Post-9/11 Military Pre-9/11 Military Civilian

Most common caregiver Spouse (33%) Child (37%) Child: (36%)
relationship to person
being cared for

Percentage of caregivers 37 11 16
age 30 or younger

Percentage of caregivers 49 43 44
between ages 31-55

Percentage of caregivers 43 25 36
with nonwhite racial/
ethnic background

Percentage of caregivers 76 55 60
who are employed

Percentage of caregivers 47 71 69
who have support
network

Percentage of caregivers 68 82 77
who have health
insurance

Percentage of caregivers 72 88 86
who hav regular source
of health care

Care Recipients

Percentage of care 64 36 33
recipients with mental

health or substance use

disorder

Percentage of care 58 30 N/A
recipients with VA
disability rating

ing roughly the same amount of time per week on caregiving, regardless of their era of
service; however, those who serve as caregivers to a spouse spend the most time caregiv-
ing per week. Post-9/11 caregivers were more likely to report that they had to help care
recipients cope with stressful situations or avoid triggers of anxiety or antisocial behavior.

How much time does caregiving demand? For all caregivers, this demand is sub-
stantial. In general, civilian caregivers tended to spend more time each week perform-
ing these duties than pre-9/11 military caregivers, though the time was comparable for
post-9/11 military caregivers. Seventeen percent of civilian caregivers reported spend-
ing more than 40 hours per week providing care (8 percent reported spending more
than 80 hours per week); for post-9/11 military caregivers and pre-9/11 military care-
givers, 12 and 10 percent, respectively, spent more than 40 hours per week.

Caregiving Imposes a Heavy Burden
Caring for a loved one is a demanding and difficult task, often doubly so for caregivers
who are juggling care duties with family life and work. The result is often that care-
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givers pay a price for their devotion. Military caregivers consistently experience worse
health outcomes, greater strains in family relationships, and more workplace problems
than non-caregivers, and post-9/11 military caregivers fare worst in these areas.

Military caregivers consistently experience poorer levels of physical health than
non-caregivers. In addition, military caregivers face elevated risk for depression. We
found that key aspects of caregiving contribute to depression, including time spent
giving care and helping the care recipient cope with behavioral problems. Perhaps of
even greater concern, between 12 percent (of pre-9/11 military caregivers) and 33 per-
cent (of post-9/11 military caregivers) lack health care coverage, suggesting that they
face added barriers to getting help in mitigating the potentially negative effects of
caregiving.

The impacts of caregiving on families are more pronounced among post-9/11
military caregivers, largely because of their age. Of all caregivers caring for a spouse,
post-9/11 military caregivers report the lowest levels of relationship quality with the
care recipient. This difference is largely accounted for by the younger age of post-9/11
military caregivers, but it still places these newer romantic partnerships at greater risk
of separation or divorce.

As noted earlier, the majority of military caregivers are in the labor force. Care-
giving also has an effect on absenteeism. Civilian caregivers reported missing 9 hours
of work on average, or approximately 1 day of work per month. By comparison, post-
9/11 military caregivers report missing 3.5 days of work per month on average. The lost

Work and Financial Strain as a Result of Caregiving

70
Il Post-9/11
60 military
caregivers
50 I Pre-9/11
military
o caregivers
g 40 Civilian
§ caregivers
g 30
-9
20
10
0|

Work adjustments Financial strain

RAND RR499z1-2

Percentage of caregivers who report making work adjustments and
experiencing financial strain as a result of caregiving.
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wages from work, in addition to costs incurred associated with providing medical care,
result in financial strain for these caregivers.

Most Relevant Programs and Policies Serve Caregivers Only Incidentally

Our environmental scan identified more than 100 programs that offer services to mili-
tary caregivers (see the “Common Caregiving Services” box). However, most serve
caregivers incidentally (i.e., caregivers are not a stated or substantial part of the organi-
zation’s reason for existence, as evidenced by its mission, goals, and activities).

Figure 1 categorizes these programs according to the types of services (as described
earlier in the “Common Caregiving Services” box) that each offers to caregivers. We
found that 80 percent of these programs are offered by private, nonprofit organizations;
8 percent by private, for-profit organizations; and 12 percent by government entities.

These programs tend to be targeted toward the care recipient, with his or her
family invited to participate, or toward military and/or veteran families, of whom care-
givers are a subset. These programs either make services available for family caregivers
or they serve military families and within that group offer services for the caregiver
subset. There are two primary reasons for this: First, most programs limit eligibility
to primary family members. This limitation excludes caregivers who are either in the
care recipient’s extended family or are not related to the care recipient. Second, many
of these programs are geared toward caregivers for older populations, and thus typi-
cally limit eligibility to those caring for someone age 60 or older. Post-9/11 caregiv-
ers—more than 80 percent of whom are under age 60—are hit particularly hard by
this focus on older caregivers.

Of services targeted to caregivers, we examined the goals of the services provided,
grouped them into four categories, and assessed their alignment with caregiver service
use and needs, noting programmatic gaps in some areas.

Services helping caregivers to provide better care (patient advocacy or case
management and structured education or training). More than 34 percent of post-9/11
caregivers reported difficulties because of medical uncertainty about the care recipient’s
condition; half that share of pre-9/11 and civilian caregivers reported such difhiculties.
We also found that post-9/11 caregivers reported greater challenges obtaining neces-
sary medical and other services for their care recipients as compared with other care-
givers. While many programs offered patient advocacy and case management support,
only 20 to 30 percent of all caregivers were using this type of program. Among those
who did, post-9/11 military caregivers rated them as significantly more helpful than
did other caregivers.

Services addressing caregiver health and well-being (respite care, health and
mental health care, structured social support, and structured wellness activities). We
found that caregivers have consistently worse health outcomes than non-caregivers, and
post-9/11 military caregivers’ outcomes are consistently the worst among caregivers. Close
to half of all post-9/11 military caregivers do not have such coverage, and only four pro-
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Number of Programs Supporting Military
Caregivers Across Ten Areas

53

Social support
Support groups for caregivers or military families

52

Helping hand
Direct support such as loans, donations, or legal assistance

37

Education/training
Formalized instruction on caregiving

21

Wellness activities
Fitness classes or stress relief activities

21

Patient advocacy
Liaison services to advocate for veteran or coordinate care

13

Mental health care

Mental health care offered outside of normal institutional channels

9

Respite care
(are provided by a substitute to give caregiver a break

4

Health care
(are offered outside of normal institutional channels

4

Religious support
Religious or spiritual guidance/counseling

3

Financial stipend
Compensation for caregiver’s time

NOTE: An organization may offer various programs that span multiple categories.
RAND RR49971-3

grams specifically target caregivers
in this area (12 offer some form of
mental health care). Respite care
is offered by only nine organiza-
tions, though notably fewer post-
9/11 military caregivers (20 per-
cent) have used respite care than
civilian caregivers (29 percent). In
contrast, more programs promote
caregiver wellness via structured
wellness activities (e.g., fitness
classes, stress relief lessons, or out-
door physical activities) for care-
givers and their families.

Services addressing care-
giver and family well-being
(structured wellness activities
and a religious support network,
and a “helping hand” [direct sup-
port, such as loans, donations,
legal guidance, housing support,
or transportation assistance]).
To address the issue of lower-
quality family relationships, reli-
gious programming and struc-
tured wellness activities are often
geared toward families.

Services addressing income
loss (financial stipend). Finally,
only three stipend programs (pri-
marily for post-9/11 caregivers or
those who care for the elderly)
exist to help offset income loss
that results from caregiving.
This seemingly important ser-
vice helps address the financial
challenges that caregivers report
having and that may result from,
among post-9/11 military care-

givers, a largely employed group of caregivers who miss, on average, 3.5 days of work
per month. However, among those who received a monthly stipend or caregiver pay-
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ment from the VA, pre-9/11 caregivers rated it as significantly more helpful than did
post-9/11 caregivers.

Caregivers Need Help with Future Planning

As younger caregivers age, the demographic composition of caregivers and the dynamic
relationship between caregivers and care recipients will change, signaling the need for
long-term planning. This need is likely more pronounced for post-9/11 military care
recipients, who are younger and may be more vulnerable than pre-9/11 and civilian
care recipients, particularly those relying on parents and aging spouses.

Critical aspects of planning include financial, legal, residential, and vocational/
educational planning. Lack of knowledge about services available for aging care recipi-
ents, or being ill-informed about how to access such services, may hinder some caregiv-
ers from making future plans for their loved one, while the emotional toll that such
planning takes may also affect caregivers’ ability to make concrete future plans.

Few of the military caregiver—specific programs we identified offered specific long-
term planning assistance to military caregivers. Beyond the usual advice for planning

Projected Proportion of Post-9/11 Military and Civilian Caregivers Who
Are Parents Over the Age of 75, 2013-2048
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One quarter of caregivers to post-9/11 veterans are parents. We project that

in 15 years (in 2028), the proportion of these caregivers over the age of 75 will
begin to increase substantially, resulting in the need to find alternative care for
the veteran.
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legal issues for the care recipient (powers of attorney, living wills, estates and trusts), there
is little guidance to help military caregivers address long-term needs for themselves. Plan-
ning for the caregiver’s own future can provide security for the care recipient’s future as
well, particularly if the caregiver becomes incapacitated by poor health or dies.

The Burden of Caregiving Affects Society
While the value of caregiving may be high for the care recipient and helpful for defray-
ing medical care and institutionalization costs, the burden of caregiving exacts a more
significant toll on the economy. As a consequence of the impact in the employment set-
ting, as well as excess health care costs to tend to their own increased health needs, care-
givers confer costs to society. Using literature from the civilian caregiving setting, as well
as from studies on the effects of mental health problems on society, we estimate that the
costs of lost productivity are $5.9 billion (in 2011 dollars) among post9/11 caregivers.
To mitigate these costs over time, efforts to address the negative consequences and
increased costs of caregiving can potentially increase the value that military caregiv-
ing confers on society. Future studies that gather more detailed information and data
about the effectiveness of various caregiver support interventions and their impact on
the costs of lost productivity (at both the individual and societal levels) might inform
the business case for increasing support for this vulnerable population.
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What Can Be Done: Recommendations

Ensuring the long-term well-being of military caregivers will require concerted and coor-
dinated efforts to address the needs of military caregivers and to fill the gaps we have
identified. To address these concerns, we make recommendations in four strategic areas.

Recommendations at a Glance

e Empower caregivers

e Create caregiver-friendly environments
e Fill gaps in programs

e Plan for future caregiving needs

0 Empower Caregivers

Efforts are needed to help empower military caregivers. These should include ways to
build their skills and confidences in caregiving, mitigate the potential stress and strain of
caregiving, and raise public awareness of the caregivers’ value.

¢ Provide high-quality education and training to help military caregivers under-
stand their roles and teach them necessary skills. Training caregivers can help
them play their roles more effectively and enhance the well-being of the wounded,
ill, or injured veterans they are caring for.

e Help caregivers get health care coverage and use existing structured social
support. Ensuring that caregivers have health care coverage is critical to their
continued health and well-being. Likewise, peer-based social support programs
to address feelings of isolation are vital to improve caregiver connectedness and
build supportive networks.

¢ Increase public awareness of the role, value, and consequences of military care-
giving. Public awareness or education will raise the profile of military caregivers
and help ensure that their needs are addressed and their value recognized. This
step may also help additional members of this group self-identify and seek sup-
port.

Q Create Caregiver-Friendly Environments

Creating contexts that acknowledge caregivers’ special needs and status will help them
play their roles more effectively and balance the potentially competing demands of
caregiving and their own work lives.
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¢ Promote work environments that support caregivers. Provide protection from
discrimination and promote workplace adaptations. While federal law offers
protection from discrimination against caregivers in the workplace, practices and
policies for accommodating caregivers’ needs and improving support for care-
givers in the workplace can reduce absenteeism and improve productivity. One
example includes employee assistance programs, which can provide counseling
support and referrals for additional resources.

¢ Health care environments catering to military and veteran recipients should
make efforts to acknowledge caregivers as part of the health care team. Mili-
tary caregivers assume responsibilities to help maintain and manage the health
of their care recipients. Performing these tasks effectively requires that they inter-
act regularly with health care providers: physicians, nurses, and case managers.
Health care providers can facilitate caregiver interaction with the health care
system by acknowledging caregivers’ key role in helping veterans navigate the
system and providing necessary supplemental care.

0 Fill Gaps in Programs

As we noted, programs relevant to the needs of military caregivers are typically focused
on the service member or veteran, and only incidentally related to the caregiver’s role.
In addition, we observed specific gaps in needed programs. Therefore, eligibility issues
and specific programmatic needs should be addressed.

¢ Ensurethatcaregivers are supported based on the tasks and duties they perform,
rather than their relationship to the care recipient. Programs should extend eli-
gibility to all caregivers who might benefit from them, including extended family
and friends. Organizations that serve wounded, ill, or injured service members
and veterans and who serve caregivers who are family members, or those that
serve military and veteran families and serve caregivers who have also served,
will need to consider how to expand eligibility to include extended and nonfam-
ily caregivers. In addition, the most notable gaps in programmatic support were
resources that connected caregivers with health care coverage (nearly one-third of
post-9/11 caregivers lacked coverage) and financial support to compensate care-
givers for income loss and other expenses.

¢ Respite care should be made more widely available to military caregivers, and
alternative respite strategies should be considered. To the extent that adverse
outcomes associated with caregiving (e.g., depression) are influenced by time spent
caregiving, finding temporary relief from caregiving appears critical. Respite for
military caregivers should be considered carefully, and existing programs for
patients with cancer, the frail/elderly, care recipients with dementia, or the physi-
cally disabled may need adaptation to better serve military care recipients.
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0 Plan for the Future

Ensuring the long-term well-being of caregivers and the agencies that aim to support
them may each require efforts to plan strategically for the future, not only to serve the
dynamic and evolving needs of current military caregivers, but also to anticipate the
needs of future military caregivers in a changing political and fiscal environment. Plan-
ning for the future will require that efforts to support caregivers address the following:

¢ Encourage caregivers to create financial and legal plans to ensure caregiving
continuity for care recipients. Organizations that serve military caregivers can
fill a gap in services by creating and sharing guidance about long-term financial
and legal planning. Programs that are available in these areas typically address the
needs of those caring for the elderly or for persons with dementia and Alzheimer’s,
focusing expectedly on retirement and estate planning. Planning for post-9/11
care recipients needs to be different. These plans need to address financial stabil-
ity for caregivers and their families and may include strategies to make up for lost
wages and retirement and pension benefits. These plans also need to factor in the
financial stability of the care recipient, who may need resources to buy caregiver
support if the current caregiver is unable to continue in that role. Legal plans
need to prepare powers of attorney and executors for estates or trusts, and may
also require that new guardians and caregivers be appointed in the event that the
current primary caregivers are no longer available.

¢ Enable sustainability of programs by integrating and coordinating services
across sectors and organizations through formal partnership arrangements.
The large number of current organizations raises two sustainability issues. First,
if services are not coordinated, they can become a “maze” of organizations, ser-
vices, and resources in which caregivers can become overwhelmed (Tanielian et
al., 2013). Second, attention and commitment for supporting veterans and their
families is currently high, but public interest may fade in future years, potentially
translating into decreases in the level of private and philanthropic support for the
many nongovernment programs (Carter, 2013; McDonough, 2013). One way to
address both issues is to create formal partnerships across organizations. Effective
partnerships will require exploring opportunities for true coordination, including
the creation of coalitions.

¢ Foster caregiver health and well-being through access to high-quality services.
High-quality support services are needed to boost caregiver effectiveness and
reduce the negative effects of caregiving. The Institute of Medicine (National
Research Council, 2001) has defined high-quality medical care as care that is
effective, safe, caregiver-centered, timely, efficient, and equitable. This definition
applies to support programs as well. At present, however, little is known about
the quality or effectiveness of available military caregiver programs. High-quality
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programs are important because research has shown that quality care can improve
outcomes. Understanding the quality of services requires measuring and assessing
the structure, process, and outcomes associated with these services. Evaluating all
of the identified programs in our scan was beyond our scope. But we also did not
hear of caregiver support programs conducting rigorous evaluations or studies to
document their effectiveness, or that they had implemented continuous quality
improvement initiatives. Currently, the Family Caregiver Alliance and Rosalynn
Carter Institute for Caregiving maintain databases on evidence-based programs,
and the Family Caregiver Alliance resource includes information about model
programs and emerging practices. In addition, the VA is funding research proj-
ects to assess the effectiveness of caregiver services and interventions. Organiza-
tions that implement military caregiver programs could benefit from using these
resources to inform their own service delivery. Over the long term, demonstrating
program value may require that organizations also evaluate the extent to which
their services are improving outcomes for participants.

¢ Invest in research to document the evolving need for caregiving assistance
among veterans and the long-term impact of caregiving on the caregivers. This
study provides a snapshot of the needs and burdens of military caregiving. While
we can provide a glimpse into the future of military caregiving by looking at
the characteristics of post-9/11 caregivers and the factors that might affect their
caregiving demands, we can only make projections. Similarly, while the needs of
pre-9/11 veterans may be what post-9/11 veterans will eventually require, there
are differences in the make-up and expectations of the pre-9/11 and post-9/11
generations. In the future, additional rigorous, cross-sectional research like ours
can shed light on the needs of caregivers and how their needs compare to those
presented here. In addition, longitudinal studies and evaluations are needed to
document changing needs over time and the effectiveness of programs and ser-
vices intended to meet those needs.

The Bottom Line

Military caregivers play an essential role in caring for injured or wounded service mem-
bers and veterans. This enables those for whom they are caring to live better quality
lives and can result in faster and improved rehabilitation and recovery. Yet playing
this role can impose a substantial physical, emotional, and financial toll on caregivers.
Improving military caregivers’ well-being and ensuring their continued ability to pro-
vide care will require multifaceted approaches to reduce the current burdens caregiv-
ing may create and to bolster their ability to serve as caregivers more effectively. Given
the systematic differences among military caregiver groups, it is also important that
tailored approaches meet the unique needs and characteristics of post-9/11 caregivers.
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This summary distills a longer report, Hidden Heroes: America’s Military
Caregivers, describing the magnitude of military caregiving in the United States
today, as well as identifying gaps in the array of services designed to support
military caregivers, and offering recommendations. Prior to this study, little had
been reported about the population of those who care for wounded, ill, and injured
military personnel and veterans.

“This report from RAND presents the most comprehensive study to date of
military caregivers. For many years, | have spoken of the need to support those caring for loved
ones with mental illnesses and/or physical disabilities, as the challenges they face are significant.
RAND's report highlights how great the need is to help our nation’s veterans and their unsung heroes,
their families and caregiver networks. This report should serve as a call to action for both the public
and private sectors.”

- Rosalynn Carter, President, Rosalynn Carter Institute for Caregiving

“RAND'’s study on the needs of military caregivers shines long overdue
attention on this population of Americans who are doing the heavy lifting in
the aftermath of war. Of particular interest are the findings about the different profile of post-
9/11 caregivers and the specific challenges they face. It is critical that caregivers be included in the
circle of support our nation must offer to those who have volunteered to serve their country during
wartime, and this report provides the foundation for doing so.”

- Lee Woodruff, Cofounder, Bob Woodruff Foundation

“1 was impressed with the rigor of the RAND study and believe it significantly
adds to our knowledge of the challenges facing post-9/11 caregivers. Now is the
time for policy changes for those closest to our wounded warriors—their caregivers.”

- Dr. Donna Shalala, President, University of Miami, former Secretary of Health and
Human Services
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