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*slide courtesy of Dr. Dana Bakula

Key substance use and mental health indicators in the United States: Results from the 
2015 National Survey on Drug Use and Health. (2016); National Center for Chronic 
Disease Prevention and Health Promotion; Wolicki et al. (2021); Bauman et al. (2018)

What is the Baseline?
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Psychosocial Landscape for Parent Caregivers

• Existential distress
• Anticipatory grief
• Uncertainty
• Burden of decision making
• Communication with providers
• Advocacy/Being a Good parent
• Developing trust
• Fear of regret

• Financial concerns
• Marriage/partner
• Lone parenting
• Social support/lack of
• Managing logistics
• Caring for other children
• ACES
• Trauma
• SES
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Caregiver Mental Health

• Typically, highest levels of distress are at the time of diagnosis

• Distress also increases around transitions or decision points

• Report rates of mental health concerns vary

• Rates are higher than parents of health children 

van Warmerdam, Zabih, Kurdyak, Sutradhar, Nathan, & Gupta (2019)
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Caregiver Mental Health

• Caregivers are resilient AND find meaning AND report growth

• But the impact of childhood cancer lasts long past treatment ends

• Sisk, Weng, & Mack, 2019
• Five-year follow-up
• “66% of parents had low piece of mind regardless of relapse status or 

prognosis”

7

Bronfenbrenner’s Ecological Systems Theory 
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• Caregiver functioning à Child functioning  

• Caregiver functioning à Child health 

• Caregiver functioning à Marriage/partnership health

• Caregiver functioning à Sibling functioning

• Caregiver functioning à Work/career, social relationships…other things 
they have to do

Why it matters
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Why it matters

Caregivers deserve to feel 
as well as they can.
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Standards of Care for Children 
with Cancer and their Families

Standards of Psychosocial Care for Parents of Children With Cancer 
(Kearney, Salley, & Muriel, 2015)

Parents and caregivers of children with cancer should have early and 
ongoing assessment of their mental health needs. Access to appropriate 
interventions for parents and caregivers should be facilitated to optimize 
parent, child, and family well being. 
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What can be offered?
• Evidenced based screening measures
• Cognitive behavioral therapies
• Psychopharmacology

• Bright IDEAS! (Problem-solving skills training)
• Surviving Cancer Competently Intervention Program (SCCIP) 
• Promoting Resilience in Stress Management for Parents (PRISM-P)
• Parent Social-Cognitive Processing Intervention Program (P-SCIP) 

Salley, McDonnel, & Parris (in development)
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What supports are available to caregivers in 
pediatric oncology healthcare settings?
Standard:
• Social Workers
• Child Life Specialists
• Chaplaincy
• Family-centered rounds

Mostly standard:
• Pediatric psychologist 

Harder to come by:
• Pediatric Psychiatrist
• Pediatric Palliative Care
• Peer-to-Peer Programs

Rare:
• Psychologist or Psychiatrist to 

treat parent mental health
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Then where do caregivers turn?

• Friends and family
• Patient/Disease organizations
• Nonprofit organizations
• Large expert groups with websites (COG, ACS)
• Social media

• Mental health treatment in the community?

• Or - nowhere?
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Getting Caregivers to Treatment – What are 
the Barriers?
Caregiver

• Deny concerns/refuse offers for mental health treatment
• Not enough time
• Overburdened
• Won’t leave the child/bedside
• Prefer hospital providers vs. community
• Guilt or shame that they can’t 'handle' it

Salley, Axelrad, Fischer, & Steuer, 2021
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Getting Caregivers to Treatment – What are 
the Barriers?
Community

• Community providers may not accept insurance
• Few openings/fully booked
• No knowledge/experience 
• “Too sad”
• Cancellation policies, etc. 

Salley, Axelrad, Fischer, & Steuer, 2021
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Getting Caregivers to Treatment– What are 
the Barriers?
Hospital

• Financial
• Team stretched thin
• Children’s hospitals “don’t treat adults”
• Providers are limited to documenting encounters in child’s chart
• Pediatric providers may feel ”adult” skill set is limited 
• No mechanism for billing parents’ insurance without a chart
• Concern for liability from administration/legal

Salley, Axelrad, Fischer, & Steuer, 2021
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Salley, Axelrad, Fischer, & Steuer, 2022

But parents need help! Pathways to caregiver 
mental health care in pediatric hospital settings
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Is it possible to treat caregiver mental health 
in pediatrics (or to facilitate treatment)?
• Yes

• Buy in from administration and providers

• $$ and other resources

• Examples: Memorial Sloan Kettering Cancer Center, Cincinnati Children’s, 
University of Vermont Children’s Hospital, St. Jude

• Flexibility
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How can you help?

• $$$$

• Educate families on the standard of care and empower them to 
advocate for services

• Advocacy (Big A, Little a)

• Reduce stigma around mental health services. 
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Image courtesy of Dr. Dana Bakula

How can you help?
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How can you help?

Parents of children who have died of cancer report that their sense of having 
been a good parent at the end of their child’s life helps them to emotionally 
survive their experience and their child’s loss. 

-Pamela Hinds (2009)

All parents want to be a Good Parent.
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How to find a therapist handout 
(English & Spanish)

https://div54cwsig.wixsite.com/caregiverwellbeing/resources
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Questions?

How are you?
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https://div54cwsig.wixsite.com/caregiverwellbeing/resources

