


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). 

The number of brain injury caregivers in the U.S. is unknown.

Families of brain injury survivors are often overlooked victims of

trauma, needing intensive support and intervention (Florian & Katz,

1991). 

Foundational Knowledge



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.



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.

Objectives



Brain Injury 
Family 

Caregivers 



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)

Family Caregiver Defined:



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
Hope increases capacity to thrive within stressful and
difficult environments (Hellman et al., 2018; Moore et al.,
2017).
Hope mitigates caregiver burden (García-Castro et al., 2020).
Hope thwarts suicidal ideation (Umphrey , et al. 2020)  
Hope enables persons to be more resilient (Hartmann et al.,
2018). 
Hope correlates with a higher quality of life (Duggleby et al.,
2014). 
Hope is an effective coping strategy (García-Castro et al.,
2020).



Research on TBI Knowledge, 
Self-Efficacy, Hope



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. 

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.

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.

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. 

Current Research/Participant Groups



Adult Family 
Caregivers



Understanding 
the 

Challenges/Impacts















Supports
Needed







Children as 
Caregivers



Any child living in a home with a brain injury survivor.

Children can become caregivers. 

Limited current research. 

Often excluded from recovery processes (Dawes et al.,

2022).

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

Who Are These Children?



Children as 
Caregivers-From
Lived Experience



Increased anxiety and stress due to family instability.
Feelings of isolation and difficulty expressing emotions.
Fear and uncertainty about the injured parent’s condition.
Role confusion and emotional burden from added
responsibilities.
Difficulty forming and maintaining social relationships.
Behavioral changes, including withdrawal or aggression.
Impact on self-esteem and overall emotional well-being.

Emotional and Psychological Impact



Difficulty concentrating and processing information.

Emotional stress affecting academic performance.

Lack of awareness among educators about their

unique needs.

Struggles with completing homework and

maintaining routines.

Educational Challenges 



Shifts in parent-child roles due to caregiving responsibilities.

Strained relationships with the brain-injured parent.

Increased tension or conflict among family members.

Feelings of neglect or resentment from siblings.

Difficulty maintaining friendships and social connections.

Lack of understanding from extended family and

community.

Family and Social Dynamics



Impacts on 
Daily Life of 

Children in the Home



Unpredictable daily schedules due to medical needs.
Financial instability affecting basic needs and
lifestyle.
Reduced participation in social and recreational
activities.
Lack of stability leading to increased stress and
anxiety.

Disruptions to Routine



Children taking on caregiving duties for the injured
parent.
Increased household responsibilities for children.
Acting as an emotional support system for family
members.
Feeling pressure to mature faster than peers.
Struggling with personal identity and
independence.

Role Reversals and Responsibilities



Limited awareness of available community
resources.
Lack of peer groups for children in similar
situations.
Geographic or financial barriers to accessing
programs.
Emotional hesitation in sharing struggles with
others.

Access to Support Networks



Research Insights
Children in the

Home



Challenges
 Children in the 

Home:
One Study













Supports
Needed

Children in the Home





Family Caregiver 
Support 

Strategies



Provide appropriate medical care and support to the

person who is injured throughout their lifetime.

Create/provide interventions/supports to increase

knowledge, self-efficacy, hope.

Provide supports to the family.

Provide supports to children in the home.

Suggested Strategies



Public Libraries

Community centers offering family assistance programs

Faith-based groups providing emotional and spiritual guidance

Youth mentoring and peer support programs

Healthcare providers specializing in rehabilitation and family

care

Online forums and virtual support networks for caregivers and

children

Potential Community Resources



Final Thoughts
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). 
 We must do more to support these families.
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