MEMO

To: Joint Finance Committee

From: Brian J. Hartman, on behalf of the following organizations:
Developmental Disabilities Council
Governor’s Advisory Council for Exceptional Citizens
State Council for Persons with Disabilities

Subject: Division of Developmental Disabilities Services FY 16 Budget
Date: March 26, 2015

Please consider this memo a summary of the oral presentation of Brian J. Hartman, Esq. on
behalf of the Developmental Disabilities Council (“DDC”), Governor’s Advisory Council for
Exceptional Citizens (“GACEC”), and the State Council for Persons with Disabilities (“SCPD”).
We are addressing one (1) component of the DDDS budget, i.e., its proposed family support waiver.

As you know, the FY15 budget bill (§175) directs the Division to “move forward with
developing and establishing a Family Support Waiver to begin in Fiscal Year 2016". The budget
bill also requires Controller General and OMB approval of the waiver application prior to
submission to CMS. Id. Although the Governor’s proposed Y16 budget bill (§168) contains the
identical authorization to establish the waiver, necessary funding is omitted. The lack of funding
for the waiver is disheartening to the Division’s constituents and advocacy agencies.

BACKGROUND

As background, the Division first proposed a family support waiver ten years ago (2005) and
start-up funds were included in the FY09 budget.! The initiative was deferred given the economic
downturn at that time.

Recognizing the potential fiscal and societal benefits of a waiver, the FY14 budget bill (H.B.
No. 400, §169) directed the Department to submit a report outlining options. On April 29, 2014,
the Department shared its favorable “Family Support Waiver Report” with the Legislature. It
included cost estimates.> In her Fall FY16 budget request, the Department Secretary unsuccessfully
requested $944,200 to cover the state share of personnel ($379,000) and dental services ($565,200)
for 980 participants.’ '

"Historical materials describing the waiver and planned implementation are compiled in
Attachment “A”.

>The Report is published at http:/dhss.delaware.gov/dhss/ddds/fsw.html. An excerptis
included for facilitated reference. [Attachment “B”]

3The relevant excerpt from the November 20, 2014 presentation is included as Attachment
“C», Based on a revised estimate of federal match, we understand the projected personnel costs
were subsequently reduced to $312,500. '
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JUSTIFICATION

The justification for a waiver is compelling. More than 70% of the Division’s clients live at
home with their family.* In raw numbers, this equates to 2,894 clients living at home out of a total
census of 4,066 individuals. Consistent with national trends, many of the Delaware caregivers in
those families are aging as the “boomers” progress into old age.” Given declines in health and
resiliency attributable to aging, such caregivers will predictably need an increasing level of supports
to continue in their role.’

Almost all states offer family support programs for caregivers of individuals with
developmental disabilities. The national average of spending per family is $8,931. Unfortunately,
although DDDS is adept at identifying families needing support, it spends less than 10% of the
national average in per-family supports (ranking 48th).”  In recent years, the Delaware rate (6.6%)
of increases in public spending for community services for individuals with developmental
disabilities has been significantly less than the rate in neighboring states ( PA - 25.7%); MD -
13.2%; N.J. - 11.8%).}

Economics and federal law also buttress the worth of a robust family support system.

First, subsidizing families providing in-home support obviates the necessity of providing
more costly residential services. This includes diversion from disfavored institutional and non-
integrated placements which risk federal scrutiny based on potential violation of the ADA.
Increasing the State’s capacity to offer community-based services enhances the ability of the State to
fulfill CMS regulations promoting community options.’

“The latest (January, 2015) DDDS census report is included as Attachment “D”.

SSee prepublication proof, D. Braddock, “The State of the States in Intellectual and
Developmental Disabilities: Emerging from the Great Recession (January, 2015) at pp. 59-62.
[Attachment “E”]

5See CDC, “Family Caregiveing: The Facts” and The Arc, “Position Statement: Family
Support” (April 6,2014). [Attachment “F”]

"See Braddock, pp. 57 - 58. [Attachment “E”’]
!See Braddock, p. 8 [Attachment “E”]

DIISS recently submitted its March 17, 2015 plan to CMS outlining steps it will undertake
to ensure that HCBS funds are devoted exclusively to conforming integrated, community settings.
See http://www.dhss.delaware.gov/dhss/dmma/ .
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Second, nationwide, Medicaid waivers finance 82% of all family support services.!® This
represents a tremendous leveraging of federal funds to assist state residents. Conversely,
Delaware’s lack of a family support Medicaid waiver results in unnecessary reliance on unmatched
State funds and few resources for Delaware families. Delaware is essentially “leaving money on
the table” by eschewing available Medicaid funding. Delaware ranks 8" among the states in the
percentage of unmatched funding devoted to individuals with developmental disabilities. !

RECOMMENDATIONS

We highly recommend that the requisite funding to implement the family support waiver be
included in the FY16 budget. Ten years have passed since the waiver was originally proposed and
the Department has already invested significant time, energy, and resources in developing its watver
plan. If full funding is not possible, we recommend consideration of practical options, including
delayed implementation to the end of FY16, a reduced cap on number of participants, and adoption
of a restrained services menu.'? If the waiver application is submitted and approved, the State
enjoys the advantages of an approved waiver which can be amended over time to adjust slots or
services. The infrastructure for the waiver will be in place and future planning will be enhanced by
generating data based on actual costs and experience. Moreover, while the current federal
Administration favors waivers, that may not be the case in coming years when applications could
face additional hurdles. The timing of filing a waiver application is currently favorable.

Thank you for your consideration.

Attachments

F:pub;bjh/iegis/bud/2015/dddsjfe
E:legis/dddsy16jfc

19gee Braddock, p. 56. [Attachment “E”]
l1gee Braddock, p. 202. [Attachment “E”]

2Gych options are discussed in the Department’s April 2014 report at pp. 5-6 [Attachment
GCB)!].



Waiver Press Release Pageiofl
: B &) Delzware Health and Social Services -
% ‘v,:?_d Wy ‘. ] xl;na_i_n l"EbOUt‘dbiﬁ_sﬂ-ll-jﬁéfVi,c‘??fprlcr’g‘f?ﬁ’:‘?:--l_ﬁgﬁégtlEut;"—ic i,-',"f‘;, I fa ‘sitéma f:h P
Division of Dewz-]opmentai-Di"s'a:b‘i[i‘tieé‘Séiir‘icé"s (DDDS)
Services e e
Self- Waiver Press Release
Determination
info -
| FAQs : .
Reports & | Dover - Delaware Health and Social Services (DHSS), Division of
Statistics ‘ Developmental Disabilities Services (DDDS), wil host three informational
. meetings during the month of January 2006 regarding its proposed Family
Regulations SupportWalver. . . . o - o
Publications '
& Forms
Related Links S e o
About DDDS This proposed waiver would offer an array of supports and services to
DDDS persons living with their natural farfilies. These services are designed fo
Sitemap |  promote individual choices and empowerment.: - © _
Home B T_hié proposai also echoes the principles of The New Freedom Initiative that
. was announced by President Bush on February 1, 2001, followed up by
Executive Order 13217 on June 18, 2001, hich Is @ nationwide effort to
remove barfiers to community fivi people of all ages with disabilifies and
Contact info: long-term illness. It représents an importarit step in working fo ensure thatall "
gg"‘fe‘;" of Americans have the opportunity to learn and develop skills, engage in
pmental . . . . = e
Disanilities Services | - productive work, choose where to live and participate in com munity fife{(For®
Woodbrook .| more information on the New Freedom Initiative visit: www.cms.gov Yoo T
Professional Center ‘ :
1056 South -
Governor's Avenue, It also marks the third goal that the DDDS has engaged in over the past
Sute ] 0 aware several years to empower Individuals with a range of additional sefvices,
10904 support, individual funding and greater provider choices towards enhanced
independence and self-determination. G
Phage: (302) 744- .
950 ‘ , ..
| FAX: (302) 744-9632 We hope you will join us during the month of January for this exciting look at
i St‘:t‘:"égﬁ?'"“’@ . our proposed services and support via this Home and Community Based
ST Waiver Program. ‘ o

l‘{_‘;’f‘;For more information about Delaware Health and Sacial Services, please email us al dhssinfo@state.d .t

Last Modifiad: Fri, Dec D2, 2005

ATTACHMENT "A"

http://W\aw.dhss.delaware.gov/ dhss/ddds/press.html 1/9/2006



Related Links

‘Event and Meeting Notices

Delaware Health and Social Services

main | about dhss | services/programs | career Ipubllic infc';zl fag | sitemap [s’earch

Division of Developmental Disabilities Services (DDDS)

Services

Self-
Detemination
Info

FAQs
Reports & _ ' . .
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Requlation Informational Meeting at the Dover Terry Campus ; Corporate
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orms .

Events and Meeting Notices

e o January 17th 2006 6 - 9pm - DDDS Family Support Service Waiver
About DDDS Informational Meeting at the Stanton Campus , Room A116 -
DDDS ) Contact Valerie Smith at the Woodbrook Professional Center for
Sitemap more information.

Home

e January 18th 2006 6 - 9pm - DDDS Family Support Service Waiver
Informational Meefing at the Georgetown Owens Campus ,

- Room 344A - Contact Valerie Smith at the Woodbrook Professional

pomact info: Center for more infarmation,

ivision of : :

Developmental

Disabilities Services

Woodbrook

Professional Center

1056 South

Govemaor's Avenue,

Suite 101

Dover, Delaware

19904

Phone: {302) 744-
9600

‘FAX: (302) 744-9632
E-Mail: dhssinfo@
state.de.us.

== For more information about Delaware Health and Social Services, please emalil us at dhssinfo@state.de.us.
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Delaware Health and Social Services

Division of Develoi)m'ental Disabilities Services

Whatis a Waiver?

Home and commumnity-based services (HHCBS) waivers allows services to be provided to
individuals in their homes and community as an alternative to in patient care and services
in an institution. Eligible individuals are those who would otherwise require the level of
care provided in an institution — i.e. hospital, nursing facility or intermediate care
facility for the mentalty retarded. But with services available under the HBCS waiver
program, they can be served at home or in the community instead. HCBS must be cost-
effective and necessary to avoid institutionalization. HCBS waiver services are provided
in addltlon to all of the other services avallable through the state's Medicaid Plan.

HCBS waivers give states Medlcaad relmbursement for services that do not fit withina

traditional medical model; Services avallable mclude case management, homemaker or

personal attendant care, home health aidé services, adult day health services, respite care,
day treatment, rehab1htat10n and clmlcal services for individuals with psychiatric

 disabilities, and any other services réquested by the state and approved by CMS.

1/09/2006
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Family Support Services WéiVer

Outline

» Summary of Family Support Waiver
Advantages of Family Support Waiver
o Flow of waiver services
e Services offered in the walver
o Mandatory Services
o Consolidated Developmental Services
o Day Services
Cost associated with the waiver

Summary of the Waiver

e The DDDS Family Support Services waiver offers eligible individuals and their
families the opportunity to participate in a flexible program to help in achieving their
personally defined goals. Delaware's waiver is based upon the belief that in order for
eligible individuals with disabilities and their families to fully participate in their
community, they must define the life.they seek-and be supported with relevant
choices of service. The waiver program will offer participants freedom of choice using

* DDDS contracted agencies or participant chosen individuals or agencies.

* Provider Selection

o Individuals and thelr families will have the flexibility to select qualified
providers of their choosing within the criteria established by DDDS.

e Participant Eligibility .

o To be eligible for the Delaware Family Support Services Walver, the individual
must meet standards and procedures as outlined in the Family Support
Services Waiver and Intake Policy. The procedure is outlined below.

o Year 1- Number of Participants 1076

o Year 2- Number of Participants 1225

© Year 3- Number of Participanis 1398 .

Advantages of Family Support Waiver

e Larger array of services

¢ lIncrease the individual's/family's choices along with empowerment and
independence :

» Promote access by individuals to needed supports and services that allow them to
maintain their community residence and avoid or delay a costly residential
placement. _

s Assists individuals and their families to guide the purchase of supports that are cost-
effective and that meet their individua! needs

» Enhance the decision making capacity of individuals and their families and assist
families to understand the nature and impact of developmental disabilities with the
goal of building a supportive home environment

e [norease the individual's satisfaction and quality of life

1/9/2006
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Flow of Family Support Waiver Services

{Click on the images below o enlarge)

ﬁ% Flow of Family Support Waiver

= Plow of Family Support Waiver
Services Continued

i _Servioss
\% -IMIHQ;:-::.L::;"-HPA--
I I e s S

e
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Mandatory Services In the Family Support Services Waiver

¢ Supports Coordination ' :

o Supports Coordination is the service of assisting individual's, family's, or
guardian's effort in identifying, developing, coordinating and accessing
community based supports and services, regardiess of the funding source, in
order to develop and implement support strategies to promote individuality
and personal choice.

s Fiscal Agent

o The Fiscal Agent will serve as a fiscal intermediary working with the DDDS,
the participant, and prospective emnployees/providers. The DDDS contracted
Fiscal Agent will handle the financial processing of payments including
verification of services.

» Family Education and Training

o Family Education and Training is training given to families of consumers
enrolled in the Family Support Waiver. The purpose of family education and
training is to enhance the decision making capacity of the family unit, provide
orientation regarding the nature and impact of developmental disability upon
the consumer and his or her family and teach them about service alternatives,
The information and knowledge imparted in family education and training
increases the chances of creating a supportive environment at home and
decreases the chance of a premature residential placement outside the home.

Consolidated Developmental Service

* The Consolidated Developmental Services will consist of a range of home and
community-based services intended to improve and maintain the participant's
opportunities and experience in living, socializing and recreating, personal growth,
safety and health. It is anticipated that this service will support the family as the
primary caregiver of the participant. The maximum dollar amount per year for these

* services is $3800.00. The specific array of services within the Consolidated
Developmental Service include:
o Personal Care

Respiie

o Emergency Temporary Living Arrangement (ETLA)

o Extended Day Care

o Environmental Modifications

o]

hitp://www.dhss.delaware.gov/dhss/ddds/watver.html 1/9/2006



Family Support Services Waiver Page 3 of 3

Assistive Technology
Support Assistance Stipends
Physical Therapy
Occupational Therapy
Speech Language Therapy

0000

Day Services

¢ The Family Support Waiver will also contain day service programs {currently covered
on the state plan) including:

Day Habilitation

Prevocational Employment

Supported Employment

Adult Day Health

Transportation

0

"ocoo0o0

| DHSS Wehbsite Help | Transtations | Privacy Policy | Disglaimer | State of Delaware | Delawara Helpline |

[} For more information about Delaware Health and Saclal Services, please emall us at dhssinfo@state.de.us.

Last Modified: Mon, Dec 05, 2005
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Division of Developmental Disabilities Services

DO YOU KNOW
THAT...

Life expectancy in

a record high of 78
years! The high was
driven by declines in

Jjor causes of death.
Despite this good
news, the USA ranks
only 29th in life ex-
pectancy among the
United Nations’
member nations, We
need to do better!!

the USA has reached

all but one of the ma-

Special Points

of Interest....
C  The latest edition of
e Merriam-Webster's
: dictionary has just
- debuted 100 new en-
. tries. They pick new
. entries by monitoring
i~ usage. When they see
> the word used without

explanation it be-
> cormes a naturalized
|~ citizen of the English
i language. Go tell that
\C tothe wing nut in the
e corner eating
> .
< edamame and dis-

. cussing dirty bombs!

Vol.2, No.10
July 15, 2008

What's The Buzz?

"Helping You To Bee Informed”

Happy New (Fiscal) Yearill

Summer is racing by and we have just entered into the new fiscal year. The %’6
good news is that the Division recejved funding for the Self Directed Services
Program (SDSP) waiver, which will benefit families served by our Family Sup-
port unit in Community Services. The waiver will offer families a larger array
of services and increase the individual’s/family’s choice in selecting services
and service providers. By enhancing access to supports and services, individu-
als will be able to strengthen their abilities to continue to live at home with their
families. Individuals served by the SDSP waiver will be provided the follow-
ing :suppart coordination; day program; fiscal agent (NEW), family education
and training (NEW), and consolidated developmental services (NEW), which
includes a range of services that the family/individual may choose from, such as
personal care, respite, extended day care, environmental modifications, assis-
tive technology, and other options. Many of our staff have worked long and
hard to make this waiver a reality for the families we serve. It has taken three
years but the first hurdle of acquiring funding has been met and now we will be
working longer and harder to develop the infrastructure and system to make it
work. Hang on to your seats—we are on the verge of a very exciting time!!!!
MUCH MORE TO COME ON THE TOPIC OF THE SDSP WAIVER!!

Y R LRt Tt et e et i ek ot it i S S S s

Did you see the big news story from Idaho about a man who won the 2.5 mil-
lion dollar lottery!!!! His name is Rob Johnson and he lives with his parents.
Rob has cerebral palsy. When asked what he will do with his fortune, he said he
plans to purchase a new lift van and travel with his parents. He thinks they need
to have more fun. He also wanted to spend time in amusement parks and
thought Hollywood may be a good place to live. He has some bad news for his
current support staff though, because he also plans to negotiate to hire the Dal-
las Cowboy Cheerleaders to be his new staff. Now that sounds like Self Di-
rection in action. Wonder how that fits into Consclidated Developmental Ser-
vices? .

B R L R L LR R A T o il 3 ok o L

It is the mission of the DDDS fto help people it serves achieve the
quality of life they desire.
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EXCERPT

FAMILY SUPPORT
FOR
INDIVIDUALS WITH INTELLECTUAL DEVELOPMENTAL DISABILITIES

A REPORT TO
CO-CHAIRS OF THE JOINT FINANCE COMMITTEE,
THE CONTROLLER GENERAL,
| AND
‘THE DIRECTOR OF THE OFFICE OF MANAGEMENT AND BUDGET

Department of Health and Social Services

Rita M. Landgraf
Secretary

Submitted by
The Division of Developmental Disabilities Services

Jane J Gallivan
Division Director

Marie Nonnenmacher
Deputy Director

April 2014
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can be fiexible and each state can design the program to mest the needs of
the walver recipients. '

System Navigation and Information

Listing and defining the package of services availabie in a Family Support waiver
is only one piece of a comprehensive service system designed to support
families. The essential element needed to support families is a quality case
management system designed to understand and support the needs of
individuals living at home and the support needs of the family.

At each of the meetings, the underlying issue of systems navigation permeated
every topic. Families are not always in need of paid services but are desperate
for information about resources and systems navigation. Since families are
caregivers over the lifespan, the quest for information is continuous.

At each stage of the individual's life, the family plays a key and ever-changing
role. As each family shared the story of their journey, the underlying thread of
their story was the need for information and assistance in navigating a complex
system of services, supports and cash assistance. The foundational elements in
supporting individuals and their families are designed around a well-informed
case management system focused on the family and a planning process
designed to address the needs of the individual and the entire family. Currently
DDDS provides little or no planning for families. Without the opportunity to plan
for the future, many families shared their anxiety about not only day to day
concerns but, overwhelmingly, what will happen to their loved one when they are
no longer able to support them.

ill. Use of Supports Waivers across the Stafes

Supports waivers, under the authority of Section 1915(c) of the Social Security Act
known as Home and Community Based Waivers, have been used by many states to
provide self-directed services while controlling access and costs into full 24 hour
services, which are typically referred to as comprehensive waivers. The current
DDDS HCRS Waiver is a comprehensive waiver. To date, 24 states have an
approved supports waiver (Appendix A). Supports waivers can limit a state’s
financial risk by including a cost cap, fimiting the benefits waiver members can
receive and/or limiting the target populations who can receive waiver benefits.



States look to use supports waivers for individuals who can manage with less than
24 hour supports because they live with families or on their own with a network of
natural supports. Supports waivers are an alternative to comprehensive waivers
which typically inciude 24 hour residential supports, day supports and a variety of
other essential services. A person who qualifies for a waiver service is enfitled to all
services in the waiver plan, based on assessed needs. For this reason, many
states who want to offer a modest benefit to people living at home or on their own
are concerned about entitling a group to a larger benefit and therefore create a
limited “supports” waiver. As with other 1915(c) waivers, the number of people
served in a supports waiver can be capped. In Delaware, having a family support
waiver would help to delay paying for costly out of home placements. The annual all
inciusive institutional cost at Stockiey Center is approximately $358,000 and the
average residential costs for individuals on the DDDS HCBS Waiver is
approximately $80,000 annually.

Supports waivers can limit the amount of funds any person can use by limiting the
types of services, the utilization or the duration of services. Most states with
supports waivers have capped the amount of funds that can be spent per person per
year but broaden the types of services and supports a person can purchase. By
providing a flexible array of setvices, the waiver design can best respond to
individuals and their families who can direct and customize services in a way that
meets the needs they have at the time they have them.

General Features of Supports Waivers

Since the intent of multiple states using supports waivers is to distinguish these
services from full comprehensive services, the following atiributes are common
among supports waijvers:

A. Annual Financial Caps
The most frequent features of supports waivers are capped annual budgets per
waiver member (from $13,500/IN to $58,000/CT) It is important to have the
benefits be sufficient enough to meet the targeted purpose such as covering
day/employment services and access to family respite but not so broad as to
open financial risk to the state.

B. Target Group
Supports waivers can target groups such as children, adults, high schoof
transition age, etc. One .common group in all states supports waivers are people
who live in the family home. A state can set a limit of people to be enrolled and
manage a wait list as long as that wait fist is reasonable. Priority criteria must be
specified in the waiver application for how the wait list will be managed as slots

become available.




C. Self-Direction
Using supports waivers the state looks to partner with individuals and their

families, having the person maximize supports that are part of the community
befare or along with public funds. The person and their family have the abiiity to
control services by prioritizing the services that are needed, contracting or hiring
the provider and managing the budget resources within the cap. States that
have used capped benefits have found famifies and people with 1/DD feel like
partners in meeting their needs and the result is that they optimize natural and
non-public funded supports and use only those waiver services needed over and
above non-paid supports. Most often the actual cost per person is under the
maximum available. :

D. Benefits or Package of Services
Each state designs the set of benefits or array of services that will be availabie
under the Medicaid1915(c) waiver authority in a supports waiver. This can
include all of the services that were presented by Delaware families at the
forums: respite, in-home-services, community inclusion, day services, supported
employment, transportation, home modifications, services and goods and
technology. When states have an overall financial cap on the amount of funds to
be used, most States keep all the services on the table to allow flexibility and
choice to meet individual needs.

E. Service Coordination/Case Management
Since most states use supports waivers to promote individual and family self-
direction, the role of the service coordinator is important to facilitate and broker
supports. The service coordinator assists the person in developing their plan,
heips to identify what providers are available, works with the person to manage
the budget and provides ongoing monitoring that the person is getting the
outcomes they desired.

_The features of a Family Support Waiyer that would_ benefit Delaware include

Delaware families identified a number of supports that would assist them in creating
a life for their family member. But most important, families and individuals
expressed the desire to be able to design the services and in some cases self-direct
those services. Self-direction is not a type of service but a way of thinking. 1t
empowers the person to get supports and services based on individual needs,
values and beliefs. The basic principles of self-determination that are incorporated

in a supports waiver are:

Freedom to pian a life with the supports what a person needs

Authority to control supports doliars

Responsibility for the use of public funds

Responsibility to participate in and become a contributing member of the
community
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A. Target Population '
Delaware couid include both children and adults in the supports waiver. The
benefit packages can be designed to fit age groups such as children, transition
age youth, adults, seniors. There can be a smaller cap for children and
services would not include employment or day habilitation support while the
child was in school.

There are approximately 740 individuals with I/DD who are in day services paid
for using the Medicaid State Plan Rehabilitation Option. Over time CMS has
clarified what services are appropriate to be included under the State Plan
Rehabilitative Services option versus an HCBS waiver. While day habilitation
and prevocational service were previously approved by CMS in Delaware’s
Medicaid State Plan, more recent CMS guidance has indicated that these
services are not appropriate under the State Plan Rehabilitation option. Using
a supports waiver, Delaware could correct this by offering the same array of
day services in a manner that is consistent with CMS expectations. The defined
target population will include these individuals and the benefit package
described below will include these day and employment services, so that they
can be removed from the State Plan.

B. Benefit/Service Package
Delaware's Family Support Waiver can include a broad benefit/service package
and let the financial cap be the control factor. Support Service Waivers must
identify the services that can be utilized by any pariicipant. The benefit/service
package list can be inclusive and many states have the foliowing list of benefits

in their Supports Waiver:

Respite

In-home staff support
Community inclusion
Day services, non-work
Pre-vocational
Employment support
Assistive Technology
Homelvehicle modification
Services and goods
Behavior consultation
Nursing consultation
Family Network

¢ @ ®# © o0 © © @ % & & O

Within the benefit/services included in the Waiver, limits can be placed on
individual services such as an annual or multi-year fimit for home modification.
The Delaware Family Support Waiver could consider an exceptional needs



category which allows services fo be purchased above a financial cap for a
limited amount of time under extraordinary circumstances.

. Financial Cap

Delaware could establish both an annual financial cap and also cap individual
services but allow a broad list of benefits for a family and person to utilize.
Capping the amount of services a person can spend both empowers the
individual and their families to self-direct to use what is needed at the time it is
needed and provides some fiscal predictability for the state.

States that have used capped benefits have found families and people with
I/DD feel like pariners in meeting needs, optimize natural and non-public
funded supports and use only what is needed. Often the costs per person are
under the maximum available. :

. Supporting Family Networks

Throughout the state forums, the need for information and systems navigations
was a common theme. Families are not always in need of paid services but
are desperate for information about resources and systems navigation. This
need can be met by supporting family-to-family networks as well by providing
supports coordination. Family Networks are being established in a number of
states (OR, MO, CT) where the premise is that when parents connect with
other parents who share a vision of possbility, and help each other find
strength, they break the cycle of lonsliness and isolation commoniy
experienced by families of children with disabilities. In turn, their children are
more likely to experience a trajectory of empowerment and success within and
beyond the disability community.

. Supports Coordination/ Case Management

‘Support Coordinators/Case Managers should be frained and immersed in
person-centered and family-centered planning so they can identify, strengthen
and expand all supports, whether they are natural suppoits or paid through
public funds.

Support Coordinators/Case managers skilled in working with individuals living
at home and their families, together with a comprehensive person-
centered/family-centered planning process are the essential elements to a
successful Family Support Waiver.
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Recommendations

DDDS recommends that the following steps occur in FY 15 in order to prepare for
the implementation of a Delaware Family Support Waiver:

1.

In FY 15, DDDS will create a Targeted Case Management option in the
Medicaid State Plan. The target group would be inclusive of individuals who will
be enrolied in the Family Support Waiver. DDDS currently spends over
$1miilion in unmatched State funds on its family support specialist program.
The majority of these activities the family support specialists perform would be
Medicaid reimbursable, enabling us to draw down a Federal match to fund a
targeted case management system making it within current budget the first
year. Since this will be a State plan service as an entitlement to a target group,
a budget request will need to be submitted each year to maintain caseload
ratios as the target population grows.

In FY 15, design a planning process specifically designed for individuals living
at home with their families. A solid planning process will be critical to the
implementation of a waiver program, but more importantly it is the foundational
piece o improving the overall support to individuals living with their families.
DDDS FY ‘15 training funding can be used to develop this planning process.

3. DDDS will begin work on a Family Support Waiver application during FY15 (see

tentative schedule in Appendix B).

Next Steps

A,

Creating the application for the Delaware Family Support Waiver

Since a Home and Community Based Services (HCBS) waiver is a partnership
with Centers for Medicare and Medicaid Services (CMS), the application for the
program must be approved by CMS. CMS uses a web-based application
process based on the old paper application that has ten parts or appendices. The
application addresses all elements of the operation of the waiver, stich as how
case management will be provided, how client services will be monitored, how
the Division of Medicaid and Medical Services (DMMA) will provide oversight
and, most recently, how states will come into compliance with the new CMS rute
for the definition of community based services. The current DDDS waiver
application is over 150 pages long. Development of a new application is an
arduous process and will take several months to prepare before it can be
submitted to CMS for review and approval. CMS initially approves 1815(c)
HCBS waivers for a three year period, with renewals at five year intervais
thereafter. Once CMS receives the application, they have 90 days to approve or
deny it, but they can “stop the clock” at any time during this 90 day period by
issuing a “Request for Additional Information”. Past experience indicates that the
CMS review and approval process for new HCBS waivers is likely to take at least
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six months. Staff at DDDS in partnership with DMMA, have experience in this
process. Upon approval to move forward, we will target a July 1, 2015 date for
approval by CMS and implementation. A tentative schedule for planning and
implementation is included as Appendix B.

Having a second HCBS waiver to operate and manage within DDDS will require
additional personnel to perform activities that are required under the waiver such
as level of care determinations, waiver enroliment, enroliment management
against approved slots, management of any waiting list, financial controls, rate
sefting, monitoring utilization, quality assurance monitoring and waiver reporting.
As of January 2014, the current approved comprehensive HCBS waiver has an
active enrallment of 941 individuals. This second walver is recommended fo
enroll 880 individuals in its first year and would continue to grow overtime.

. EY15 GF Start Up Costs Necessary for a FY16 Implementation

Fiscal year 15 start-up cost necessary for a July 1, 2015 implementation is
estimated at $264,091. More information on these costs can be found in

Appendix C.

Recommendations:

1. DDDS has identified the need for six additional positions in order fo
manage and support this program. A new waiver cannot be implemented
without additional staff to enable the division to comply with all of the CMS
requirements around the operation of an HCBS waiver. The cost to add
this essential staff is: $89,113 for partial funding in FY 15 and $281,844 in
annualization in FY16 for a tota! cost of $370,956.

o DMMA has identified the need for three additional positions in order to
process the Medicaid waiver eligibility applications (assumes a caseload
of standard of 330 cases per worker). The cost of these eligibility workers
will be split 50/50 state and federal as a Medicaid administrative activity.
DMMA cannot process these new applications within its existing staffing
compliment. The cost to add this essential staff is: $13,103 for partial
funding in FY15 and $65,513 in annualization in FY16 for a total cost of

$78,616.

3. In order to implement a new waiver, changes will need to be made to the
Delaware Client Information System (DCIS), the Medicaid eligibility
system and the Medicaid Management Information System (MMIS), the
Medicaid claims processing system in order to enable the submission of
provider claims for the services charged to the Family support waiver. The
one- time state share of the cost for these changes is: $121,875.
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4. DDDS will also need to engage the services of a consultant to develop
Medicaid reimbursement methodologies for services not currently paid by
Medicaid: $40,000 state share one-time.

C. Impiementation for FY 16

Recommendations:

1. Propose the creation of two target groups under the waiver, as
follows:

a. Target Group 1 - Individuals living with their family who receive
State Plan DDDS Day Services:

DDDS recommends that the initial farget group for this waiver be
those individuals who are fiving at home and currently receiving
Medicaid State Plan day services. Current Medicaid spending for
these day services is $12.5 million total funds. Available funds for
these services will increase during FY 14, 15 and 16 based on
additional funding appropriated for special school grads adding to
that base. These funds are available to fund part of the overall
capped budget for the new waiver, so the day services component
of the capped budget wouid be cost neutral to the State, since the
State is already paying for the services. individuals would continue
to have their choice of qualified providers. Individuals and their
families would have more control over the expenditure of their
funds by having control of their budgets.

The initial number of participants in Target Group 1 will start at 940
individuals with capped budgets of $22,000 each for FY 16. The
waiver application will propose additional participants of 100 new
individuals for each of the next 2 years of the waiver (FY 17 and FY
18).

in addition to the Day Services, these individuals will be able to
purchase any of the other options that families have requested, up
to their annual capped budget. Families will get to choose the
amount, scope and duration of each service within any individual
service limits included in the waiver application, up to their capped
budget.
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b. Target Group 2 - Individuals living with their famity who do not
receive State Plan DDDS Day Services:

These are individuals who are still in school or who may be
receiving services from Vocational Rehabilitation so they do not
need DDDS Day Setvices. These individuals will have a lower cap
than Target Group 1 that will allow them to receive the full array of
family support services other than the Day Services. The initial
number of participants in Target Group 2 will start at 40 individuals
with capped budgets of $2,750 each for FY 16. .

The waiver application will propdse additional participants of 40
individuals for each of the next 2 years of the waiver (FY 17 and FY

18).

2. Home/Vehicle Modific_:ations

individuals in both of the Target Groups under the Family Support Waiver
would be aliowed to access home or vehicle modifications related to
accessibility or safety up to a cap of $6,000 per person every five years.
This cap is separate from ihe caps for Target Groups 1 and 2.

D. Funding for Waiver Service Costs - FY16

Current Medicaid spending for State Plan DDDS day services was approximately
$12.5 million total funds in FY13. Available funds for these services will increase
during FY 14, 15 and 16 based on additional funding appropriated for special
school grads, adding to that base. These funds are avaiiable to fund part of the
overall capped budget for the new waiver, so the day services component of the
capped budget would be cost neutral to the State, since the State is already
paying for the services.

DDDS proposes to add an additional $1.2 million in State only funds currently
being used to pay for respite and other farnily support services into this program
to be matched with Federal funds and utilized toward the individual budget cap.
This includes the $715.5 that was appropriated to DDDS in FY 14 for family

support.

The total funds equivalent of this $1 2M on state funds is approximately $2.6Min
SFY16.
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VIIL.

The total service costs for the Family Support Waiver are projected to be as
follows:

FY16: $20,206,811
FY17: $22,156,872
FY18: $24,106,923

Over half of the costs above will be borne by federal Medicaid funds. Because of
the combination of available Medicaid funds that are already being spent on
State Plan Day services and the addition of DDDS state funding that is not
currently matched the first year of the waiver (FY16) is projected to be cost
neutral, assuming that the legislature continues to fund the special school
graduates as they have done for the past 10+ years. The incremental costs in -
FY17 and FY18 to cover additional waiver slots are as follows:

Total Incremental State incremental
FY Funds Funds
2017 $1,946,872 $898,481
2018 $1,850,051 $899,949

The federal Medicaid share is based on the most current available data. More
information about the fiscal noté can be found in Appendix D.

Over time, the number of participants and/or the capped annual budgets can
grow as funding is appropriated by the legislature. Appendix D shows the fiscal
impact estimate based on the anticipated number of participants and their
capped costs. The fiscal note was developed assuming zero increase in the
value of the annual caps. The fiscal note aiso assumes client growth for each
fiscal year (17 and 18) is 100 for Target Group 1 and 40 for Target Group 2.
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EXCERPT: CABINET SECRETARY'S FY18 DHSS BUDGET HEARING PRESENTATION (11/20/14)

Delaware Health and Social. Services

16.GF Budget Request - $1 135, 329 9
| Enhanicements

‘Substanoe Use Dlsorder Programs (DSAMH) - $3,6350
Addiotlon Preventlon & School Based Educations (DPH) $ 100.0

Ehg[b:hty Modermzetlon System Mamtenance & $2,358.3
Qperations {DMS) :

Data Warehouse Maintenance & Operatlons (DMMA) '$ 275.0 -

Ghild Care sndmg Fee'Scales (DSS) - $1,139.3
: Depertment—mde Secunty lnlttai:il;fes (DMS) _‘ T $ 193.0 _
S[IVI Care Coordmat!on Fees (DMMA)  $13000
% Family Suppori Walver(DDDS) .‘ o $ o442

--'Delaw:zre.Healt_h aﬂd_SocinZ'Szrvices

Our FY 16 Budget request also includes approximately $9.9 million for enhancements:

« $3.635 million is requested for the Division of Substance Abuse and Mental Health's Substance Use
Disorder programs. The following programs are part of the redes;gn for the substance. abuse
treatment programs:

v/ 5750 0- funds the Adult Wlthdrawal Management (Detoxsﬁcatton) programs to transform the
‘current New Castle County program and open a'downstate program.

v $935.0 - funds the expansion of the Sober Living ‘Residential progfams for an additional 60
beds wh|ch wou1d prowde 3 safe secure and drug/aicohol free housmg for substance abusers
(10 mas. ) L

v 1450 ‘million - expands the Young Adult Remdent:a! Opiate Treatment program for an
additional 16 beds {11-mos). .

_ ¥_$800.0 - funds will be used ta increase the res:dent:a! treatment program for an additional 16 _

hed program (10 mos).

« $100.0 is requested to initiate a prescription drug abuse education program in the schools

» $2.358 million Is requested for maintenance and operat[onal contractual support for the DSS Eligibility
system.

»  $275.0 is requested to maintain and operate DMMA’s Decision Support and Data Warehouse system
to meet Medicaid data needs. S a ' _

+  $1.139 million is requested to fund the implementation of federal mandated changes related to the
Child Care Sliding Fee Scale (co-pays). B

+  $193.0 is requested to increase the safety of our employees and clients through various secunty
initiatives. -

« $1.3 million is requested to implement care coordination fees in Medicaid as part of the State
innovation Model {SIM).

>% + $944.2 is requested for personnel and dental services related to the development and establishment
of the Family Support Waiver. :

ATTACHMENT "C*"
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Division of Developemental Services

MONTHLY CENSUS
Source: Division of Developmental Disabilities Services Client Registry Systemn
Janvary 2015
Number as of the
last day of the month
A. INSTITUTIONAL PLACEMENTS NEW CASTLE | KENT) SUSSEX | OUT QF STATE
MARY ANN COVERDALE CENTER 0 0 54 0 54
102 WAPLES WAY (COTTAGE) 0 0 1 0 1
PSYCHIATRIC PLACEMENTS 2 0 0 0 2
NURSING HOMES 49 7 7 1 64
A. 121
B. COMMUNITY SERVICES/
RESIDENTIAL PLACEMENTS NEW CASTLE | KENT| SUSSEX
NEIGHBORHOQD (GROUP) HOMES/CLAs 571 144 178 8§93
SHARED LIVING a1 32 25 98
SUPPORTED LIVING 12 5 17 34
QUT OF STATE 16 0 i 17
ETLA (Emergency Temporary Living Arrangement) 5 1 3 9
[B. 1051
. NEW CASTLE | KENT | SUSSEX. .
{C. FAMILY SUPPORT 1587 630 677 [c.| 2,894]

[TOTAL-CENSUS /(A tof

Completed: 2/5/15 Ic
Revised 8/5/2014
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The State of the States in Intellectual and Developmental Disabilities

PUBLIC /DD SPENDING FOR COMMUNITY SERVICES IN

TABLE 3

THE STATES: FY 2011-13

% Real % Real

Community Spending Change Community Spending Change

2013 . 2011 2011-13" State 2013 2011 2011-13

Alabama $365,940,032 $335,133,156 5.8% [Montana $157,188, 442 $126,331,727

Alaska $201,532,918 $150,136,938 30.1% [Nebraska $303,280,065 $257,632,033 14.1%
Arizona 5814,217,845 $800,391,281 -1.4% |Nevada $150,226,860 $143,232,796 1.6%
Arkansas $366,739,903 $365,157,752 -2.7% |New Hampshire $277,181,928 $248,652,647 B.0%
California $5,629,780,987 | $5,420,881,085 4.2% |[Hew Jarsey $1,233 843,626 | $1,089,375 545 11.8%
Colorado $485,138,118 $477,983,080 -1,6% [New Mexico $361,742,908 $351,276,212 -0.2%
Connecticut $990,379,182 $838,600,414 |  14.4% [New York $9,760,945,438 | $8,043,488,300 4.68%
% Delaware, $133,358,928 $121,190.479 £.6%.. | Narth Carolina $1,154,938,136 | $1,086,177,229 8.0%
District of Celumbia $282,030,681 5245,218,678 11.4% |North Dakota $241,835,860 $208,298,958 12.5%
Florida %1,271,150,396 | %1,360,248,844 -8.4% |Ohio $2,786,453,131 | $2,580,553,534 4.2%
Georgia $810,848,458 $655,346,776 19.8% |Oklahoma $432,124,497 $404,498,262 3.5%
Hawaii $161,577,671 %173,161,665 -8,6% [Qregon $801,830,481 $747,084,612 4.0%
ldaho $184,025,096 $17¢,571,122 -0.7% |[Pennsylvania £3.007 010946 | %2 317 542 892 25 7%

|ltincis $1,201,616,397 | $1,120,981,935 3.8% |Rhode Istand $251,948,523 $257,524,408 -5.2% -
Indiana $1,304,942,928 | $1,158,423,978 9.2% [South Carolina $484,096,042 $423,610,612 13.0%
lowa $647,046,377 $559,042,334 12.2% [South Dakota §142,363,692 $136,002,204 1.4%
Kansas $432,012,358 $417,207,118 0.3% [Tennessee $839,053,133 761,907,116 8.1%
Kentucky $603,706,311 | $417,100,930 40.3% [Texas $1,844,431,103 | $1,613,805,131 10.8%
L oujsiana $1,237,479,247 $886,051,282 35,3% jUtah $213,014,638 $189,915,884 8.7%
Maine $439,111,984 $377,534,453 12.7% |Vermont $178,644,406 $161,963,207 6.9%
%- Maryland $974,148,551 $833.914.912 |, 13.2% |Virginia $1,020,622,204 |  §738,332,272 ( 35.4%
Massachusetts $1,896,320,622 {1 $1,634,851,221 12.4% |Washington $877,718,743 $832,649,028 1.3%
Michigan %1,456,707,667 | $1,326,070,686 6.3% |West Virginia $442,947 586 $347,965,236 23.4%
Minnesota $1,682,313,990 1 %1,619,452,116 0.7% |Wisconsin $1,234,424 509 | $1,137,462,282 5.2%
Mississippi $208,859.530 $145,811,171 38.8% |Wyoming $125,023,297 $118,384,129 2.3%
Missouri $913,115,018 $656,360,936 34.8% |United States $53,235,790,079 | 547,538,672,618 8.5%

inflation-adjusted percentags change, 2011 te 2013.

Source : Braddock et al., Coleman Institute and Department of Psychiatry, University of Colorado, 2015.

Total I/DD institutional and community
spending during 2011-13 increased 20% or
more in nine states: Mississippi (33%), Alaska
(30%), Virginia (29%), Missouri (28%),
Kentucky (26%), Louisiana (24%), West
Virginia (23%), Pennsylvania (22%), and
Montana (20%). Thirty-three states and the
District of Columbia increased spending
between 0.05% and 15%.

Reductions in total inflation-adjusted in-
tellectual and developmental disabilities spen-
ding occurred in seven states during 2011-13
(see Figure 5, on the following page). These
included Hawaii (10%), Florida (9%), Hlinois
(7%), Rhode Island (6%) Alabama (5%),
Arizona (1%), and New Mexico (0.2%).

Changes in Inflation-Adjusted
Spending by Fiscal Year:

2011, 2012, and 2013

Recovery from the Great Recession was
analyzed in terms of inflation-adjusted change
in spending-by state, service sector, and year

(2011, 2012, and 2013) (Table 4, page 10}.
The number of states with community spend-
ing reductions dropped from 27 states in 2011
to 12 states in 2013. States reducing total
spending fell from 31 states in 2011 to 13
states in 2013. Only Florida had community
and institutional spending reductions all three
years, However 18 states had these reductions
in 2011, four in 2012, and eight in 2013.

The largest community services spending
reductions from 2012 to 2013 were in Ar-
kansas (9%) and Idaho (7%). In 2012, the
largest reductions were in Hawaii and Rhode
Island (7%) and in Florida (6%).

However, in fiscal year 2011, community
spending dropped five percent or more in hine
jurisdictions: District of Columbia (20%);
Idaho (11%); Rhode Island (10%); Mississippi
(8%); New Mexico (7%); and Colorado,
Indiana, Maine, and Utah (5%). Twenty-four
states did not reduce community spending in
2011.



The State of the States in Intellectual and Developmental Disabilities

As noted, inflation-adjusted family support
spending in the U.S. dropped 0.4% during 2011~
13 (Figure 23), but growth rates exceeded 50% in
West Virginia, District of Columbia, Rhode
Island, and Kentucky. Conversely, 22 states
reduced their family support funding between
2011 and 2013, with reductions of 10% or more
in Alabama, Nevada, Florida, Washington State,
New Jersey, New Hampshire, and Colorado. As
noted, Idaho reported no family support spending
beginning in 2011. In 2012, Virginia terminated
family support spending, but in 2013 instituted a
cash subsidy.

Seven states that had financed cash subsidies
in 2008 no longer did so in 2013: Arkansas,
Kansas, New Hampshire, New Jersey, New Mex-
ico, Tennessee, and Texas. Total cash payments
to families in the U.S. declined from $96.8
million in 2008 to $58.5 million in 2013 (a 45%
inflation-adjusted decline).

The average annual subsidy payment to a
family in the U.S. in 2013 was $2,660, ranging
from $58 in Utah to $14,422 in North Dakota.
The combined cash subsidy programs in four
states, Michigan, Minnesota, Oklahoma, and

Washington accounted for 75% of all subsidy
payments in the nation in 2013.

HCBS Waiver's role in family sup-
port. The Medicaid Home and Community
Based Services (HCBS) Waiver has been
nstrumental in helping states reduce their reliance
on institutional settings while developing
community services including family supports
(Figure 23). In fact, the HCBS Waiver has
emerged as the principal funding source for
services that support individuals living in the
family home' (Rizzolo, et al., 2006; 2009; 2013).
Larson, et al. (2014) recently reported that over
55% of HCBS recipients in 2012 lived with their
parents or other family member, an increase from
48% in 2011 (Larson et al., 2013).

In 2013 _the HCBS Wajver financed. 82%
of all family support serviges-spending in.the
United States. The states varied greatly in the
extent to which they utilized HCBS Waiver
funds to finance family support initiatives.
Twenty-four states funded 90% or more of
their family support services with the Medi-
caid HCBS Waiver. Conversely, nine states
opted to finance their family support initiatives
solely through state funding.

_ Figure 23
INFLATION- ADJUSTED SPENDING FOR
FAMILY SUPPORT SERVICES: FY 1986-2013
$5.0 ‘
B Non-Waiver Family Support Spending
[ Federal-State HCBS Waiver Spending $42 542 341
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Source: Braddock et al., Coleman Instituts and Department of Psychiatry, University of Colorado, 2015.
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TABLE 18
FAMILY SUPPORT IN THE STATES:
SPENDING FOR PARTICIPANTS WITH I/DD IN FY 2013

Families
Total Family Support’ Supported Cash Subsidy | Other Family Support
Families Spending Per 100K Spending
Alabama 987 $502,775 $0 o987 $5802,775
Alaska 1,377 $10,428,966 $7,574 22 188 17 0 $0 1,377 $10,428,968
Arlzena 16,002 | $363,768,803 $18,144 8 288 2 1 $4,647 19,001 $363,765,156
Arkansas 414 $523,859 $1,265 46 14 42 o] $0 414 $523,859
: Callfornta 104,098 | $729,359,0256 $7,008 23 273 8 o %0 | 104,099 | $729,359,025
‘ Colorado 2,183 $2,348,496 $1,076 47 42 43 o $0 2,183 $2,348,495
} Connecticut 3,069 $54,960,964 517,915 10 85 34 1,738 | %2,855.483 1,331 552,025,471
} * Delaware® 2,610 52,037 8OO $781 48 283 3 a5 $575,100 2,610 $1,462,700
District of Columbla 753 $15,610,362 520,731 7 "7 27 0 50| 753 515,610,362
Florida 15,617 | $327,858,454 $20,994 5 80 35 39 $117,735 15,678 | $327,740,720
Georgla 3,273 $17,808,146 $5,471 3¢ 33 46 Q $0 3,273 17,908,146
Hawall 1,740 $24,457,601 514,056 14 125 25 0 §0 1,740 $24,457,501
' ldaho 0 50 0 . 0 30 0 $0
; lilinais 4,845 $33,757,975 56,627 24 38 . 44 138 $924,048 4,808 $32,833,927
: Indiana 6,661 $44,076,198 $6,617 28 102 31 2] $0 6,661 $44,076,198
lowa 739 $28,027 869 $37,927 1 24 47| 217 $659,515 522 $27,368,354
Kansas 2,811 $50,180,281 §17,851 11 a7 32 0 $0 2,811 $50C,180,281
Kentucky 2,71 $11,592,149 $4,183 - 35 63 39 0 50 2,771 $11,582,149
Louisiana 12,568 | $374,835,470 $29,848 2 272 9 1,847 | 54,475,278 10,911 $370,360,182
Maine 480 $8,447,527 B17,599 12 36 45 480 $600,000 0 $7,847,527
Maryland ‘7,516 $62,678,938 $8,339 20 127 24 0 50 7,516 567,678,938
Massachusetts 11,768 $37,855,140 $3,218 40 176 18 0 50 11,758 $37,855,140
' _ Michlgan 16,699 561,707,193 $3,695 37 168 12 6,914 | 318,272,323 9,785 $43,434,870
) Minnesota 13,711 $284,989,320 520,785 ] 254 10 3,164 | $13,0671,304 10,547 | $271,818,016
Misslsslppi 4,859 $30,769,27¢ $6,332 28 163 20 o] 30 4,859 330,768,279
Missourl 4,621 $43,138,430 $9,335 18 77 37 o] v 4621 43,138,430
Montana 2,856 $12,892,812 $4,514 33 283 5 0 . %0 2,856 $12,892,812
Mebraska 2,569 320,612,669 58,026 21 138 22 0 $0 2,569 $20,618,859
Nevada 2,428 $5,866,890 $2,418 43 83 33 595 | $2,671,856 1,831 $3,195,034
New Hampshire 3,142 $6,392,547 52,0356 44 238 13 Q 30 3,142 $6,392,547
New Jersey 4,564 $39,868,868 38,736 19 51 42 Q %0 4,564 $39,868,869
New Mexico 5,725 $16,710,745 $2,919 42 275 7 Q $0 5,725 $16,710,745
New York 54,300 | $545,479,789 $10,044 17 277 <] o] $0| 54,300 $545,479,789
North Carolina 10,021 $39,326,868 $3,524 36 102 30 0 301 $10.021 $39,325,866
Narth Dakota 779 $17,004,084 $21,828 3 1089 28 6 $86,528 773 $16,917,554
Ohio 21,882 $98,410,606 $4,497 34 189 18 0 50| 21,882 598,410,608
Oklahoma 4,498 575,002,048 $16,682 13 147 26 2,113 | $5,792,470 2,383 $69,209,576
Qregen 2,030 $970,552 $478 50 52 41 o} 30 2,030 §970,562
Pennsylvanla 25,429 $81,087,979 $3,189 A1 189 15 o] 50§ 25429 $81,087,979
Rhode Island 1,575 $33,084,019 521,008 41 150 29 43 $144,743 1,532 $32,939,276
South Garollna 11,764 $50,768,918 $5,081 32 248 1 2,350 | $1,211,100 9,414 $58,557,816
South Dakota f.822 $6,324,861 53,291 39 229 14 0 30 1,922 $6,324,861
Tennessee 4,761 $7,133,400 51,498 A5 74 38 Q $0 4,761 $7,133,400
Texas 20,156 | $238,841,452 $11,850 16 77 36 0 $0| 20,156 | $238,641,452
Utah 1,723 $11,240,253 56,524 27 60 40 1 558 1,722 $11,240,195
Vermont 1,774 $21,184,286 $11,942 15 283 4 0 30 1,774 $21,184,286
Virginia 325 $1,845,355 $5,678 29 4 50 3251 §1,845,355 o 30
Washingten? 7,436 $50,276,399 56,761 25 107 29 2,122 | %5,078,384 6,170 %45,1598,015
West Virginia 2,544 548,347,261 519,004 9 137 23 0 $0 2,544 548,347,281
Wisconsin 23182 $77,504,038 $3,342 38 404 1 o] $0| 23,1892 $77,504,036
Wyoming 1,388 57,329,504 $5.277 31 240 12 Q 50 1,388 $7,328,504
United Staies 464,043 | $4,144,355,306 $8,931 147 21,989 | $56,485,938 | 443,005 | $4,085,869,367
" Tolal family support consisted of cash subsidy and “ather family supporf* thal included respile care, family counseling, architeclural adepiation of the home, in-
homs training, sibling suppor, education and behavior managament services, and the purchase of specialized equipment.
2 5lafes’ ranking, highes| to lowsst, on total family supporl spending per family supported.
3 Stales' ranking, highest lo lowest, on lotal families supperted par 100,000 citizens ofthe genseral population.
4n Delaware sach of thefamllies receiving cash subsidies also reseived other family support; and in Washington, the majority of cash subsidy famlies
giso received other (l.e., non-subsidy) family suppor. )
Source : Braddock st al.,, Coleman Instilute and Department of Psychiatry, University of Colorada, 2015.
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TABLE 20 .
ESTIMATED NUMBER OF I/DD CAREGIVING Unmet need for family support.
National trends in family support spending

FAMILIES COMPARED TO FAMILIES SUPPORTED ..
oV STATE UDD AGENCY FEDERAL, STATE, ANp 2 number of families supported demon-
strate an effort to maintain support for

LOCAL FUNDS: FY 2013 . . : )
family caregivers, despite the impact of the

Total IDD Families % of Great Recession. However, in nearly all
3
Caregiving  Supported by  Families di h . hol
Families  WDD Agencies Supported Rank’ states and in the nation as a whole, the
Alabama 58,602 987 2% number of families supported is a pitifully
0, - ayge v .
= e T 19% 17} small portion of all families providing care
[Arkansas 32,708 714 1% 7| fora child or adult with I/DD.
California 445,877 104,088 23%| 19 The states varied greatly in the
Colorado 0240 2158 2l 4 oroportion of families with family mem-
Connectiout 39,585 3,069 3w a3 Proport § with Tamily mem
Delawars 70,893 %,610 2% 5| bers with I/DD who received cash sub-
?tist.dofColumbia zai,aaa _ ;fs 1;“? i; sidies or other forms of state agency
orida 210 617 % . .
Seoron 75758 R573 57— | financed famﬂy support in 2013 (Table
Hawall 15,897 1,740 T | 20). Of the estimated 3.6 million families,
:;’?h’?’ 11:*1’;3 494‘; g:; jl over 3.0 million did not receive any I/DD
INCIS " ' ° . .
T 73005 5.661 =7 state agency family support services. The
owa 32,953 739 75| 47| table presents estimates of total caregiving
ﬁ::ff;y I Gk o %2 families with children with I/DD based on
il i o » -
Touisiana 53,458 12,558 sl | Survey of Income and Program Partici-
Maine 14,437 480 3% %8| pation (SIPP) data (Fujiura, 2012).
Maryland 68,653 7.516 11% 26 .
lMassachusetts 74,891 11,759 16% 19 :'FO.UI'T.CCH states .were esumated_ to be
Micrigan 101,261 TE, 690 %[ | providing I/DD family support services to
Minnescta 53,920 13711 25% 5| 20% or more of total /DD caregiving
Mississipd el 2,599 12%) 20 pomilies: Arizona, California, Delaware
Missouri . 68,387 4,621 T% 36 S T 4 ?
Montana 11,378 2,646 25% 5| Louisiana, Minnesota, Montana, New
:ebrzska ii:zs Zigz 13:? ii Hampshire, New Mexico, New York,
aevada ' t H
- = South Carolina, South Dakota, Vermont,
New Harmpshire 15,008 3,142 21% 13 . )
New Jersey 103,375 4,564 Wl 22| Wisconsin, and Wyoming., However, 1t 1s
New ix(nexlco za,g;e 55=725 24% 7 estimated that 13 other states provided
e AL LES e X 2 tmily support services to only 5% or les
North Garolina 170,892 10,021 A ES Y suppa Y 270 S
North Dakota 7,445 778 7] 27| ofthose in need. These states are Alabama,
e 112:2?2 21:322 L 1 Arkansas, Colorado, Georgia, Idaho, Illi-
Oregon 38,865 2,030 =5 nois, Iowa, Kentucky, Maine, New Jersey,
:ﬁnnsyll\.lraniz 142,608 25,429 18";’7 18] Oregon, Utah, and V1rg1ma
ode |slan 11,736 1,575 13% 21 : :
South Carolna %6.541 1762 2% 14 Th‘ere was an - increase I jfhe
South Dakota B,529 1,622 sl T2 proportion of caregiving families receiving
Tennessee 76,418 4,781 %] %8 /DD state agency support between 1988
Texas 296,704 20,158 7% 35 o o
T 5542 175 —t— and 2009 (from 4% to 14%). Support
Varmont £,662 1774 27% 3 declined to 13% during 2009-13, primarily
\\:&rg":]'_: t ?2'222 - 322 0{3‘1’: :‘; due to family support cutbacks in multiple
ashington \ \ i ) .
el Vigria 15,656 2547 —t—3| states resuiting from the budget impact of
Wisconsin 58,660 23,792 40% 7 the Great Recession (Figure 24).
Wyoming 5,413 1,388 26% 4 : H
e
UNITED STATES 3,657,246 464,043 13% . Wlth th expandmg I'O!E:J Of thB HCBS
Waiver, general problems with Waiver fi-

TStales ranked, highest to lowest, on percent of family caregivers receiving
/DD state agency supportl,

Source: Braddock et al., Coleman Institute and Depariment of

Psychiatry, University of Colorado, 2015,
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Figure 24
ESTIMATED NUMBER OF /DD CAREGIVING FAMILIES
AND FAMILIES SUPPORTED BY I/DD AGENCIES: FY 1988-2013
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nancing of family support services have
emerged. Issues include limited Waiver capac-
ity, cost-per-participant caps, cost-neutrality
requirements, and various cost-containment
strategies such as spending ceilings, service
limits, and hourly and geographic limits.
Waiver utilization issues can seriously limit
expansion and adequate financing of family
support services (Harrington, Ng, Kaye, &
Newcomer, 2009).

The hallmark of family support remains
individualization and flexibility, However, data
on “non-duplicated” families in some states
include high proportions of families receiving
minimal services such as episodic respite care or
service coordination. Other states may provide
higher proportions of intensive in-home supports
of longer duration. Our data confirm a very high
level of unmet needs in the states for substantial
expansion of /DD supports for families and their
relatives with intellectual and developmental
disabilities.

VIll. DEMAND FOR SERVICES
AND SUPPORTS

Formal out-of-home residential services
were being provided to 634,509 persons in the

states in 2013. The vast majority of these
settings are operated by private, non-profit
service providers. The structure of the
residential care system has changed markedly
over the past 25 years as state-operated
residential institutions have increasingly been
supplanted by community residential services.

The nation’s overall residential system
capacity increased by 48% from 1999-2013,
with an average annual growth rate of 3% per
year. Growth was 1% per year in the US.
general population.

Aging Caregivers

The longevity revalution directly influ-
ences_demand for intellectual and develop-
mental disabilities (I/DD). sexvices. bhecanse.of
the_ number of people with I/DD residing with
family caregivers. As these caregivers age be-
yond their caregiving capacities, formal living
arrangements must be established to support
their relatives with disabilities.

The aging of our society is the product of
several forces, including the size of the baby
boom generation (persons born during 1946-
1964), declining fertility rates, and increased
longevity. Baby boomers began to reach age
65in2011.
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The number of persons in our
society aged 65+ years is projected
by the U.S. Census Bureau (2014)
to reach 55 million in 2020 and 89

Figure 25
GROWING NUMBERS OF AMERICANS
AGED 65+ YEARS: 2000-2050

million in 2050 (Figure 25). 100

Currently, 13.3% of the U.S.

89
81

general population is aged 65+

years. In the U.S., 37% of persons
65 years of age and over have one
or more physical disabilities as
opposed to 11% of the population
under age 65 (Schiller, Lucas,
Ward, & Peregoy, 2012).
Americans 80 years or older are
expected to be the fastest growing
age group. Many counfries will be

Americans Aged 65+ (Millions}

2040

2020 2030 2050

Year

2000 2010

Saurce: L,S, Census Bureau (2012).

affected by this demographic trend,
particularly Brazil, China, India, Indonesia, and
Japan. The UN estimates that, by 2050, the
percentage of Japan’s citizens over the age of 60
will have increased from 30% to 44%. At least
16% of their population wili be over age 80
(United Nations, 2009). Europe now has the
oldest population, with a median age of nearly 40
years that is projected to reach 47 years in 2050.
On a global basis, life expectancy at birth was 68
years in 2005-10. It is projected to be 76 years in
2045-50 (United Nations, 2009).

Estimating the impact of aging on the
increased demand for intel-

lepsy, and other childhood disabilities
originating prior to 22 years of age.

Fujiura (1998, 2012) determined that in
2010, 71% of persons with developmental
disabilities in the U.S. resided with family
caregivers, and 29% lived on their own or
within the formal out-of-home residential care
system in the states. We updated Fujiura’s
analysis using data pertaining to the 2013
/DD out-of-home residential system, and the
U.S. general population in 2013.

The results are presented in Figure 26,
which indicates that 3.56 million of the 4.98

lectual and developmental
disabilities services in the
states requires data on the
prevalence of develop-
mental disabilities in our
society. Based on data
from the National Health
Interview Survey-Disabili-
ty Supplement (NHIS-D),
Larson, Lakin, Anderson,

Figure 28
UNITED STATES

ESTIMATED DISTRIBUTICN OF INDIVIDUALS
WITH /DD BY LIVING ARRANGEMENT, FY 2013

Supervised Residential Setting
634,509

Alone or with Roommate
786,156

Kwak, Lee, & Anderson
(2001) recommended using
a rate of 1.58% to estimate
prevalence for  persons
with intellectual disability,
cerebral palsy, autism, epi-

60

With Family Caregiver
3,557,246

TOTAL: 4,977,911 PERSONS

Saurce: Braddock el al, Coleman Institule and Deparimenl of Psychiatry,
Universily of Caorado, 2015, based on Fijiura (2012).
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million persons with intellectual and develop-
mental disabilities in the U.S. population in
2013 were receiving residential care from
family caregivers. This “informal” system of
residential care served nearly six times the
number of persons served by the formal out-
of-home residential care system (634,509
persons). - Moreover,.. Eujiura .(1998,..2012)
determined that 25% of _individuals_ with
- developmental _disabilities in the 11.S. lived
with family caregivers aged 60+ vears, and an
additional 35%._were. in_. “houscholds...of
middle-aged carctakers for whom fransition
issyes are near-term COl’lSIdeI'atIOtl (Fujiura,
1998, p. 232). Without proper supports and
coping strategies, long-term care-giving places
family members at risk' for physical and
psychological issues as they age (Seltzer,
Floyd, Song, Greenberg & Hong, 2011).

We further examined the data in Figure

26 to draw specific attention to the size of the
aging family caregiver cohort in the states. It is
863,314 persons in 2013 (Figure 27).

How large is the aging caregiver cohort in
each of the states? State-by-state estimates can
be generated by taking into account dif-
ferences in states’ utilization of out-of-home

placements and the number of the states’
caregivers who are over age 60. For example,
an estimated 5% of persons with I/DD in
Arizona and Nevada live in out-of-home
settings while the figure is 23% in Oregon.
The percentage of individuals over age 65 in
the oldest state, Florida (17.6%), is over two
times the percentage of older individuals in the
youngest state, Alaska (8.1%) (United States
Census Bureau, 2014).

State-by-state estimates of the number of
individuals with intellectual and developmental
disabilities living with aging caregivers appear in
Table 21 on the following page.

Increased Longevity of People
with Intellectual Disabilities

A second factor contributing to the growing
demand for /DD services is the increase in the
lifsspan of individuals with intellectual and
developmental disabilities. The mean age of death
for persons with developmental disabilities was 66
years in 1993, compared to 59 years in the 1970s
and 33 years in the 1930s. The average longevity
of people with Down syndrome increased from
nine years in the 1920s to 31 years in the1960s
and 56 years in 1993 (Janicki, Dalton, Henderson,
& Davidson, 1999.)

The mean age at death for

Figure 27
UNITED STATES

the general population In
1993 was 70 years (Janicki, et

ESTIMATED NUMBER OF INDIVIDUALS WITH DD
BY AGE GROUP LIVING WITH FAMILY CAREGIVERS, FY 2013

Caregivers Aged 60+
863,314

Caregivers Aged <41
1,446,051

. Caregivers Aged 41-59
1,247,882
TOTAL: 3,557,246
PERSONS

Source: Braddack el al., Coleman Inslitute and Depariment of Psychialry,
Universily of Cetorado, 2015, based en Fujivra (2012).

al,, 1999). In 2009, the life

expectancy at age 65 for all

Americans was 84.1 years
(Centers for Disease Control
and Prevention, 2013). An
Australian study reported that
the average age of death for
people with mild and mod-
erate intellectual impairment
who do not have any chronic
health conditions is 71 years
(Bittles, Petterson, Sullivan,
Hussain, Glasson, & Mont-
gomery, 2002).
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TABLE 21

ESTIMATED NUMBER OF

PERSONS WITH I/DD LIVING WITH
AGING CAREGIVERS INFY 2013’

State Persons with I/DD
Alabama 15,455
Alaska 1,298
Arizona 24,210
Arkansas 8,730
California 96,375
Colorado 12,118
Connecticut 10,645
| Delaware 2.911
Dec 1,450
Florida 77,467
Georgia 22,627
Hawali 4,256
ldaho 4,031
lllinois 32,732
Indiana 17,460
lowa 8,137
Kansas 8,150
Kentucky 12,479
Louisiana 12,603
Maine 4,230
Marytand 15,794
Massachusetts 19,092
Michigan 24,123
Minnesota 12,401
Mississippi 8,355
Missouri 17,833
Montana 3,198
Nebraska 5,311
Nevada 7,843
New Hampshire 3,631
New Jersey 26,301
New Mexico 6,381
New York 50,487
North Carolina 25,635
North Dakota 2,116
Ohio 30,310
Oklahoma 11,613
QOregon 9,470
Pennsylvania 41,085
Rhode istand 3,071
South Carolina 14,481
South Dakota 2,306
Tennessee 18,991
Texas 58,158
Utah 5,825
Vermont 1,794
Virginia 23,019
Washington 17,636
West Virginia 5,880
Wisconsin 14,721
Wyoming 1,429
United States 863,314

! Caregivers aged 60 years and older.
Source: Braddock et al., Coleman institute and

Department of Psychiatry, University of Colorado, 2015,

Information has emerged on genetic and
nonspecific  neurodevelopmental — conditions
linked to intellectual disabilities, which are
affected differently by maturation and aging. For
example, Down syndrome has been linked to
premature  aging, Alzheimer's disease, and
certain organ dysfunctions (Nakamura &
Tanaka, 1998; Prasher, 2006; Pueschel, 2006).

In addition to genetic disorders, specific
health problems related to the older age traject-
ories of several common neuro-developmental
conditions include cerebral palsy (e.g., osteo-
porosis, degenerative joint disease), autism (e.g.,
digestive system disorders and neuropsychiatric
factors) and spina bifida (e.g., neuromotor and
other organ system consequences) (Janicki,
Henderson, & Rubin, 2008).

In an international review, Katz (2003)
summarized research on life expectancy . for
persons with intellectua) disability from several
countries including the U.S. He concluded that
life expectancy for the vast majority of persons
with mild and moderate degrees of intellectual
disability did not differ significantly from the
general population. Patja, livanainen, Vesala, ct
al. (2000) noted, however, a 19 to 35%
diminishment of life expectancy in the much
smaller cohort of persons with “severe and
profound” degrees of intellectual disability (cited
in Katz, 2003, p. 268). The Patja et al. (2000)
study was carried out in Finland.

As persons with intellectual and

developmental disabilities live longer, they

require services and support for longer periods
of time, different types of supports, as well as
supports for their aging caregivers. This
directly impacts the finite capacities of state
service delivery systems. The increased life
expectancy of persons with I/DD since 1970
accounts for a significant percentage of the
increased demand for residential services in
the states today. That demand will only grow
in the future.

The likelihood of older persons with I/DD
living into their own retirement and outliving
their family caregivers has increased substant-



STATE, COUNTY AND LOCAL FUNDS POTENTIALLY AVAILABLE TO MATCH
ADDITIONAL FEDERAL MEDICAID FUNDING, BY STATE: FY 201 3'?

Total Federal,
State, County & Total Unmatched Unmatched %
Local /DD  State, County & of Total
Spending Local Funds Spending

47 |Alabama $355,940,032 $1,233,224 C.3%
24 |Alaska $201,532,918 $12,615,451 6%
34 JArizona $841,563,743 $21,056,347 3%
42 |Arkansas $527,999,330 $6,685,604 1%
9 |California $6,390,317,836 $938,445,563 5%
13 |Colorade 5531,162,109 $60,571,568 1%
32 |Connecticut $1,224,322,460 $45,1889,483 4%
b 2 8 |Detaware §169,412,299 $25,949 293 15%
16 |District of Columbia $282,030,691 $27,698,821 10%
30 {Florida %$1,511,310,251 561,494,394 4%
2 |Georgia $B69,752,020 $258,625,382 30%
18 |Hawaii $161,577,571 $12,889,41% 8%
51 [idaho $207,798,707 0 0%
15 Hllinois %1,617,099,416 $173,303,127 1%
48 |indiana $1,334,735,878 $2,373,030 0.2%
40 Jlowa $882,275,768 14,079,961 2%
43 |Kansas $400,174,046 $5,163,175 1%
26 |Kentucky $749,108,402 $36,629,931 5%
31 |Louisiana $1,433,045,715 $54,440,240 4%
36 {Maine $448,139,612 38,447,527 2%
12 jMaryland $1,025,189,427 $134,025,053 13%
1 [Massachusetts $2,097,231,847 $8005,538,841 38%
A7 |Michigan $1,486,804,014 $127,267,109 9%
35 |Minnesota $1,717,424,059 $35,369,566 2%
21 |Mississippi $474,208,880 $32,692,058 7%
14 |Missouri $1,018,872.411 $109,692,952 11%
8 |Montana $169,771,070 $33,407,081 20%
33 |Nebraska $370,871,573 $12,651,309 3%
5 |Nevada 163,366,688 $38,250,024 23%
44 |New Hampshire $280,842,5881 $2,729,485 1%
7 [New Jersey $1,9580,345 983 $383,683,363 19%
27 |New Mexico $361,742,808 $16,773,966 5%
22 [New York $10,512,950,881 $650,585,858 6%
11 |North Carolina $1,495,279,728 $185,685,611 13%
38 |North Dakota $273,546,233 54,888,419 2%
3 |Chio $3,301,037,315 $838,412,487 25%
25 {Oklahoma $517,425,196 $26,425,108 5%
37 |Oregon $801,627,121 $14,664,205 2%
4 |Pennsylvania $3,596,533,856 $865,235,035 24%
45 |Rhode Isiand $257,610,278 $1,327,616 1%
19 |South Carolina $500,724,815 $45,208,380 B%
29 |South Dakota $171,431,472 $7,222,231 4%
39 |Tennessee $929,290,810 $16,143,425 2%
28 |Texas $2,672,608,038 $118,638,738 A%
46 |Utah $279,743,6842 $1,032,109 0%
49 [Vermont $178,644,406 542,778 0%
10 |Virginia $1,307,858 466 $183,293,641 14%
20 |washington $1,053,779,340 $72,692,088 7%
50 {West Virginia $4486,356,220 50 0%
23 |wWisconsin $1,407,295,564 $88,942,085 6%
41 |Wyoming $147,847,342 $1,941,779 1%
United States $61,458,718,366 56,657;1?3,585 10.8%

‘States ranked lowest have the highest percentage of Unmatehed Funds as a percentage of
total /DD Spending. Unmaiched funds consisted of total /DD spending, minus federal-state
Medicaid, federal SSI/ADC for HCBS Walver participanis, SS1 state supplementation, and social
services and ather federal funds.
2County governments pravided 20% of Ohio's unmatched state and local funds; unmatched funds
in lowa & Wisconsin also included county and other local government funding (see Table 16, p. 41).
Source: Braddock et al,, Coleman Institute and '

Department of Psychiatry, Universiiy of Colorade, 20185,
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Family Caregiving: The Facts

. More than 34 million unpaid caregivers provide care to someone age 18 and older who is
ill or has a disability (AARP, 2008).

. An estimated 21% of households in the United States are impacted by caregiving
responsibilities (NAC, 2004).

« Unpaid caregivers provide an estimated 90% of the long-term care (I0M, 2008).

« The majority (83%) are family caregivers—unpaid persons such as family members,
friends, and neighbors of all ages who are providing care for a relative (FCA, 2005)

« The typical caregiver is a 46 year old woman with some college experience and provides
more than 20 hours of care each week to her mother (NAC, 2004).

- The out-of-pocket costs for caregivers who are caring for someone who was age 50 or older
averaged $5,531 in 2007. About 37% of caregivers for someone age 50 and older reduced
their work hours or quit their job in 2007 (AARP, 2008).

« Caregivers report having difficulty finding time for one’s self (35%), managing emotional
and p%uysical stress (29%), and balancing work and family responsibilities (29%) (NAC,
2004).

. About 73% of surveyed caregivers said praying helps them cope with caregiving stress, 61%
said that they talk with or seek advice from friends or relatives, and 44% read about
caregiving in books or other materials (NAC, 2004).

. About 30% said they need help keeping the person they care for safe and 27% would like to
find easy activities to do with the person they care for (NAC, 2004).

. Half (53%) of caregivers who said their health had gotten worse due to caregiving also said
the decline in their health has affected their ability to provide care (NAC, 2006).

« Caregivers said they do not go to the doctor because they put their family’s needs first
(67% said that is a major reason), or they put the care recipient’s needs over their own
(57%). More than half (51%) said they do not have time to take care of themselves and
almost half (49%) said they are too tired to do so (NAC, 2004).
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POSITION STATEMENT

- Family support services' and other means of supporting families

- should be available to all families to strengthen families’ capacities
. ‘to'support family members with intellectual and/or developmental
. disabilities? (1/DD) in achieving equal opportunity, independent
_llvmg, full partlopatton and economic self-sufficiency.

: Issue”

‘Individuals with I/DD frequently require support to perform basic
daily activities and to achieve the national goals of equal opportunity,
ull participation, independent living, and economic self-sufficiency.
Families are overwhelmingly the primary and often the major source
of support for their family member with [/DD. Nearly three quarters
of people with 1/DD live in the family home and, according to The
Arc’s Family and Individual Needs for Disability Supports (FINDS)
survey, most of these family caregivers provide more than 40 hours
of care per week (including 40% who provide more than 80 hours of
care per week).

Changing demographics are placing even greater demands on this
already limited service system. The aging of the baby boom genera-
tion is resulting in an increasing number of people with I/DD living
with aging caregivers. These aging caregivers will have greater need
for family support, such as assistance in developing desired in-home
support plans or transition plans to community living for their family
member with [/DD when they are no longer able to continue in their
caregiving role.

Unfortunately, the increasing reliance on families is not being met
with commensurate support. A generation ago, families were dis-
couraged from keeping their family members with I/DD at home and
encouraged to use costly publicly financed institutional placements.
Today, they face the other extreme where they are expected to be
willing and able to provide lifelong support to their family member
with 1/DD in place of appropriate community supports, even in cases
when residing in the family home may not be a good option for adult
offspring with I/DD or themselves.



Our service system is increasingly being buiit
around the expectation that adults with I/DD will
reside in the family home. This is not consistent
with other national policies for vulnerable popu-
lations.

Relatively small proportions of federal and state
funding for persons with I/DD are committed to
family support, despite increasing numbers of
people with I/DD living with family for longer

periods. Consequently, though family supportis - |
critical for avoiding placement in costly and inap--

propriate institutions for the family member with
I/DD, the needed supports are frequently msuf-
ficient or unavailable. ‘

There is no comprehensive family support sys-

tem in the U.S. Instead, the vast majority of pub- -

licly provided family support services are funded
through Medicaid home and community-based
services (HCBS) waivers and some states provide
limited family support using state general fund
dollars. Consequently, beneficiaries of family
support experience the same mobility and por-
tability limitations as those receiving other Med-
icaid HCBS, This problem is most acutely felt by

military families who move frequently and have

to begin the application and waiting process
anew with each move between states.

‘Although family support has been a policy of the
federal and state governments since the 1980s,
families and individuals with I/DD increasingly
are using their social capital to achieve the four
national goals and attain quality of life outcomes,
and are also benefitting from and seeking more
policies, practices, and procedures of generic
governmental and private-sector entities that
support families. Families’ reliance on social capi-
tal and these other means for supporting families
have become important as supplements to, not
replacements of, governmental-sponsored family
support programs.

Position
Comprehensive, universally accessible family
support must be provided in order to:

» Assist families as they guide their member
with a disability toward being self-determined
individuals and achieving the nation’s goals
for people with disabilities as set out in fed-
eral legislation, namely, equal opportunity,

" economic productivity, independent living,
and full participation;

» Strengthen the caregiving efforts of families
(with special emphasis on their emotional
and physical health, financial and material
needs, and parenting and family interaction),
enhance the quality of life of all family mem-
bers, and increase their access fo supports
and services for themselves and thelr mem-
bers with I/DD; ‘

+ Recognize that relying on families to provide
care cannot be a substitute for creating a
national solution to provide appropriate long

. term supports and services; ‘

- Enable families to make informed choices re-

garding the nature of supports for themselves
and their members with disabilities, includ-
ing the use of supported decision making for
family members with 1/DD; and

* Help families with minor members to stay
intact, preventing any type of out-of-home .~
placements for a minor child, particularly -
institutions. '

Policies of family support and public and private
systems for supporting families must:

+ Be provided in a manner that builds on the fam-
ily’s strengths;

* Be provided in ways that are sensitive to the fam-
ily’s culture, religion, and socio-economic status;

« Assist the individual and family to maximize




the self-determination of its member with
I/DD;

Be controlled, determined, and directed by
the family itself, in partnership with those
who provide the service;

Be provided through best practices and state-
of-the-art methods;

Be available to all family caregivers, including,
but not limited to, parents (including those
with I/DD themselves), adoptive parents, fos-
ter parents, siblings, uncles, aunts, cousins,
grandparents, grandchildren, and individuals
who are in spousal-equivalent relationships;

Be available to all families regardless of
whether the person with /DD resides in the
family home or is presently receiving publicly
funded services;

Provide options for family members to be
compensated for their time providing essen-
tial supports, while ensuring that such ar-
rangements are mutually desired by the fam-
ily caregiver and member with I/DD and do
not impose inappropriate barriers under the
guise of regulating medical services provided
by paid family caregivers (such as requiring a
nursing license to provide g-tube feeding or
insulin shots as part of respite care); and

Be defined as a system of policies, practices,
and procedures for supporting families rather
than as a “family support program” spon-
sored by a government or private-sector
entity. Increasingly, these individualized sup-
ports should be available from generic (non-

disability-specific) governmental and nongov-

ernmental entities.

! Traditionally, government-sponsored family support has consisted of the
following types of support: 1) Cash assistance from federal, state, and lo-
cal governmental sources that Is previded: a) Over and above, to supple-
ment but not to supplant, any ather federal cash transfer or medical,
educational, or welfare benefit programs (including without limitation
thase under any title of the Social Security Act, Individuals with Disabilities
Education Act, and Developmental Disabilities Assistance and Bill of Rights
Act); b) Because of the disability of a member of a family; and c) To the
family as the primary beneficiary of the family support program, nct to
the member of the family whe has a disability as the primary beneficiary;
2) Information and emotional and instrumental support provided by: a)
Professionals, including those in disability-specializing professicns and
entities and those in generic, non-disability specializing professicns and
entities; b) Members of the family of the person with a disability or friends
of the family or person,; and c) Entities that support families or parents,
including parent-to-parent and community-based family resource centers,
or 3} Any combination of the above, Specific examples of family support
services are respite, counseling, cash assistance, training, support groups,
minor home modifications, and information and referral.

24pegple with intellectual disability (ID)” refers to those with “significant
lImitations both in intellectual functioning and in adaptive behavior as
expressed in conceptual, social, and practical adaptive skills. This disability
originates before age 18", as defined by the American Association on In-
telfectual and Developmental Diszbilities (AAIDD) in its manual, intelfectu-
al Disability: Definition, Classification, and Systems of Supports (Schalock et
al., 2010), and the Diagnostic and Statistical Manual of Mental Disorders,
5th Edition (DSM-5), published by the American Psychiatric Association
(APA, 2013), “People with developmental disabilities (DD)" refers to
thase with “a severe, chronic disability of an individual that- (i} is attribut-
able to a mental or physical impairment or combination of mental and
physical impairments; (i}} is manifested before the individual attains age
22; {iii) is likely to continue indefinitely; {iv} results in substantial function-
al limitations n 3 or more of the following areas of major life activity: (1)
Self-care, {I) Receptive and expressive language, {Ill) Learning, {IV) Mobil-
ity, (V) Seif-direction, (Vi) Capacity for independent living, {VII) Economic
self.sufficiency; and (v) reflects the individual’s need for a combination
and sequence of special, interdisciplinary, or generic services, individual-
ized supports, or cther forms of assistance that are of [Ifelong or extended
duration and are individually planned and coordinated,” as defined by
the Developmental Disabilities Assistance and Bill of Rights Act 2000. In
everyday language people with 1D and/or DD are frequently referred to as
people with cognitive, intellectual and/or developmental disabilities.
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