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Caregiving in the U.S.

What Is Respite/Lifespan Respite?
State Models for Lifespan Respite
Road to Federal Legislation
Federal Program Implementation
Getting Involved

Q&A/Discussion



More than 50 million family caregivers
provide 80% of long-term care in the US.

Valued at over $375 billion a year in
uncompensated care, more than was
spent on Medicaid in 2007.




Caregivers....
Assist relatives and other loved ones
Simple to complex tasks
Are found in every community
Come from every walk of life



Typical Caregiver Is
46 years old
Female

Employed outside the home
Caring for mom

However.....



Caregivers are....
Often “sandwiched” between two generations
Grandparents or other relatives
Families of military personnel
Care for adults over age 18 with special needs
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Foundation of Caregiver Support
Temporary Relief for Caregivers
Strengthens Family Systems
Protects Health and Wellbeing

Defined by the Lifespan Respite Care Act as...

"planned or emergency care provided to a child or adult with a
special need in order to provide temporary relief to the
family caregiver of that adult or child.”



Not a New Concept

Community-Based Partnerships

Diverse Program Structures and Operation
Varying Levels of Development/Support



Medicaid Waivers and Medicaid Deficit Reduction Act
Amendments of 05

National Family Caregiver Support Program

Block Grants (Maternal and Child Health, Social
Services, Children’s Mental Health)

Federal Categorical Funding Streams, such as CAPTA,
ADD Family Support, Alzheimer’'s Demos

IDEA, Part C

State Respite or Family Caregiver Support Programs




ldentify and coordinate existing respite
resources;

|dentify service gaps and create and
monitor new respite services;

Recrult, train, and pool paid and volunteer
respite providers;
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Provide public awareness information; and

Connect families with respite payment
resources, providers, and training to
promote consumer direction.
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In 1997, Oregon Department of Human Services (DHS)
charged by state law to develop statewide respite
coordination.

DHS works directly with 22 local networks serving all 36
counties. State contracts with AAA’s, Mental Health
programs, other community-based organizations to run a
local network.

State Advisory Board



7%

7%

Oregon Lifespan Respite - Statewide Clients Served by

Disability/Special Needs,

3% 2%

15%

FY 2007-08

O Developmental disability
B Physical disability
O Mental, Emotional and/or

behavioral disorder
O Alzheimer's disease dementia

related disorders
B At risk of abuse and/or neglect
O Medically Fragile
B Elderly Frall
O Chronic lliness

Bl No disability or special need

B Other/Not Reported
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Oregon Lifespan Respite - Statewide Clients Served by Age,
FY 2007- 08

O Children 0-12

B Adolescents 13-17
O Adults 18-59

O Seniors 60-75

B Elderly 76+

11%
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Modeled on Oregon Lifespan Respite Pr Nbﬁw
the Nebraska Respite Network created by
legislation in 1999

Implemented by Nebraska Health
& Human Services System (HHSS)

HHSS contracts with six regional entities to form
the Lifespan Network.
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Six Regional Entities Responsible for:

| & R— match family to provider
Provider Recruitment (over 1500)
Training of providers and consumers
Quality assurance and program
evaluation

Public awareness

Lifespan Respite Subsidy program
serves families up to 312% of poverty
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Oklahoma Respite Resource Network:
Statewide partnership of public and private
agencies with respite funding of over $1.4
million

Partnering State Agencies: Developmental
Disabilities, Mental Health, Aging, Maternal
and Child Health, others

No local/regional structure
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Dept of Human Resources manages voucher
program

—~amilies entitled to up to $400 in vouchers/
3 months; Income eligibility $60,000 annually

Encouraged to consider family, friends or
coworkers, civic organizations, churches to
provide respite




ORRN relies on already existing statewide
resource and referral system (OASIS)
through an 800 toll-free number to link
families to the program, to respite services
and to training opportunities.



No formalized Coalition.

State agency representatives voluntarily
came together in 1997 to form a Respite
Task Force, which became the Oklahoma
Respite Resource Network — OK’s Lifespan

Respite program in 1998.
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The Arizona Lifespan Respite Care Network law
enacted in 2007 with $500,000 annual
allocation.

The Arizona Dept of Economic Security Is the
lead state agency.

Local Area Agencies on Aging function as local
Lifespan Respite Program.
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Individuals who do not currently qualify for other publicly
funded respite services, such as Family Caregivers of:

O Seriously or terminally ill, who do not currently qualify for
hospice care;

O Persons under 60 with significant functional impairments,
but not eligible for disability services;

O Persons with early cognitive deficit and functional
Impairment, without diagnosis of dementia;

O Grandparents or relative caregivers less than 55 years of
age caring for children 18 and younger; and

O Veterans not qualified for respite services from the
Veteran's Administration.
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Created by statute in 1999, State Department of
Health and Family Services (DHFS) contracts with
private, nonprofit Respite Care Association of WI,
to run the program.

Five regional lifespan networks (one in each of
the five DHFS regions) serve seven counties.
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Statewide information and referral, technical
assistance, and training

Local linkage to existing programs and funding
Local gap funding

Local provider recruitment and training

Advocacy
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Program run out of private state respite
coalition, rather than state agency

Existing funding streams do not flow through
the program -- All funding Is State Revenue

Not statewide — only seven counties currently
served



Wisconsin: Respite Care Association of Wisconsin
(RCAW) advocated for enactment of state Lifespan
Respite legislation in 1999; Became lead agency for
Implementing state’s Lifespan Respite program

Nebraska: Nebraska Respite Coalition advocated for
enactment of state Lifespan Respite legislation;
continues as an all volunteer-run nonprofit private
advocacy entity.

Arizona: Respite Coalition Is a subgroup of the state
Caregiving Coalition; functions are similar to
Nebraska’s
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Lifespan Respite Care Act of 2006
Advocacy

Signed on December 21, 2006
Based on Model State Programs
Establishes Respite as a National Priority



Enhance and Expand Respite Services
Improve Coordination and Dissemination
Improve Access

Fill Service Gaps

Improve Overall Service Quality




Provides for Mandatory Activities:

Development or Enhancement of State and Local
_ifespan Respite Systems

Provision of Planned or Emergency Respite for All
Ages

Volunteer/Provider Recruitment & Training
Information to Caregivers

Access Assistance
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Advance State’s Ablility to Meet Respite
Needs

Serve all Population/Disability Groups

Coordinate With, and on Behalf of, Existing
Respite Programs and Infrastructures

Have a Consumer Focus
Demonstrate Stakeholder Collaboration
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Family members of any age, foster parents or
other adults (18+) providing unpaid care to:

Adults 18 or older who require care or
supervision to meet basic needs, prevent
physical self-injury or injury to others or avoid
placement in an institutional facility

Children less than 18 requiring care beyond that
required by children generally to meet the child’s
basic needs or prevent physical injury, self-
Injury, or injury to others.



Authorized in 2006
Funded in 2009 at $2.5 Million

Competitive Bidding Process
10-15 States
Up to $200,000 for three year projects
TA Activities



Eligible Entities
State Units on Aging
State Medicaid Agencies
Other State Agencies

In concert with...
Aging and Disability Resource Centers
State Lifespan Respite Coalition
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State Respite Coalitions

Currently, 25 Identified State Respite
Coalitions

Very active, but new and developing
Eight States have Respite “Points of Contact

Activities: Advocacy, Networking, Provider
Recruitment and Training, I&R, Fundraising,
Voucher Programs
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Prepare for Funding and Application Writing

Develop relationships, enhance collaborations

with Coalitions, ADRCs, Governor’s office, State
Agencies

Research and ldentify Current State Respite
Needs/Barriers/Funding Sources

Collaborate to Design Your State’s Program —
What should it look like??
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For a copy of the Lifespan Respite Care Act
Public Law 109-442, see

http://www.archrespite.org/PublicLaw.pdf

For a copy of the House Energy and Commerce

Committee Report on the bill, see
http://www.archrespite.org/PublicLawHouseRep

ort.pdf
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