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Caregiver Involvement Challenges
Caring for a family member or friend living with a mental health condition is very challenging, placing strains
on even the most resilient people. Caregivers carry a large emotional and physical responsibility and burden
for those they love. What usually comes last are the caregiver taking steps to preserve their own health and
well-being.
As the population ages, more caregiving is being provided by people who are not health care professionals.
About 1 in 3 adults in the United States provides care to other adults as informal caregivers.
A caregiver is anyone who provides help to another person
in need, such as an ill spouse or partner, a disabled child,
or an aging relative or friend. However, family members
who are actively caring for a child or adult with a mental
health condition often do not self-identify as a "caregiver."
Recognizing this role can help caregivers receive the
support they need.
Let us look at some recent statistics in a survey conducted
by Mental Health America.
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From October 2019 to May 2020, Mental Health
America (MHA) conducted a survey designed for
caregivers of a family member or friend living
with a mental health condition. 1 The following
findings were drawn from the 817 responses
received during that time:

Fewer than 6 in 10 caregivers feel involved in
care.
While all of the respondents of the survey
identified themselves as caregivers and 71
percent indicated that the person they cared for
was living with them, only 58 percent reported
that they felt involved in the mental health care
of their loved one.

Caregiving is rewarding but stressful…
Caregiving can have many rewards. For most caregivers,
being there when a loved one needs you is a core value
and something you wish to provide.
But a shift in roles and emotions is almost certain. It is
natural to feel angry, frustrated, exhausted, alone, or sad.
Caregiver stress — the emotional and physical stress of
caregiving — is common. People who experience caregiver
stress can be vulnerable to changes in their own health.
Risk factors for caregiver stress include:








Living with the person you are caring for
Social isolation
Having depression
Financial difficulties
Higher number of hours spent caregiving
Lack of coping skills and difficulty solving problems
Lack of choice in being a caregiver

Signs of caregiver stress…
As a caregiver, you may be so focused on your loved one
that you do not realize that your own health and wellbeing are suffering. Watch for these signs of caregiver
stress:
How Caregivers are Involved in Care
Among caregivers who reported that they felt
involved in their loved one’s mental health care:




40 percent indicated that they interacted
with their loved one’s therapist
39 percent with their loved one’s
psychiatrist
24 percent were involved with a mental
health care team.











Feeling overwhelmed or constantly worried
Feeling tired often
Getting too much sleep or not enough sleep
Gaining or losing weight
Becoming easily irritated or angry
Losing interest in activities you used to enjoy
Feeling sad
Having frequent headaches, bodily pain or other
physical problems
Abusing alcohol or drugs, including prescription
medications

Too much stress, especially over a long time, can harm
your health. As a caregiver, you are more likely to
experience symptoms of depression or anxiety. In addition,
you may not get enough sleep or physical activity, or eat a
balanced diet — which increases your risk of medical
problems, such as heart disease and diabetes.
Continued on Page 3
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When asked how they would like to be involved:








74 percent of caregivers who currently did
not feel involved in care reported that they
wanted to be asked questions about their
loved one’s treatment, including what was
going well and what could be improved.
72 percent reported that they would like to
know about their loved one’s goals in
treatment, and how they could be involved
in helping them achieve those goals.
63 percent reported that they wanted to
know what was going on in treatment for
their loved one.
47 percent indicated that they wanted to be
asked about their personal needs as
caregivers.

The kinds of providers with whom a
caregiver speaks highlights the challenge
of poor access to comprehensive provider
types rather than concerns regarding
caregiver involvement. Many more
individuals experiencing mental health
conditions have access to therapists and
psychiatrists than to mental health teams.
Only a quarter of caregivers responded
that they speak to their loved one’s
mental health team. This may not be
because 76 percent of caregivers are not
involved in their loved one’s mental health
team, but because 76 percent of
individuals do not have access to a mental
health team at all.

Despite reporting feeling involved in care, only 5060 percent of caregivers reported that providers
checked in with them about their loved one’s care.
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62 percent of caregivers who were involved
in care reported that providers asked them
about how treatment was going for their
loved one, including what was going well
and what could be improved.



53 percent answered that providers
informed them about what was happening
in their loved one’s treatment.



43 percent reported being involved in the
discussion of their loved one’s treatment
goals.

Improving effective caregiver engagement.
Our data indicated that only half of caregivers who
are involved in their loved one’s care are integrated
in a meaningful way, but 3 out of 4 want to be more
significantly involved.
Provider check-ins with caregivers should include at
minimum an exchange of information about what is
happening at home and how treatment can be
improved.
To support a client’s recovery, providers should
increase their focus on engaging caregivers in
understanding their loved one’s goals, helping
caregivers identify strategies to assist their loved
ones in achieving those goals, and allowing a space
for the caregiver to voice their own goals and
needs.
Increasing positive social support between
caregivers and their loved ones is an important and
meaningful focus for recovery. Providers can
improve family dynamics by inquiring about and
exploring the needs and goals of both the person
receiving care and their caregiver.
Providers can mediate conversation when these
goals are not aligned or where the care plan does
not match with the personal needs of the caregiver.
Continued on Page 4
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Caregivers who are not involved in care
are often not aware of what is happening
in their loved one’s treatment. This
uncertainty increases stress and a sense of
lost control, or a hopelessness related to
their ability to provide help for their loved
one’s recovery.
A more comprehensive and inclusive caregiver
relationship among provider, client, and caregiver
will result in whole family care. Increasing
engagement toward whole family care can improve
recovery, support continuity of care, reduce
conflict, and reduce distress and uncertainty related
to caregiving.

The strain of caregiving was a universal
experience of caregivers.


Overall, 68 percent of caregivers reported
that they always or often experienced
distress about how to take care of all the
things that needed to happen, and



51 percent of caregivers reported feeling
frequent distress about being able to take
care of their own physical and/or mental
health needs.



Caregivers who were not involved in care
were 22 percent more likely to feel
frequent distress about their loved one
refusing treatment, and more likely to feel
distress at least some of the time about
their medications or treatment not working.



40 percent of all caregivers were frequently
distressed about medication and treatment
efficacy. This speaks to the importance of
having regular conversations with both
caregivers and clients about whether
medications and treatment are effective.
(Caregivers report wanting to be involved in
treatment planning. Engagement on
treatment planning with caregivers and
clients will reduce caregiver distress).
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For caregivers, one of the most
challenging scenarios is the
discontinuation of treatment.
Discontinuation or interruption in care
results in instability in the recovery process
that might result in catastrophic
outcomes, including homelessness or
incarceration.

Navigating a complicated mental health
system.
Distress about navigating the mental health care
system not only demonstrates the complication of
federal, state, and local systems of care, but the
challenges associated with navigating recovery as a
caregiver as well.
The mental health care system is disjointed and
requires caregivers and those receiving care to carry
the burden of consistently learning and responding
to changes in policies, providers, or treatment costs.
This distress is magnified across the lifetime when
families experience multiple periods of instability
due to changes in policies that impact the kinds of
medications or treatments to which the family has
access.
These changes may include when an effective
medication a person has been taken consistently is
no longer covered by insurance or when a family
moves to a different state and must navigate how
to transfer their Medicaid benefits.
Continued on Page 5
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Simplifying healthcare options is something all
involved embrace – but how? The Pennsylvania
Behavioral HealthChoices Program has a long
history of integrating Medicaid funded behavioral
health services with local County-based programs.

managed care organization, and local county human
services systems) reduces the strain of caregiving. It
improves recovery, continuity of care, and
interpersonal dynamics between the caregiver and
the person for whom they are caring.

Counties have championed the cause to promote
integrated health (behavioral and physical health)
while braiding the other funding sources that
support social determinants of health for their
constituents and HealthChoices members.

Building comprehensive and inclusive relationships
among providers, clients, and caregivers will result
in whole family care and improved treatment
outcomes. Beyond improving engagement, systemic
changes must be made to simplify health care
systems and ensure greater continuity of care.

At the same time, County efforts to support the
unique concerns of their service providers and
caregivers works to avert the challenges described
above.

Meeting the Challenge
Effective caregiver engagement in the service
delivery continuum (caregiver, service provider,

Excerpted from: Reinert, M. et. al.; The Strain of
Caregiving; How Caregiver Involvement Reduces Distress
and Conflict; Mental Health America. November 18,
2020. The Strain of Caregiving: How Caregiver
Involvement Reduces Distress and Conflict | Mental
Health America (mhanational.org).

“There are only four kinds of people in the world: Those who have been caregivers. Those who are currently
caregivers. Those who will be caregivers, and those who will need a caregiver.” – Rosalyn Carter
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Potential Health Policy Administrative Actions Under President Biden
President-elect Joe Biden campaigned on supporting and building upon the Affordable Care Act (ACA), better
managing the coronavirus pandemic and lowering prescription drug costs. President Biden could, however,
exercise executive branch authority to move forward on a variety of policy changes he has advocated through
administrative action without Congress. Provided below is a summary of actions that may impact Medicaid,
Mental Health, and Substance Use programs:
Medicaid


Revise Section 1115 state
demonstration waiver policy to
focus on increasing and expanding
coverage; specifically, where state
waivers condition eligibility on work
requirements and to elect capped
block grant financing.



Ensure eligible people can enroll in
and maintain Medicaid coverage.



Reinstate beneficiary protections
and provide certainty on statefinancing mechanisms - rescinding
regulations that limit state financing
mechanisms, no longer pursue
planned proposed regulations that
would change Medicaid eligibility determination rules that would create barriers for eligible people
losing coverage.



Maintain Medicaid coverage and beneficiary protections; rescinding pending regulations that limit
coverages.



Expand support for states to respond to COVID-19 pandemic; renewing public health emergency and
national emergency declarations; encouraging states to maximize use of presumptive eligibility;
encourage states to adopt policies to keep people enrolled in Medicaid as well as support essential
Medicaid providers by encouraging states to adopt retainer payments similar to Medicare advance
payments.



Strengthen and expand long-term care services and supports pertaining to skilled nursing facilities,
nursing facilities, and home and community-based services.

Mental Health and Substance Use


Improve mental health services for veterans
o

Establish a national center of excellence for reducing veteran suicide and publish a
comprehensive public health approach to addressing suicide in veterans
Continued on Page 7
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o

o

o

Standardize VA performance
around urgent mental health
services and eliminate wait
times for veterans with
suicidal ideation to ensure
immediate treatment
Direct the VA to more ER
psychiatric staff and peer
specialists and expand crisis
line capacity
Implement mental health
promotion programs that
encourage veterans to seek
out help from the VA



Address suicide among LGBTQ youth; ensuring school and community-based suicide prevention
programs follow best practices set by the U.S. Department of Education



Increase school-based mental health services
o
o
o

Increase the number of psychologists, counselors, nurses, social workers, and other health
professionals in schools
Direct the Secretary of Education to complete a study of mental health needs and services in
schools.
Support research to develop more effective teen suicide prevention programs



Enforce Mental Health Parity; Increase access to mental health treatment by enforcing full mental
health parity



Fight the Opioid Crisis
o
o
o
o
o
o

Direct the Justice Department to investigate the role of pharmaceutical companies and
executives in the opioid crisis, and consider criminal and civil enforcement.
Direct public insurance programs (e.g. Medicaid, Medicare, and the VA) to accelerate integration
of substance use disorder care into standard health care practice.
Remove “undue” regulatory restrictions on the prescribing of medications used to treat
substance use.
Direct the FDA and FTC to investigate “misleading” advertising of substance use treatment
facilities not offering evidence-based services.
Direct HHS to develop provider trainings on pain management and require those seeking a DEA
license to prescribe pain relievers to undergo training.
Ensure a multi-agency approach to stem the flow of illicit drugs from other countries into the
United States.

Excerpted from: Cox, C. et. al.; Potential Health Policy Administrative Actions Under President Biden;. Kaiser Family
Foundation Issue Brief; December 8, 2020. . https://www.kff.org/report-section/potential-health-policy-administrativeactions-under-president-biden-issue-brief/#Medicaid
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Youth and Young Adults are Struggling
For years, researchers, clinicians, teachers, school administrators, family members, and young people have been
sounding the alarm on young people’s mental health. Rates of depression and anxiety continue to increase
among youth and young adults, while many have limited access to mental health resources like therapists or
psychiatrists. At the most extreme outcome of our failure to engage and support young people, an analysis by
the Centers for Disease Control and Prevention (CDC) showed that youth suicide increased 56 percent between
2007-20172
Building on What Helps
While there are significant needs and many negative influences on young people’s mental health, there are also
many things helping them. To better understand how to build support, it is essential to understand which
resources youth and young adults feel are most supportive. Young people have indicated that hobbies, friends,
social media, and online communities have helped their mental health the most during the pandemic.
Meet Young People Where They Are
Learning to support their mental health during their daily lives and receiving support from other young people
showed to be most helpful. Making sure that coping skills and communities of peer support are readily available
is key to supporting and promoting the young people’s wellbeing. They should not be forced to add more things
to their plates to access these supports. Mental health support, skills, and referrals to resources should be built
around where young people spend their time. By integrating resources into the areas that youth and young
adults report are most helpful, like friends, sports teams, or their online communities, we can ensure that
resources come to young people instead of making young people come to traditional resources.
Here are Some Resources to Explore
Mental Health Kingdom; WEB: https://discord.gg/PfvgVfV
Mental Health Kingdom (MHK) is a virtual community where young people can connect and receive
support for their mental health. MHA is hosted on Discord, a server and communication platform that
initially started as a way for people who play videogames to create community.
MHK is a community for individuals with mental health conditions and their supporters, with most
members in their mid-twenties. Users can chat in general channels, private channels specific to their
mental health condition or concern, and attend voice sessions where they play games, get to know one
another, and receive peer support.
MHK is run and monitored by Kansas Certified Peer Support Specialist, Shyanne Hoff. It has multiple
steps to ensure user safety, including multiple-step member verification and moderation staff. It also
offers specific spaces for triggering content and utilizes black bars that users must click on to reveal
messages on sensitive topics.
The server is listed on Disboard.com, where individuals can look for servers using tags or keywords. MHK
can be found on Discord by searching “mental health” or “support”; alternatively, it can also be found
with a direct discord link https://discord.gg/PfvgVfV.
Continued on Page 9
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Mindful Minute; INSTAGRAM: @mindbody.club
Mind Body Ambassadors (MBA) is an after-school club founded by Arthy Suresh, a student at Marjory
Stoneman Douglas (MSD) High School in Parkland, FL, alongside her history teacher and an MSD parent.
With support and training from the Center for Mind Body Medicine in Washington, D.C., the club is
focused on teaching students skills to address trauma and reduce stress and anxiety through practices
like soft belly breathing and utilizing movement and imagery for healing. The club offers community
workshops and daily mindfulness, and it works with peer counselors at MSD to integrate aspects of
mind-body support into peer counseling.
In addition to programs that are open to members and the entire school community, the club also works
to embed these practices into all students’ daily lives, whether or not they can join the club as members
or attend workshops or support sessions. Its Mindful Minute program includes a mindfulness practice
led by students during the daily announcements. Since the pandemic started, MBA has continued to
offer this practice to students in their virtual learning environments.
The organization also focuses on health care workers and has presented its work to more than 2,000
doctors and health care leaders. A video of its Mindful Minute program is available in hospital break
rooms and patient waiting rooms for healthcare workers and patients to support themselves. Since the
creation of the program, Arthy has received grants to establish clubs across the state of Florida and
partners with Broward County, the 6th largest county in the nation, to integrate mental health resources
into a county-wide curriculum. She is now organizing national summits to reach more young people
interested in bringing these tools to their schools and communities.
Uplift; WEB: www.upliftpeers.com INSTAGRAM: @theyouthera; FACEBOOK: Youth Era
UpLift is a five-day virtual event that empowers young people to support their mental health, identify
signs of distress in their peers, and make a difference in other young people’s well-being. The program
was designed and studied by Youth Era, a national nonprofit dedicated to creating breakthroughs in the
systems that serve young people, alongside the University of Oxford. UpLift integrates music, activities,
and best practices in positive youth development and peer support to create naturalized peer support
for young people.
As opposed to a more formal peer support specialist program, UpLift allows young people with any level
of experience to use and apply what they learn in any context, whether at school, online, or in their
communities. It fills the gap between initial interest in mental health and mental health education by
including youth empowerment principles that help young people feel confident in their mental health
and abilities.
In response to concerns about young people’s mental health during the pandemic, The University of
Oxford identified Youth Era to develop a training for young people based upon its expertise in peer
support training and virtual youth and young adult peer support.
UpLift utilizes the 40 Developmental Assets, a framework for positive youth development from the
Search Institute. This approach ensures that young people are not just learning about distress and peer
support but that they also feel confident in themselves and their ability to make a difference. An
additional strength of the program’s approach is its portability to be used in different settings and by
diverse populations of young people.
Continued on Page 10
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The initial training, conducted with 100 young people in the United Kingdom, was studied by Oxford’s
Department of Psychiatry. It is now being replicated with plans to expand access to the training to the
United States and other countries.
DMV Students for Mental Health Reform; WEB: https://www.dmvsfmhr.org/
DMV Students for Mental Health Reform is a coalition of student advocates, clubs, and schools
dedicated to improving students’ mental health in the Washington, D.C., Maryland, and Virginia (DMV)
region. The student-led group has a three-part mission:
1. Understand students, school staff, and best practices from other communities.
2. Connect student leaders in the DMV area.
3. Advocate for changes that address the needs of high school students.
Through rallies, letters, and petitions, DMV Students for Mental Health Reform is leading the way in
creating better and healthier schools for students. Their current advocacy priorities include instituting
excused absences for mental health days, reallocating funds towards increased student support staff –
such as school psychologists and social workers—and creating more uniform and comprehensive schoolbased mental health education. In addition to their broader priorities, some are also developing peer
support programs. These programs aim to meet student needs in the short-term and create more robust
resources for young people looking for support, regardless of whether they are receiving formal mental
health services.
After hearing many of his peers talk about struggles with their mental health and the limited support
from school counseling services, Ben Ballman, a high school student in Potomac, MD, created a survey
to better understand his peers’ experiences. The initial survey, completed by more than 500 high school
students in his area, validated many of the things he was already hearing. Students reported that they
were not getting their mental health needs met by the available resources. Alongside a team of peers,
Ben continued his research into the counseling department’s efficacy, namely through interviews with
county faculty and students. He compiled the team’s findings into an open letter for county officials,
which resulted in meetings. However, Ben did not feel like he was being taken seriously and decided he
would have to do something else.
He partnered with another local student to create DMV Students for Mental Health Reform. There were
multiple student mental health clubs in different high schools, but they did not communicate with one
another to organize around shared goals. The coalition represents students’ voices and brings members
together to engage more students in direct advocacy to their schools and state and local governments.
Young Invincibles Rocky Mountain; WEB: www.younginvincibles.org ; INSTAGRAM:
@younginvincibles TWITTER: @younginvincible
Young Invincibles Rocky Mountain (YIRM) is a regional office of Young Invincibles (YI), a national
nonprofit focused on advocacy and policy for 18 to 34-year-olds. YI’s work organizes young leaders to
create economic opportunities for their peers and empower them to participate in the political process.
Its focus areas include health care, higher education, workforce, and civic engagement. YIRM’s office,
located in Colorado, has several key programs, including the Young Advocates program, the Denver
Youth Leadership Academy, and a Youth Advisory Board.
Continued on Page 11
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Through its leadership program, it works with opportunity youth and young adults from historically
underprivileged backgrounds to empower them to make a difference in state-specific policy. It connects
directly with a selected group of leaders to shape and respond to its policy priorities and programs
through its Youth Advisory Board.
Among its work on mental health, YIRM developed the Healthy Minds Checklist for college campuses.
Designed with the Colorado Department of Higher Education’s support, the Healthy Minds Checklist
provides an overview of the recommendations and best practices to ensure post-secondary students’
mental health care.
As a national organization, YI was founded in 2009 by a group of young people who felt young people’s
voices were not represented in the debate over health care reform. YIRM launched in 2016 and has
since trained hundreds of advocates around the state of Colorado. Through in-person and virtual events
and digital engagement, the organization has had a significant impact on some of the areas that impact
young people the most, all informed and led by young people. Their work has included campaigns on
preventive health care and insurance literacy, in addition to formal policy work on topics like substance
abuse treatment access, reinsurance, and telehealth.
In addition to applying for its formal programs, local advocates can get involved by following YI on social
media and attending virtual events. Other youth and equity-focused organizations can work alongside YI
and its many coalition partners. Advocates outside of Colorado can get involved with the national office
in Washington, D.C., or one of YI’s regional offices in California, Illinois, Network, or Texas.
Excerpted from: Davis, K.; et.al.; Young People’s Mental Health in 2020: Hope, Advocacy, and Action for the Future; Mental
Health America. December 9, 2020. https://mhanational.org/blog/new-report-young-peoples-mental-health-2020-hopeadvocacy-and-action-future

Final Thoughts…
COMCARE has distributed a very short 4 question survey to our members to collect your impressions
for a special edition of INSight – 2020 Year in Review. If you have not received your survey, you can
access it at the link below:

https://www.surveymonkey.com/r/MDQVPKK
Thank you for your participation and perspective!
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Survey citations have been provided by the following: Reinert, M. et. al.; The Strain of Caregiving; How Caregiver
Involvement Reduces Distress and Conflict; Mental Health America. November 18, 2020. The Strain of Caregiving: How
Caregiver Involvement Reduces Distress and Conflict | Mental Health America (mhanational.org).
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