Military and Veteran Caregiver Experience Map

Journey begins here

>

Stages of the journey > Stages of the journey
Finding a rhythm Becoming aware & adjusting

‘Crisis stage’ has ended and caregiver begins to
establish a new normal.

Caregiver notices changes in loved one
that affect their relationship.

Caregiver may experience:

- Realization that the health or behavior of their loved
one is changing

- Added responsibilities at home

- Difficulty focusing in day-to-day life
- Overwhelming uncertainty and stress
- Desire for normalcy that makes it difficult to

seek help

- Distancing from friends and family

- Fewer interactions with family members,
friends, or community

Caregiver may experience:
- Grief or anger about their new reality
- Continued uncertainty about the future

- Permanent changes to life based on loved Every day is a work in progress.
one’s care plan (i.e. moving location)

- Development of skills to face new challenges
- Reliable support network
- Return to self-care and personal hobbies
- Increased confidence in their advocacy and
outreach
- Hope for the future, even if it looks
different than expected

The journey continues to evolve
Landmarks

®
. @ Notices changes
Family faces

new challenges o

Caregiver begins to notice
® significant changes in loved one

Connects with fellow o
caregivers for strength Tries to maintain

and support balance at home

Takes on
increasing
household
activities

New capabilities

. \¢ allow caregiver to
Finds rhythm ® -

Each day is a cycle of
understanding and
problem solving

Veteran’s
relationship with
family and friends
begins to change

@ Tipping point

R h L Caregiver is angry and
€searches frustrated—“what’s
symptoms happening to my family?!”

Sets up
personal
support network

Veteran/Servicemember

Builds network

Caregiver begins to
establish personal
support system

Establishes new Key needs

family roles

and routines Caregiver

Something needs to change!

* Opportunities for
self-care / respite

+ Navigation to available
community services

Crisis Tipping point at home

Re-balance

Key needs

o) tunities f . . . .
Se{)f?g;rgl}lrleesspiger Findin g balance while cari ng . Coar}seli_rlig for children
ol d . .. and family
nc?eaestieeda:ecfvsii:g Looks for for wounded ) ill or 1nju red + Counseling for marriage/
time, support relationship

servicemembers @ Identifies as caregiver

and resources
and veterans

Self-identifying as a
‘caregiver’ can happen
at any stage. Many
reject the term at first,
finding it hard to identify
with the label

» Awareness of resources

* Time to spend with
family/children outside
stresses of caregiving

* Support for caregiver’s role
within the care team

* Support for any changes to
the diagnosis or care plan

* Access to a peer

support group

Tries to navigate

healthcare services - Awareness of individual

counseling services
» Awareness of what to expect
along caregiver journey

Veteran

gets diagnosis * Access to emergency funding, grants

* Flexibility with work schedule

Negotiates
Reduces treatment plan
« Assistance for reenterin 9
l ther\:vork ft;lrcg hours at work with loved one
* Understanding / flexibility q
at work We can handle this. @ Contacts support
o

The care plan comes together )
Caregiver seeks answers Stages of the journey

and begins to advocate for Shifting priorities

o their loved one L
® & seeking help

Key needs

* Assistance with physical /
emotional challenges

* Support managing daily tasks
(child care, meal preparation)

Caregiver accepts an increased
level of responsibility for loved one’s
care and starts to reach out for assistance.

Setbacks are normal and occur at
every stage of the journey. Over time,
caregivers may learn skills to better Veteran is diagnosed and a - Changes to day-to-day life (i.e. reducing hours at work)
cope with setbacks, but can still feel treatment plan is formed + Management of loved one’s healthcare plan (i.e. scheduling apts.)
like they are moving backwards - Navigation of other support organizations, agencies, and
community resources

- Frustration while navigating complex healthcare systems
- Disappointment that life has changed

- Uncertainty about the future

- Sense of guilt

- Pride in increasing ability to manage loved one’s care

« Counseling for marriage / relationship

+ Seek help from extended family Caregiver may experience:

* Recognition that caregiver is an
integral part of the care team

« Clear communication among primary
care team, veteran, and caregiver

« Diagnosis and creation of care
plan for veteran

* Training to manage the stress

* Information and access to financial benefits
« Information on employee rights (family leave, etc.)

Hidden Heroes | America’s Military Caregivers m 9/11 Caregivers mil/vet caregivers provide Key needs Care Key moments
. . . Coordination
A military or veteran caregiver provides a broad range of o o o o
care to, or manages the care of, a current or former 22.3% 36.5% 19.4% 15.7%
member of the U.S. Armed Forces. Caring for a loved one is (0]4,1-14 : C ; Crucial points of
Spouses, : : Friends or aregiver Health & .
a difficult task, and military/veteran caregivers in particular p';rtners/ Children  Parents mf:rg'l:l)leyrs neighbors Quality of Life Wellbeing learning on the
are likely to suffer physical and emotional stress as a result caregiver journey
of their caregiving duties. The information contained in 33.2% 58% 251% 98% 23.4% d
Hidden Heroes: America’s Military Caregivers helps us ted Family Employment &
better understand this population. 9 /11 Iﬂ} uncg;w;i/r;saa: e Relationships Financial Support

Source: Rajeev Ramchand, Terri Tanielian, Michael P. Fisher, Christine Anne Vaughan, Thomas E. Trail, Caroline Epley, Phoenix Voorhies, Michael William Robbins, Eric Robinson, Bonnie Ghosh-Dastidar. "Hidden Heroes: America's Military Caregivers." Rand Corporation, 2014.
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Welcome

Military and veteran caregivers provide an invaluable service to this country: ensuring that
our veterans and service members receive support and care when they need it, for as
long as they need it. Caregiving, however, comes with its own set of challenges, and
these men and women face great physical, emotional, and family strain — often without
the help they need. In the last few years, support organizations, corporations, cities,
government leaders, and others have stepped up to address the needs of this
population. Due to our collective efforts, military and veteran caregivers are being
recognized at the national and local level. Even in light of this progress, we still know too
little about these hidden heroes, and the steps they are taking in their caregiving journey.

In order to empower these men and women and connect them to critical services and
support, the Elizabeth Dole Foundation, Philips, and the Department of Veterans Affairs
have partnered to document the military caregiver journey and convey the impact it has
on their physical, psychological, financial, and social wellbeing. By mapping out key
points where the right people, organizations, and service providers can step in and
support family caregivers as they adapt to new roles and challenges, we’'ll help achieve
better outcomes for these caregivers, and ultimately, our veterans.

Our Objectives:
e Understand the caregiver journey, including the different stages and landmark events

e Describe the role of a family caregiver, normalize their experiences, and reduce the
sense of isolation that too many caregivers feel

Raise awareness and educate the community on the challenges caregivers face along
their journey

Help caregivers navigate and plan for the journey in front of them

Identify opportunities for intervention along the journey where service providers can
offer support and resources
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Onboarding

This version of the Military and Veteran Caregiver Experience Map was created to outline
the journey of a “typical” military or veteran caregiver as he or she adapts to new
challenges, emotions, and priorities. Undergirded by the RAND Corporation’s Hidden
Heroes: America’s Military Caregivers study, and supported by input from over 500
military and veteran caregivers, researchers, and members of the military and veteran
caregiver support community, this map provides an overview of common moments that
most, if not all, caregivers experience.

Stages of the Journey | provides a framework for common stages and emotions caregivers
experience as they adapt to the challenges and changes of caring for a loved one.

The Route | helps identify day-to-day events and actions that may occur as one progresses
throughout the journey.

Landmarks | indicate significant events or milestones that caregivers and their loved ones
commonly experience.

Turning Points | refer to critical points along the journey at which a decisive change occurs.

Key Needs | illustrate some of the most common needs caregivers and their families face
during each stage of the journey.
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