State Policies and Practices to Support Aging Caregivers
of Adults with Intellectual and Developmental
Disabilities

Overview

About this Brief

This brief is part of a collection of resources
based on state Medicaid and partner
agencies’ successful approaches for
enhancing supports for adults with
intellectual and developmental disabilities
(1/DD) and their aging caregivers.

Trends:

- In 2018, there were an estimated 7.43
million people with I/DD in the U.S. Only 21
percent (1.54 million) of people with I/DD
were known to, or received services through,
state I/DD agencies, with an overwhelming
majority of these individuals receiving
Medicaid-funded long-term services and
supports.?

-An estimated one million households in the
U.S. include an adult with I/DD living with
and supported by an aging caregiver, and
this number is growing.!

-The number of people with |I/DD receiving
Medicaid home and community-based
services and living with family increased by
43 percent between 1998 and 2018.1

The Centers for Medicare & Medicaid
Services (CMS) recognizes the significant
role family caregivers play in supporting
adults with intellectual and developmental
disabilities (I/DD) to remain in their homes.
State Medicaid agencies and their partner
agencies that support people with I/DD and
their aging caregivers can lead the planning
for expanding home and community-based
services (HCBS), improving infrastructure,
and advancing new initiatives that
contribute to the quality of community life
for individuals currently enrolled in home
and community-based services (HCBS) and
those not yet involved in support programs.

Most adults with I/DD who are known to or
served by their state /DD agencies are
eligible for Medicaid and Medicare. Some
portion of those individuals will also have
caregivers who are or will become eligible
for Medicaid and Medicare and may benefit
from specific caregiver supports based on
the need of the waiver program participant
(e.g., respite care). As aresult, states are
increasingly recognizing the need to 1)
conduct strategic and ongoing planning to
expand and strengthen HCBS for adults
with I/DD and 2) consider the HCBS needs
of both adults with I/DD and their aging
caregivers. Planning takes the collective

efforts of state Medicaid agencies, state I/DD agencies, state aging agencies, and other partners
along with the ongoing involvement of people with I/DD and their caregivers. This paper offers
state strategies to enhance supports for aging caregivers of adults with I/DD.
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Considerations

Most individuals with I/DD prefer to remain at home and in their communities rather than moving
into facilities. Family caregivers play an essential role in meeting these preferences® through
helping to offset the cost of services and delaying the need for more costly services.® In 2017, the
estimated economic value of family caregiving was $470 billion, based on about 41 million
caregivers providing an average of 16 hours of care per week.?

The value of family caregivers extends far beyond economic value. Family caregivers often
facilitate active community participation for adults with I/DD through shared cultural background
and community affiliation, as well as knowledge of the individual’s preferences and
communication styles. Similarly, remaining in familiar communities can provide stability for
aging caregivers to ease planning for life transitions. A growing body of research shows increased
well-being and quality of life for caregivers and their family members when caregivers receive
assistance appropriate to their needs. Assistance may include technology, mental health
interventions,” training, self-care and rest,’ and financial resources.”* Aging caregivers may
benefit from support to navigate their own changing needs, as well as strategies to assist them in
supporting their family member.

ACL Family Caregiving Initiatives

The Administration for Community Living (ACL) offers several key federal initiatives and programs to
support family caregivers. States may reference the ACL initiatives below and associated resources to
enhance their knowledge of the resources available, learn from other state strategies, and strengthen
their practices across state Medicaid agencies and their partners.

e The 2018 Recognize, Assist, Include, Support, and Engage (RAISE) Caregiver Act: The RAISE Caregiver
Act set the federal government, in partnership with stakeholder including family caregivers, on a
path to creating a national family caregiving strategy. Concurrently, the 2018 Supporting
Grandparents Raising Grandchildren Act addresses the need for better support, information, and
services to assist kinship families and grandfamilies. ACL supports the implementation of both Acts
and facilitates advisory councils established by each Act. Jointly, the advisory councils engaged in
significant expert deliberation, surveys, and public input, including contributions from federal
agencies such as CMS, and submitted reports to Congress in the fall of 2021. Recommendations
include, but are not limited to, an assessment of Medicaid and family caregiving. The groups then
collaborated to draft the national strategy.

e The National Family Caregiver Support Program (NFCSP): NFCSP grantees provide information to
caregivers about available services, assistance to access services, individual counseling, organization
of support groups, caregiver training, respite care, and supplemental services on a limited basis.

o Lifespan Respite Care Program: Lifespan Respite Care programs work to improve the delivery and
quality of available respite services, expand and enhance state respite services, improve
coordination and dissemination, streamline access, fill in gaps, and improve quality of respite
services.

e Bridging the Aging and Disabilities Networks: Bridging the Aging and Disabilities Networks, a Project
of National Significance, is developing a community of practice (CoP) designed to build capacity
across and within states’ aging and disability networks. The CoP will focus on creating culturally
competent systems to support individuals with I/DD and their families to improve planning to
address their individual needs, goals, and preferences across the lifespan.

Many states are using the resources made available through section 9817 of the American Rescue
Plan Act of 2021, which provides states with increased funding for HCBS, to support caregivers.
States must use the resources provided through section 9817 to enhance, expand, or strengthen
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https://www.medicaid.gov/medicaid/home-community-based-services/guidance/arp-section-9817-state-spending-plans-and-narratives-and-cms-approval-letters/index.html
https://acl.gov/sites/default/files/RAISE_SGRG/NatlStrategyToSupportFamilyCaregivers.pdf
https://acl.gov/programs/support-caregivers/national-family-caregiver-support-program
https://acl.gov/programs/support-caregivers/lifespan-respite-care-program
https://acl.gov/news-and-events/announcements/acl-awards-project-national-significance-bridging-aging-and

HCBS, and thirty states included efforts to support caregivers within their section 9817 spending
plans.” Many of these states are utilizing funds to offer additional supports to individuals and their
caregivers, including new service offerings or, in some instances, payment for their supports.
Several states have incorporated strategies to gather information on caregiver needs through the
development and testing of caregiver assessment strategies.

Strategies

States use a range of strategies to support aging caregivers of adults with I/DD, from outreach,
early identification, and assessment, to navigation support, resources, and services.

iy State Spotlight
- = Delaware
)

- N The Delaware Division of Developmental Services (DDDS) uses new strategies to

strengthen their advanced care planning and better address the preferences and needs
of adults with I/DD, even if the needs or capacity of their caregiver(s) change. For example, DDDS
began capturing the birth date of caregivers during the intake process to better track and plan for aging
caregiver supports before a crisis. DDDS also undertook an effort to identify individuals receiving
services and supports through DDDS and being cared for by an aging caregiver. This process required
multiple steps:

e DDDS used predictive modeling to identify individuals in the targeted population. Their analysis
included the following data: 1) the age of the individual receiving services; 2) enrollment status in
the DDDS’ Lifespan Waiver, one of Delaware’s section 1915(c) waiver programs; and 3) an
individual’s residential needs.

e DDDS then surveyed individuals identified through predictive modeling. Delaware partnered with
their Community Navigators, who provide targeted case management for the individuals with I/DD
and their families throughout Delaware, to conduct the survey. The survey consisted of a standard
set of questions, capturing information on who lives with the individual with I/DD, such as their age
and relationship, and if any advance care planning involving next-of-kin decisions were made.
Individuals also responded to questions on their future residential needs and if any legal documents
(e.g., Durable Power of Attorney, Health Care Power of Attorney, legal guardianship, supported
decision making documents') vital to future planning had been completed. The Community
Navigators and DDDS obtained a 94 percent response rate for the surveys.

e The survey provided DDDS with important data and information for future resource utilization. For
example, DDDS is convening focus groups to learn what supports will be most critical for families
that do not plan to access available residential supports. DDDS plans to continue to use the survey
data to inform their approaches to better support individuals with I/DD and their caregivers directly
and for system level planning.

Assessment, Early Identification, and Planning

Engaging caregivers early in care planning can provide a more in-depth and holistic picture when
planning with an individual with I/DD who lives with an aging caregiver. Incorporating

i Supported decision making is an alternative to guardianship which allows individuals with disabilities to make their
own decisions with support from a team of trusted people of their choosing. A number of states have adopted
legislation to advance supported decision making after ACL launched the National Resource Center for Supported
Decision Making in 2014. Supported decision making can be a valuable process for adults with I/DD to expand their
circles of support beyond aging caregivers to include siblings, friends, and other supporters.

CMS
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https://acl.gov/programs/consumer-control/supported-decision-making-program
https://acl.gov/programs/consumer-control/supported-decision-making-program

discussions with caregivers into the person-centered planning process assists in ongoing planning.
Examples of topics for early planning conversations related to life stages and transitions include:

= what might be needed when an aging caregiver retires;

= when a family caregiver can no longer drive and provide transportation to appointments
and activities; and

= ways to stay connected to friends and relatives.

Incorporating discussion guides with optional questions into planning processes and tools has
proven successful for many states. In addition, identifying health and well-being concerns of
caregivers is an important part of their comprehensive assessment process.

The ability to capture demographic data about family caregivers (e.g., age, living situation, primary
language) can be invaluable both for individual planning and for long-term state strategic planning
for supporting adults with I/DD and aging caregivers. State Medicaid agencies may consider the
data available currently through service planning as well as additional information that could be
collected by partnering with other state agencies and community stakeholders. For example, state
Medicaid agencies can better anticipate future service needs using data on non-Medicaid-funded
caregiver services such as those offered through the NFCSP or data from local school districts on
the number of students with disabilities who are graduating. As states improve their cross-system
interoperability of data, they may be able to discern patterns enabling earlier outreach (e.g.,
communications between adult protective services and Medicaid). Data that help states identify
aging caregivers and their potential future needs may be particularly useful.

Navigation Support and Resources

Navigating available services and supports can be complex for aging family caregivers,
particularly when families are in crisis or need services quickly. Information may be plentiful but
difficult to sort through for specific interests and needs. States can connect aging caregivers to
resources, link peers together to learn from each other, provide tailored information, and assist with
navigation to specific entities, including through the following strategies:

= Strengthening No Wrong Door (NWD) Systems: NWD System entities can strengthen
partnerships across aging and disability networks, assist families with navigation, and
increase outreach efforts. NWD Systems are powerful networks of state agencies and aging
and disability community-based organizations that work together to create seamless access
to HCBS and ensure families have access to complete and accurate information, including
federal (e.g., Older Americans Act!?), state, and private sources of support.

* Leveraging community organizations for financial planning support: Most states have
community advocacy or resource partners that provide financial planning essentials, such as
information about special needs trusts and Achieving a Better Life Experience (ABLE)
accounts.!! Providers, family groups, independent living centers, and other community
groups are often willing to put together workshops and collaborate with state agencies to
develop plain language resources on these topics.

= Facilitating peer-to-peer and family-to-family supports: State agencies, in collaboration
with community partners, can assist aging caregivers with finding family-to-family peer
connections. Such peer-to-peer supports may increase families’ networks and provide help
understanding and navigating service options. States may elect to offer peer-to-peer
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services through Medicaid authorities. States must demonstrate that any Medicaid service is
for the benefit of the individuals served. Many states have also found that greater caregiver
skills and knowledge enhance caregivers’ ability to support individuals effectively in their
homes and communities.

= Disseminating resource materials: States can collaborate with community groups to
distribute outreach materials at community centers, senior centers, spiritual communities,
and recreation centers. Targeted materials for different ages and stages, in multiple
languages, and that are topic-specific (e.g., transportation, respite) may be useful.

~ U State Spotlight
- - Missouri
V4

- N The Missouri Division of Developmental Disabilities (DDD) is focusing on aging caregivers
through an existing stakeholder group focused on supporting families across the
lifespan. DDD plans to use learnings from different state resources such as the Missouri Association
on Aging with Developmental Disabilities, which hosts an annual conference, to gather information
and inform the state’s implementation plan for strategies to support aging caregivers. The recent
conference serves as a springboard for the state’s Aging and Developmental Disabilities Convening,
which will bring together representatives from Medicaid, aging, and developmental disability services,
as well as family groups, self-advocates, NWD, social services, and providers. The Convening is
designed to strengthen relationships, identify gaps, and determine opportunities to implement best
practices to improve the lives of individuals with developmental disabilities and their aging caregivers.

Caregiver Outreach and Training

Some states have found it beneficial to conduct early outreach to and identification of caregivers
for planning and support, including for family caregivers of specific populations. Many existing
support groups for caregivers of family members with autism, Down syndrome, medical support
needs, and other specific groups meet regularly, in person or online. Support groups appreciate
receiving information about lifespan planning, such as health care planning, supported decision
making, paid or community services, and specialized topics such as retirement. Outreach to
support groups may also help state Medicaid, I/DD, and other agencies to build relationships with
caregivers, and support groups may be able to provide useful input to states on their needs and
preferences regarding resources and communication.

States can provide caregiver training or counseling support under Medicaid HCBS waiver
programs or state plan authority targeted toward unpaid family caregivers of older adults and
people with functional limitations.

CMS Service Definitions
CMS offers the following core service definitions for reference in designing waiver programs:

e Training and Counseling for Unpaid Caregivers: Training and counseling services for individuals who
provide unpaid support, training, companionship, or supervision to participants. For purposes of this
service, individual is defined as any person, family member, neighbor, friend, companion, or co-
worker who provides uncompensated care, training, guidance, companionship, or support to a
person served on the waiver. This service may not be provided in order to train paid caregivers.
Training includes instruction about treatment regimens and other services included in the service
plan, use of equipment specified in the service plan, and includes updates as necessary to safely
maintain the participant at home. Counseling must be aimed at assisting the unpaid caregiver in
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meeting the needs of the participant. All training for individuals who provide unpaid support to the
participant must be included in the participant's service plan.

e Consultative Clinical and Therapeutic Services: Clinical and therapeutic services that assist unpaid
caregivers and/or paid support staff in carrying out individual treatment/support plans, and that are
not covered by the Medicaid state plan and are necessary to improve the individual’s independence
and inclusion in their community. Consultation activities are provided by professionals in psychology,
nutrition, counseling, and behavior management. The service may include assessment, the
development of a home treatment/support plan, training and technical assistance to carry out the
plan, and monitoring of the individual and the provider in the implementation of the plan. This
serviig may be delivered in the individual’s home or in the community as described in the service
plan.

Medicaid State Plan Services and Waiver Program Design

Providing support to caregivers yields direct benefits for both the caregiver and care recipient. In
addition, states have shown that designing Medicaid HCBS waiver programs and offering
Medicaid services that enable caregivers to better meet the needs of individuals they support yield
positive results including:

= lower overall state spending on long-term services and supports;'?

= potential reductions in hospital and nursing home services to aid in rebalancing
strategies;'* and

= helping to alleviate the direct care workforce crisis. '

States have the flexibility to design HCBS waiver programs with options to best meet the needs of
individuals with I/DD within the context of their family. For example, some states reserve
capacity in their waiver programs for individuals with an aging caregiver. Recently, states have
also begun reserving capacity in a manner that allows individuals to enter, leave, and return to the
waiver program as their needs dictate. States build these tools as a means to gain trust with
individuals and families so that supports are provided when needed and there is not an incentive to
remain in the waiver program only to hold on to a “spot.” During the COVID-19 pandemic, many
states received authority to allow spouses, parents, and other family members to deliver paid
services under Appendix K authority. Based on this experience, some states are taking steps to
make these changes permanent. '®

A State Spotlight
- - Hawaii

— N The Hawaii Department of Health, Developmental Disabilities Division partners across

sectors on a series of initiatives to better support individuals with I/DD and their aging
caregivers. The initiatives focus on authentic engagement with individuals and their families,
responsiveness to their cultures and languages, and building supports based on strengths. Hawaii’s
efforts include outreach, collaboration across agencies, partnerships with family and self-advocacy
groups, training in aging, lifespan, and life stages for case managers, and planning across the life
course. The division is currently collaborating with the Developmental Disabilities Council and Catholic
Charities Hawai’i (CCH) to increase dementia awareness and provide trainings for caregivers of persons
with dementia, including people with I/DD and co-occurring dementia. CCH was awarded a grant from
ACL’s Alzheimer’s Disease Program Initiative to help individuals living with and those at high risk for
developing Alzheimer’s Disease & Related Dementias and their caregivers.

The division also continues efforts to ensure programs and services are person- and family-centered.
For example, changes in the division’s approach to case management have improved engagement with
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and responsiveness to families. Along with a new case management information technology platform,
case managers are now available to families via email, which provides easier access and closer
communication. The division set an expectation to include self-advocates and families in the design and
evaluation of programs, policy, planning, and quality management. To ensure consistency and
accountability, the division meets with workgroups comprised of families and self-advocates
throughout the year to listen and collect feedback and follow up on their concerns and

priorities. Hawaii is currently partnering with families to design a new family-to-family peer mentoring
service to ensure that families and family caregivers receive the support, training, and companionship
they need to support their family members with I/DD. The division holds monthly one-hour training
workshops for family caregivers, providers, direct care workers, and other stakeholders that focus on
person-centered planning and health and welfare information.

States have the option to tailor services to meet the needs of a particular target group or groups
using different HCBS authorities. Often, the systems that support older adults and individuals with
I/DD have different services, providers, and case management approaches. Use of such HCBS
authorities could help states to enable a seamlessly coordinated system of supports for both adults
with I/DD and their aging caregivers, which deploys services and resources based on the totality of
their circumstances. For example, the 2014 final rule made an important adjustment to the
regulations at 42 CFR 441.301(b)(6). Prior to that change, a single section 1915(c) HCBS waiver
program could only serve one of the following three target groups: “older adults, individuals with
disabilities, or both; individuals with intellectual disabilities, developmental disabilities, or both; or
individuals with mental illness.”!” The final rule permits but does not require states to combine
target groups within one HCBS waiver program.

As another example, the section 1915(k) Community First Choice state plan option allows states to
provide services across populations for people who meet an institutional level of care, in
accordance with need and regardless of the type, nature, or severity of disability. Use of this
option allows states to reduce administrative complexity, improve coordination of services, and
standardize eligibility and assessment processes.'® Section 1915(i) state plan amendments also
allow states to target services to one or more specific populations. Providing section 1915(1)
services to an individual before they reach an institutional level of care could delay or prevent
institutionalization.'>?* Combining target groups is an option that allows state Medicaid agencies
to more effectively serve individuals with I/DD and aging caregivers when both qualify for HCBS.

States can choose to provide additional services under Medicaid HCBS waiver programs and state
plan authority that support caregivers to meet the needs of Medicaid participants. For example:

= Respite services are short-term services provided under Medicaid HCBS waiver programs
“because a support person is absent or needs relief” and can be provided in or out of the
home.?! The benefits of respite for the caregiver, the person receiving support, and the
relationship between caregiver and care receiver are well documented in the literature, 2324

= Home health services are mandatory state plan services including, but not limited to,
nursing services, home health aide services, and medical equipment and supplies but in
addition to these mandatory services, states have the option to include therapies (i.e.,
physical therapy, occupational therapy, speech pathology, and audiology) in home health
services. Home health services can support states in reducing unnecessary institutional
stays and costly medical interventions. States may opt to provide therapies, which can
improve recovery at home after hospitalization. Access to home health services, such as
medical equipment or therapies, can enable individuals to remain in their own homes and
communities with support from unpaid caregivers.*’
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= Case management services include comprehensive assessment and periodic reassessment
of an eligible individual’s needs; development and periodic revision of a person-centered
care plan; referral to services and related activities to help the eligible individual obtain
needed services; and monitoring activities. The benefit is referred to as targeted case
management when states choose to provide the service without regard to statewide
implementation and comparability requirements. States can target the benefit to specific
populations. Case management can link individuals with non-Medicaid services to support
community integration and avoid or delay institutionalization,?® which can relieve caregiver
burden. Among states that identify caregiver needs as part of their Medicaid HCBS waiver
program assessment processes, case management services can ensure caregiver needs are
considered as part of the person-centered planning process.”
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About this Collection of Resources:

The Supporting Adults with I/DD and Their Aging Caregivers resources aim to assist state
Medicaid and partner agencies in their efforts to address the needs of adults with I/DD with
aging caregivers. The collection includes How State Agencies Can Anticipate and Meet the
Needs of Adults with I/DD and Their Aging Caregivers, which discusses state strategies to
anticipate future needs and avoid crises as caregivers of adults with I/DD age. State Policies
and Practices to Support Person-Centered Planning Across the Lifespan for Individuals with
1/DD and Their Aging Caregivers discusses how states can implement person-centered
planning processes consistent with Centers for Medicare & Medicaid Services (CMS)
requirements. State Policies and Practices to Support Aging Caregivers of Adults with 1/DD
describes strategies states can use to support caregivers. State Spotlights: Supporting Adults
with I/DD and Their Aging Caregivers highlights innovative state strategies and programs
designed to assist adults with /DD and their aging caregivers across the lifespan.

Additional Resources

= National Center on Advancing Person-Centered Practices and Systems, ACL & -
s

=  ACL Support to Caregivers, ACL

= HCBS Section 1915(c) Waiver Program Technical Guidance, CMS

= Long-Term Services and Supports Rebalancing Toolkit, CMS

= National Core Indicators 2019-2020 Adult Family Survey Final Report, National Association of State
Directors of Developmental Disabilities Services

= Medicaid Supports for Family Caregivers, National Academy for State Health Policy

=  State Approaches to Family Caregiver Education, Training, and Counseling, National Academy for
State Health Policy

=  CMS Caregiver Workgroup, CMS

= RAISE Family Caregiving Advisory Council and Resources, ACL

=  Advisory Council to Support Grandparents Raising Grandchildren and Resources, ACL

= Supporting Individuals with Intellectual or Developmental Disabilities and their Families: Status and
Trends Through 2014, University of Minnesota

= |ong-Term Supports and Services for Persons with Intellectual or Developmental Disabilities: Status
and Trends Through 2018, University of Minnesota
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https://ncapps.acl.gov/
https://acl.gov/programs/support-caregivers
https://acl.gov/programs/support-caregivers
https://wms-mmdl.cms.gov/WMS/help/35/Instructions_TechnicalGuide_V3.6.pdf
https://www.medicaid.gov/medicaid/long-term-services-supports/downloads/ltss-rebalancing-toolkit.pdf
https://www.nationalcoreindicators.org/upload/core-indicators/2019-20_AFS_National_Report_4_5.pdf
https://www.nashp.org/wp-content/uploads/2020/10/Medicaid-Supports-for-Family-Caregivers.pdf
https://www.nashp.org/state-approaches-to-family-caregiver-education-training-and-counseling/
https://www.cms.gov/Outreach-and-Education/Outreach/Partnerships/Caregiver
https://acl.gov/programs/support-caregivers/raise-family-caregiving-advisory-council
https://acl.gov/programs/support-caregivers/supporting-grandparents-raising-grandchildren-0
https://ici-s.umn.edu/files/JapxMfXAya/fispreport_2014_accessible-2%20.
https://ici-s.umn.edu/files/JapxMfXAya/fispreport_2014_accessible-2%20.
https://ici-s.umn.edu/files/yFXkkmRteg/2018-risp-full-report?preferredLocale=en-US
https://ici-s.umn.edu/files/yFXkkmRteg/2018-risp-full-report?preferredLocale=en-US
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