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What did our collaborative conversations generate today?	Comment by Gabriela Prudencio: Funder perspective? Like harthfort/mellincrodt
Grantmakers in aging has a caregiver working geroup
Rani schnider/getting rony to see


Respite
Support – arms and legs from her organization

· Common theme of wanting to systemically identify the “care-giver” (who has & who are)
· Opportunity & willingness to partner 
· Lifespan/life course approach
· Opportunity to discuss shared concerns
· New resources, people to engage with on same topics
· Satisfying to know research is being used
· Good to know insurance programs are doing caregiver programs
· To be together in one spot (academia and practitioners from across disciplines and professions and populations and life course)
· To learn about innovations and research
· To begin discussing transitions of care and other models we can apply
· Good to know payers have data to share
· We are bringing caregivers out of the shadows 
	

Suggested next steps for collaborating going forward: 
· 100% agreement that this collaboration should continue at least yearly and more often
· Share soundbites and pictures from today for participants to share with others and on social media (hashtag: @NA4CAREGIVING) 
· Identify 4 core domains from the ideas shared during this meeting & create committees and self-select participation
· Meet again next year and consider organizing a symposium for participants of the GSA to learn more about caregiving
· How as researcher to partner with advocacy organizations
· Serve as sharers – disseminate information and research to each other
1. Add questions about caregiving to Million caregiver march
2. Create a common narrative & determine how to communicate it
3. Develop a non-partisan factsheet / policy brief
4. Create a drop-box to share all assessments
5. Share soundbites from research to help advocacy organizations across disciplines and populations
6. Survey all research currently available
7. Identify other databases and places where we ask about caregiving
8. What are common elements/ core standard questions for assessments
9. With cohort studies – encourage collecting of caregiver data
10. Compare interventions and shared models, etc. 
11. Explore CG ethics 
12. Further discuss how to normalize the experience of caregiving
13. Identify how to Anticipation (preparing, guidance, education, needs)
14. How we can do more PSAs around caregiving
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What was missing in our discussion today?  
· More about transition of care
· Access to service (effort & efficacy) 
· Patient & family navigation
· Non-family caregivers (VA model)
· Negative aspects of caregiving
· More on provider care – exemplary examples
· Implementation science
· Piggy back on existing services (i.e. meals on wheels) 
· PACE model
· Multi-generational issues
· Technology solutions
· Rural needs
· Understanding of payment models
· Intersection between prominent & rare diseases
· Commonalities among caregivers


Who was missing today? 
· CMS
· RAISE / Grandparents Raising Grandchildren & Advisory Committee
· Technology innovators, users & tools (including rural access)
· Care recipients 
· CGs with undocumented status
· Racial & ethnic and other minority groups (i.e. LGBTQ+)
· Multiple family caregivers
· Faith-based communities and non-profits and the local level
· Caregiver voice at the table
· Researchers of couples and families
· Adult Protective Services





Topics to further explore written by participants on flipcharts posted around the room:
· Public-private collaborate that engage/enlists all orgs here including NIH (multiple institutes), CDC, FDA, CMS, VA, PCORI, NAC, FCA, AARP, etc. and more
· Data sharing / repository
· Funding opportunities for research
· Common data elements / standardized measures
· Measurement / validation work
· All with CG at the center
· Standardized data elements across datasets for “1 million caregivers” march
· How to avoid cost shifting from payers onto caregivers especially LTC needs
· How to capture cost shifts when some caregiving-related health risks take longer to emerge (e.g. CVD risk) 
· Strategies to normalize caregiving across the lifespan
· Assessment that leads to evidence-based risk stratification & care interventions
· Scaling existing programs
· Caregiving ecosystem
· Moving away from means (heterogeneity) 
· Anticipatory guidance
· Focusing on researching evidence for extra system supports (peer-support, community building) 
· Research on exploiting technology to offer/increase social supports
· Education curriculum
· Meeting the needs of caregivers in the workplace
· Giving caregivers a “safe place” to self-identify at work (to employer)
· Dangers of incentives/stipends
· Equity issues – exploitation
· Caring changed from relational to transactional 
· Integration of CGs (ID, Assess, Intervention) into HER
· What would a CG training program look like? (competencies, curriculum, choice)
· Triangulation of Direct Support Prof, Family CGs & Formal HCC
· Health Cubed
· Interplay between life work and health work and life outcomes and health outcomes
· A person needs to know that you care B4 they care about what you know 
· The outcomes of various family support public programs on family well-being, recipient, costs, satisfaction with process
· What about CG who are undocumented???
· Group paper: comparing interventions across disease/disabilities for CGs – of all ages; comparing interventions for CGs across the lifespan; matrix of similarities & differences
· Person-centered
· What risk factors should we use to screen CGs? Risks for poor care outcomes? For placement? For CG health? 
· How do we reconcile needs of CGs that may be in opposition to needs of care recipient? 
· Burnout/compassion fatigue @ crisis level among: doctors, nurses, family caregivers, paid caregivers. Are there any common themes? 
· Measures & interventions: reliable, valid and evidence-based
· Carer support system needs assessment tool (SNAT – England, Canada & Australia)
· CGs who have a person with a well-recognized disease are more fortunate than those with rare disease – how to normalize
· BRFSS – Caregiver module data needs to go beyond public health officials – aging and Medicaid official should use 
· Employers – HUGE opportunity for research and practice
· Considering phenomenological research on caregiver experience
· Burden of access for caregiver - what does it mean in time, cost, other effort to access programs aimed at supporting them (if we build it, will they come?)
· Utilization of services
· Technological opportunities 
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