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Foundational Knowledge

e In 2017, over 1.1 million U.S. emergency visits and hospitalizations
involved traumatic brain injury (TBI) - not including other types of brain
injury (e.g., stroke, hypoxia, disease process; exposure to toxins; Reid &
Finger, 2017).

e The number of brain injury caregivers in the U.S. 1s unknown.

e Families of brain injury survivors are often overlooked victims of

trauma, needing intensive support and intervention (Florian & Katz,
1991).




By the end of this session, attendees
will better understand brain injury
family caregivers (e.g., adult,
children), the research on their
challenges and needs, and potential
support strategies.



Objectives

e Objective 1: Identify Caregiver Roles: Define the roles of caregivers for brain injury survivors,

highlighting the challenges they face.

Objective 2: Review and Discuss Research Findings: Review recent research data on the health
and well-being of caregivers, emphasizing their unique struggles.

Objective 3: Review Emotional Impact: Identify the emotional and psychological effects of
caregiving, including stress, anxiety, and burnout.

Objective 4: Identify Caregiver Needs: Highlight specific needs for support, including emotional
resources, respite care, and community assistance.

Objective 5: Discuss Support Strategies/Explore Community Engagement: Share potential
strategies and resources, such as support groups and counseling, to empower caregivers in their
roles. Discuss how public libraries serve as safe spaces for connection and support, fostering

community engagement among survivors and their families.
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Family Caregiver Defined:

Family caregivers may include spouses,
parents, children, extended family
members, partners, friends, and peers who
provide any care including emotional and

social supports.
(Reyna et al., in submission)



Overview of Potential Family Caregiver Roles

Medical - Communicates with doctors, tracks medications, and manages
medical appointments.

Physical — Assists with mobility, personal hygiene, and daily activities.
Cognitive — Helps with memory, organization, and problem-solving.
Emotional — Provides reassurance, encouragement, and mental health support.
Behavioral — Helps manage mood swings, impulsivity, and frustration.
Rehabilitation — Supports physical, occupational, and speech therapy
exercises.

Financial — Oversees bills, insurance claims, and budgeting.

Legal — Assists with disability claims, legal rights, and workplace
accommodations.

Social — Encourages social interactions and community engagement.

Respite — Arranges self-care breaks for themselves and other family members.
Mediator — Mediates relationship interactions within family/others



Research

Insights










Why Hope is Important ¥

e Hope increases capacity to thrive within stressful and
difficult environments (Hellman et al., 2018; Moore et al., ‘ i
2017).

e Hope mitigates caregiver burden (Garcia-Castro et al., 2020).

e Hope thwarts suicidal ideation (Umphrey, et al. 2020)

e Hope enables persons to be more resilient (Hartmann et al.,
2018).

e Hope correlates with a higher quality of life (Duggleby et al.,
2014).

e Hope is an effective coping strategy (Garcia-Castro et al.,
2020).




Research on TBl Knowledge,
Self-Efficacy, Hope
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Current Research/Participant Groups

e Investigating the lived experiences of first responders with traumatic brain injury (TBI) and/or catastrophic
injury (CI) in the US, their caregivers, and children in the home through the lens of family caregivers (n = 27;

Reyna et al., 2023-2024). Study Complete. Manuscript in submission.

e Investigating the lived experiences of law enforcement officers in the US, their caregivers, children in the home
after TBI and/or invisible injury (II) through the lens of law enforcement officers with lived TBI/II experience (n = 3)

and their caregivers n = 3; Reyna et al., 2024). Study complete. Data analysis phase.

<

e Investigating the prevalance of brain injury among first responders who died by suicide through the lens of

family survivors (Reyna et al., 2025). Study in progress.

e Investigating lived experiences of persons with brain injury in the US, their caregivers, and children in the home

through the lens of family caregivers (Reyna et al., 2025). Study in progress.
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Understanding
the
Challenges/Impacts




Emotional Aspects

= Feelings of personal responsibility/obligation to provide care
(e.g., cultural, familial, religious)

= Feeling trapped in their caregiving situation without
alternatives

= Feelings of anger

= The feeling of walking on eggshells (tension because of
unpredictability)

= Managing difficult/inappropriate behaviors

= Managing changes in parenting

= Managing violent/aggressive behaviors

= Managing meeting survivor’s emotional needs

= Managing the emotional or mental distress of caregiving
= Taking care of themselves

= Differences in relationship with the survivor

= Changes in intimacy/lack of intimacy

= Processing grief and loss

= Feelings of guilt

= Feelings of panic

= Feelings of fear

= Not knowing what to do in the short-term

= Not knowing what to do in the long-term

= Lack of hope, losing hope over time

= Wanting to give up

Spiritual Aspects

= Changes in religious beliefs
= Questioning “why”

= Feeling alone or abandoned

Caregiver Burden

= Caregiver’'s burnout (e.q., isolation, exhaustion,
lack of sleep, loss of hope/stamina)

= Caregiver’s physical health concerns

= Caregiver’s emotional distress or mental health
concerns




Daily Living Aspects

= Assisting with personal care such as eating,
bathing, toileting, and dressing

= Providing physical assistance, including lifting
and carrying

= Finding activities that the survivor can
participate in and are eligible to receive

= Providing daily emotional
support/encouragement

Respite Care

= Getting a short break from caregiving

= Finding paid help such as personal care
attendants or respite workers

= Finding temporary substitute to provide
occasional care

Medical/Rehabilitation Aspects

Social Aspects

= Coordinating or providing transportation

= Meeting the financial burden of caregiving

= Coordinating and managing medications, medical equipment,
and other medical care, including care coordination

= Understanding and managing legal, financial, and/or other
insurance issues or benefits

= Feeling the need to “fight” for care

= Discrimination/fear of discrimination by service providers

= Helping the survivor to communicate with others

= Educating others, including health care personnel, about the
injury

= Managing and meeting social needs

= Getting time with other family members, or meeting other family
members’ needs

= Loss of community




What aspects of caregiving have been challenging to you personally?

Aspects of Caregiving Personally Challenging to the Caregiver

Assisting with personal care such as eating, bathing, toileting, and dressing
Providing physical assistance, including lifting and carrying

Finding activities that they can participate in and are eligible to receive
Providing daily emotional support/encouragement

Coordinating or providing transportation

Meeting the financial burden of caregiving

Coordinating and managing medications, medical equipment and other medical care, including care
Understanding and managing their legal, financlal and/or other insurance issues or benefits
Feeling the need to “fight” for their care

Discrimination/fear of discrimination by service providers

Helping them to communicate with others

Educating others, including health care personnel, about their injury

Managing and meeting their social needs

Changes in relationships with family and friends

Getting time with other family members, or meeting other family members' needs
Loss of community

Feelings of personal responsibility/lobligation to provide care (e.g., cultural, familial, religious)
Feeling trapped in my caregiving situation without alternatives

Feelings of anger

The feeling of walking on eggshells (tension because of unpredictability)
Managing difficult/inappropriate behaviors

Managing changes in parenting

Managing violent/aggressive behaviors

Managing and meeting first responder's emotional needs

Managing the emotional stress of caregiving

Taking care of myself

Differences in rela‘tionship with first responder

Changes in intimacy/lack of intimacy

Processing grief and loss

Feelings of guilt

Feelings of panic

Feelings of fear

Not knowing what to do in the short-term

Not knowing what to do in the long-run

Lack of hope, losing hope over time

Wanting to give up

Changes in religious beliefs

Questioning “why”

Feeling alone or abandoned

Getting a short break from caregiving

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 Cblrt The Center on Brain Injury

Research and Training



-> Top 4 challenging aspects of caregiving:
¢ Providing daily emotional support and encouragement
¢ Changes in relationships with family and friends
¢ The feeling of walking on eggshells (tension because of

unpredictability)
¢ Changes in intimacy/lack of intimacy with first
responder




Qualitative Results

Theme 4: After FR TBI/Cl there are multiple adverse family impacts

experienced

-
“TBI makes personal
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“Fear of the unknown of the outcome”

( with chronic |
pain and not be
able to fix it”

C [ c“Alifethat]

/ never imagined
having to live”

— R/ 4

“Would not wish this
on my worst enemy”

excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 Cbirt The Center on Brain Injury
fesearch and Training



Qualitative Results

Theme 3: FR, their caregivers, their children are experiencing unmet/

ongoing needs » .
> gThSir Careqgivers 4 “| feel alone in this h My own physical and
HQ\H and | don’t have emotional issues are not
“Caregivers anyone to talk to. All always able to be
put off their the caregiver support addressed due to caring
own health groups are during the for hers”
ws':’ \dog when I'm at work”/ ~_
— ~_ " “Ifeel like | have failed
“| wish that counseling would have been available It hGS. been life
to me right away to help with the challenges of a changing for my
TBI patient. | allowed behaviors that | shouldn’t husbcmd', myself and
have, boundaries weren’t drawn, relationships our family. Mentollg
were damaged.” and physically

Slide excerpts from the, “Lived Experiences of First Responders with TEI, Their Caregivers and Children in the Home" Dr. Patricia Kay Reyna, 2024 Cb]_rt kot opuleeluruie



Supports

Needed




What caregiving-related services would help you as a

caregiver?

Caregiver education or training; including medication management |

Caregiver Support Group or Advocacy Group
In-home respite care or a temporary break from providing care I
Other in-home services (e.g., home health aide, personal care assistant, housekeeper, companion) I
Temporary out-of-home respite care I

Counseling for the caregiver (e.g., grief counseling, marriage counseling)

Suicide Risk supports/services

Life coaching

Financial assistance

Remote employment counseling/support to provide care and work at the same time.

Someone to provide care for you the caregiver
Services/supports to help you find a way out of caregiving while ensuring your first responder is cared for I
Services/supports to help you have a life too !

0 2 4 6 8 10 12

The Center on Brain Injury
Research and Training

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home" Dr. Patricia Kay Reyna, 2024 Cbirt



-> Top 4 caregiver service needs:
¢ Counseling for the caregiver (e.q., grief counseling,
marriage counseling)
Caregiver support group of advocacy group
Financial assistance

In-home health services (e.qg., home health aide,
personal care assistant, housekeeper, companion)




Children as

Caregivers




Who Are These Children?

e Any child living in a home with a brain injury survivor.
Children can become caregivers.

e L.imited current research.

e Often excluded from recovery processes (Dawes et al.,

2022).

e Limited supports/interventions (Dawes et al., 2022).




Children as
Caregivers-From
L.ived Experience



Emotional and Psychological Impact

e Increased anxiety and stress due to family instability.

e Feelings of isolation and difficulty expressing emotions.

e Fear and uncertainty about the injured parent’s condition.

e Role confusion and emotional burden from added
responsibilities.

e Difficulty forming and maintaining social relationships.

e Behavioral changes, including withdrawal or aggression.

e Impact on self-esteem and overall emotional well-being.




Educational Challenges

e Difficulty concentrating and processing information.

e Emotional stress affecting academic performance.

e Lack of awareness among educators about their

unique needs.
e Struggles with completing homework and

maintaining routines.




Family and Social Dynamics
e Shifts in parent-child roles due to caregiving responsibilities.
e Strained relationships with the brain-injured parent.

e Increased tension or contlict among family members.

e Feelings of neglect or resentment from siblings.

e Difficulty maintaining friendships and social connections.
e Lack of understanding from extended family and

community.




Impacts on

Daily Life of
Children 1n the Home




Disruptions to Routine

e Unpredictable daily schedules due to medical needs.

e Financial instability affecting basic needs and
lifestyle.

e Reduced participation in social and recreational
activities.

e Lack of stability leading to increased stress and
anxiety.




Role Reversals and Responsibilities

e Children taking on caregiving duties for the injured
parent.

e Increased household responsibilities for children.

e Acting as an emotional support system for family
members.

e Feeling pressure to mature faster than peers.

e Struggling with personal identity and
independence.




Access to Support Networks

e Limited awareness of available community
resources.
e Lack of peer groups for children in similar

situations.

e Geographic or financial barriers to accessing
programs.

e Emotional hesitation in sharing struggles with
others.




Research Insights

Children 1n the
Home




Challenges
Children 1n the

Home:
One Study




Caregiver Reported Challenges: Children in the Home

= Issues with academic performance

= Issues with the relationship with the survivor
= Issues with peer relationships

= Sleep disturbances/nightmares

= Emotional distress

= Suicidal thoughts

= A decrease in their health

= Anger outbursts or anger management issues
= A negative outlook on life

= Shifts in worldview

= Changes in religious beliefs

= Anxiety

= Depression

= Post-traumatic stress

= Avoidance of the survivor




If there are/were children in the home affected by the first responder’s

injury, have you noticed if the children have/had any of the following
challenges after the first responder’s injury? (n=19)

Issues with Academic Performance

Issties with the refationship with the injured first responder
1S5ues with peer relationships

Sleep disturbances/nighimares

Emotional Distress

Suicidal Thoughts

A decrease In their health

Anger outbursts or anger management issues
A negative outlook on lfe

Shifts in worldview

Changes in religious beliefs

Anxiety

Depression

Post-Traumatic Stress

Avoidance of the injured first responder

Other

0 d 10

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 Cblrt The Centeran iy



-> Top 4 ways children were affected:
¢ |ssues with the relationship with the injured first

responder
¢ Emotional distress
¢ Anxiety
¢ Shifts in worldview, depression, post-traumatic stress

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 CbiI‘t



The three suicide completions were

among children in the home.

Children in the Home Suicide Completion After First

Responder Injury
Yes Total
Participants
19
No

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 Cb]_rt Seoerch o Tty |



Qualitative Results

Theme 3: FR, their caregivers, their children are experiencing unmet/

ongoing needs s ™
-> Their Children “Oldest child self “Was overwhelming

“All four have .. harmed” ) and caused me and my
been diagnosed T~ brother to grow up way
with IBS” / too fast
- W

“eating
disorders”

-

“Had to divorce to protect , .
_ _ e More reliance on me
the children financially [the caregiver]

L T~ Rf dependant on me for
“All of my children received L/ | ] mediation [with the
Anxiety y,

counseling.” R/FR]
—

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 Cblrt :}f‘.f,'_:_,'.',“.'.'_'f,:,';‘,'f_',‘,,',',‘,_'__?"""'




Supports

Needed
Children 1in the Home




Quantitative Results:

If there are/were children in the home affected by the first responder’s injury, what
services do you think would be helpful/would have been helpful to the children?

Services that would have been helpful to children in the home

Educational/academic services
Grants/funding for education Total
@ Mental health counseling Pa rtiCipO Nts
Grief counseling
Family counseling 20
Suicide risks supports/services
Healthcare
Kids camps/retreats with kids in the same situation

Departmental/Agency peer support in times when
the first responder you care for would have been

Spiritual supports

@ Other. This person did not have children in the
home

Slide excerpts from the, “Lived Experiences of First Responders with TBI, Their Caregivers and Children in the Home” Dr. Patricia Kay Reyna, 2024 Cblrt TheCenteron iy



Family Caregiver
Support
Strategies



Suggested Strategies

e Provide appropriate medical care and support to the
person who is injured throughout their lifetime.

e Create/provide interventions/supports to increase
knowledge, self-efficacy, hope.

e Provide supports to the family.

e Provide supports to children in the home.




Potential Community Resources

e Public Libraries
e Community centers offering family assistance programs

e Faith-based groups providing emotional and spiritual guidance

e Youth mentoring and peer support programs

e Healthcare providers specializing in rehabilitation and family
care
e Online forums and virtual support networks for caregivers and

children




e More than 30 years ago, Florian and Katz
(1991) reported that “families of persons with
TBI can be viewed as the other and often
neglected victims of trauma and as a
potentially high-risk group that requires
Intensive intervention services and support”
(Florian & Katz, 1991, p. 268).

e We must do more to support these families.
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