
Collaboration as a Method of Support: 
Investigating Interdisciplinary 

Facilitation for Caregiver Support 
Groups Within the Huntington’s 

Disease Community 
Heather Gaddy

5/2/2025



Background
• Huntington's disease (HD)

o Neurodegenerative
o Hereditary

• Caregivers are often family members
o Often overlooked

• Support is necessary for well-being of caregivers
o Caregiver paradox



Background (cont.)
• Virtual support groups = access

o Many hosted through the Huntington's Disease Society of 
America (HDSA)

• No research on who is facilitating 

• Interdisciplinary support is beneficial
o Tucker-Roghi et al., 2021 - Dementia community support*
o MacNab et al., 1985 – NICU Parent support group
o Banach & Couse, 2012 – ASD Parent support group*



Study Aim
• Identify and describe the facilitation of virtual HDSA 

support groups for caregivers

• Reasoning: Capstone project, interdisciplinary 
facilitation was impactful



Methods
• Locate HDSA chapter/affiliate webpages 

• Investigate number of chapters/affiliates across all 50 
states

• Identify virtual support groups for caregivers 
specifically
o Calculate the number of virtual groups

• Collect information on support group facilitators
o Investigate background, if necessary



Results
Number of Chapters/Affiliates by State



Results (cont.)
• 61 virtual support groups for caregivers

o 3 (4.9%) facilitated in an interdisciplinary fashion

• Many states had general support groups
o Caregivers could attend, but not the focus

• Note: Massachusetts and Rhode Island share a 
chapter



Results Florida groups 
are 

interdisciplinary, 
but not caregiver 

specificGroup Breakdown by State



Results (cont.)
Number of Groups Facilitated By Discipline



Discussion
• Lack of interdisciplinary support for caregivers

• Opportunity for personal and professional 
development
o (Banach & Couse, 2012)

• Interdisciplinary support is an avenue for 
improvement 



Limitations
• Only HDSA Chapter or Affiliate Groups

o UConn has an interdisciplinary support group

• Not all webpages had been updated recently

• Some facilitators did not have publically available 
backgrounds



Implications and Future Directions
• Need to advocate to be in new spaces 

• Elevate caregiver voices and needs

• Studies investigating specific interdisciplinary impacts

• Future directions as indicated in my capstone! 
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