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Encouraging the active involvement of older adults and 
informal caregivers in policymaking can lead to cost-effective 
health and long-term care interventions and enhance the cre-
ation of responsive policies. As part of the European Union 
TRANS-SENIOR program, a scoping review was conducted 
using the Joanna Briggs Institute’s methodology. Published 
and grey literature was searched. Studies were included if 
they described the use/evaluation of methods for engaging 
older adults (65 years and above) and informal caregivers 
in local, national, or regional health policy development. 
Analysis was guided by the Multidimensional Framework 
For Patient And Family Engagement In Health And Health 
Care. Thirteen engagement strategies were identified from 
11 publications meeting the inclusion criteria. Adopting the 
World Bank’s categorization of citizen engagement methods, 
strategies were categorized as traditional, deliberative, and 
others. Older adults and informal caregivers are often con-
sulted to elicit opinions for agenda/priority setting. However, 
their involvement in other stages of the policy cycle: health 
policy formulation, implementation, and evaluation, was un-
clear from the literature. The described engagement methods 
suggested that older adults and their informal caregivers 
do not often have shared equal power and shared responsi-
bility in policymaking. Findings will guide policymakers in 
identifying and incorporating engagement strategies to sup-
port evidence-informed policymaking processes that can im-
prove health outcomes for older adults/informal caregivers. 
Future research is needed on the evaluation of involvement 
methods.
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Caregiving is a demanding, complex, and costly role. 
According to AARP (2020), an increasing population of 
older adults in the U.S. are providing unpaid care to younger 
adult family members, with over two million adults in the 

U.S. providing care for an adult child. Caregivers of adult 
children experience unique challenges that can affect how 
they plan for their own longevity, as well as their adult 
child’s longevity. To further explore the experiences of aging 
caregivers of adult children, the MIT AgeLab conducted an 
exploratory, qualitative study based on interviews with par-
ticipants drawn from the MIT AgeLab’s CareHive panel. 
Through a series of interviews conducted in June 2022, 
three key transition points in the lives of caregivers of adult 
children were identified. These transitions included the dis-
covery that the child has special needs, the child’s transition 
into legal adulthood, and the aging of the caregiver. The last 
transition point, focused on the aging of the caregiver, often 
presents complex implications including balancing one’s 
own care needs with those of their child; navigating diffi-
cult family conversations; and preparing for continuation of 
care after one’s own eventual death. Leveraging insights from 
these interviews, this session will explore complexities within 
each of the three key transition points, using Schlossberg's 
Transition Theory as a lens for analysis. The session will also 
identify resources and support desired by caregivers for sup-
port in this transition point, shedding a particular light on 
important considerations for professionals across multiple 
sectors and industries.
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The aging population in the United States, combined 
with the dominant preference of older adults to remain in 
the home and community, has increased the demand for 
unpaid (family) caregivers - a role often undertaken by 
spouses. Despite known adverse effects of caregiving on 
health and economic well-being, few systematic policies 
financially supporting caregivers exist. Medicaid Home- 
and Community-Based Services (HCBS) 1915(c) waivers 
are a primary mechanism for paying family caregivers. 
Our objective is to systematically document and describe 
supports for family caregivers through Medicaid HCBS 
1915(c) waivers. To accomplish our objective, we scrape 
data directly from approved waivers (2010-2019) serving 
adults aged 65+ including, but not limited to: approval 
date, services provided, limitations of services, allowed 
payments to relatives and legally authorized represen-
tatives, and the unique number of enrollees to be served 
by each waiver. We then describe training/education and 
payments available to family caregivers. Approximately 62 
waivers across 15 states provide training and education to 
family caregivers. Waivers across 41 states (n=241) allow 
for payments to legally authorized representatives through 
1915(c) waivers. However, upon examining the restric-
tions of these waivers, 67.6% of these waivers effectively 
exclude spouses from receiving payments. Despite growing 
reliance on family caregivers, supports are not widespread 
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