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Hlstory of Pollcy Changes Supporting Choice

HERE. M
e AN, E'va 75

Advancing Equal Access!

« 1980: Home and Community Based Service waivers introduced.
« (Gives another choice to accessing support services

« 1990/2008: Americans with Disabilities Act

 “The purposes of this Act are-
(1) to carry out the ADA's objectives of providing "a clear and
comprehensive national mandate for the elimination of
discrimination" and "clear, strong, consistent, enforceable

standards addressing discrimination” by reinstating a broad scope .ﬁ.
of protection to be available under the ADA...” Coaliion for Communtty Choice



http://www.ada.gov/2010_regs.htm

History of Policy Changes Supporting Choice

e 1999: The Supreme Court Olmstead Decision
“recognition and unjustified institutional isolation of person with disabilities is a form of
discrimination..." -119 S.Ct. 2176, 2179, 2187

“We emphasize that nothing in the ADA or its implementing regulations condones
termination of institutional settings for persons unable to handle or benefit from
community settings...Nor is there any federal requirement that community-based
treatment be imposed on patients who do not desire it.” -119 S. Ct. 2176, 2187

Coalition for Community Choice


http://www.olmsteadrights.org/about-olmstead/

History of Policy Changes Supporting Choice

How will the Supreme Court Olmstead Decision continue to influence housing and support

choices in the future?

« The continuation of endless waiting lists, particularly for individuals who are at risk of
forced institutionalization for lack of housing / waiver supports may violate Olmstead.

« State prohibition to access of waiver funding in a person’s chosen residence and/or least
restrictive setting that would otherwise put them at risk of institutionalization may violate
Olmstead.

« Lack of affordable, accessible housing resulting in the risk of or forced institutionalization
may violate Olmstead.

Coalition for Community Choice


http://www.olmsteadrights.org/about-olmstead/

History of Policy Changes Supporting Choice

« 2000: Developmental Disabilities Assistance and Bill of Rights Act:

“assure that individuals with developmental disabilities and their families participate
in the design of and have access to needed community services, individualized
supports, and other forms of assistance that promote self-determination,

independence, productivity, and integration and inclusion in all facets of community
life...” -42 U.S.C. 15001 (b) (2006)

e 2014: CMS HCBS Final Rule based on outcome-oriented criteria with an emphasis on
person-centered planning and community access.

“In this Final Rule, CMS is moving away from defining home and community
settings by “what they are not” and toward defining them by the nature and
quality of individuals experiences. The home and community-based setting
provisions in this final rule establish a more outcome-oriented definition of home and
community-based settings, rather than one based solely on a setting’s location,

geoqgraphy, or physical characteristics.” —CMS Final Rule Q&A



http://www.acl.gov/Programs/AIDD/DDA_BOR_ACT_2000/Index.aspx
http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-and-Community-Based-Services/Home-and-Community-Based-Services.html
http://www.medicaid.gov/medicaid-chip-program-information/by-topics/long-term-services-and-supports/home-and-community-based-services/downloads/hcbs-setting-fact-sheet.pdf

Where to Find Resources on HCBS Final Rule

Medicaid website gives links to Final Rule, CMS guidance documents, State
Transition Plans, and any official correspondence between states and CMS
regarding the State Transition Plans:

Medicaid.gov

Keeping America Healthy

=] Stay Connected €Q Website Feedback !

t Federal Policy Guidance Medicaid CHIP Basic Health Program State Resources Affordable Care Act AboutUs

Home > Medicaid > By Topic > Long Term Services and Supports > Home and Community-Based Service

Home & Community Based Services Featured Resources:

By Topic
E Home and community-based services (HCBS) provide opportunities for Medicaid Balanci
Lona T Servi d beneficiaries to receive services in their own home or community. These e
Scl:ng 0:;"1 ervices an programs serve a variety of targeted populations groups, such as people with « Managed Long Term
. mental ilinesses, intellectual or developmental disabilities, and/or physical Services & Supports
disabilities.
Home and Community- MLTSS
Based Service - Self Direction
Integrating Care N Recent Guidance Authorities State Transition Plans . Integrating Care
The final Home and Community-Based Services regulations set forth new + Money Follows the
requirements for several Medicaid authorities under which states may provide Person

home and community-based long-term services and supports. The regulations
enhance the quality of HCBS and provide additional protections to individuals
that receive services under these Medicaid authorities.

= Final Regulation: 1915(i) State Plan HCBS, 5-Year Period for Waivers
Provider Payment Reassignment, Setting Requirements for Community First « PACE
Choice. and 1915(c) HCBS Waivers - CMS-2249-F/CMS-2296-F .
« Community Living

» Real Choice System
Change

« Health Homes

a Infarmatinnal Rullatin - Final rannlatinne far HORS nravidad nindear
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http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-and-Community-Based-Services/Home-and-Community-Based-Services.html

Where to Find Resources on HCBS Final Rule

Medicaid website :

. ‘ Recent Guidance Authorities State Transition Plans
Complete Final Rule. N
First ~70 pages is The final Home and Community-Based Services regulations set forth new
requirements for several Medicaid authorities under which states may provide

CMS responses to home and community-based long-term services and supports. The regulations

b| f enhance the quality of HCBS and provide additional protections to individuals
public comment o that receive services under these Medicaid authorities.

V4

NPRM'’s \ « Final Regulation: 1915(i) State Plan HCBS. 5-Year Period for Waivers,

Provider Payment Reassignment. Setting Reguirements for Community First
Choice. and 1915(c) HCBS Waivers - CMS-2249-F/CMS-2296-F

CMS webinar that o Informational Bulletin - Final regulations for HCBS provided under
. . Medicaid's 1915(c). 1915(i) and 1915(k) authorities /-
gives overview Of
. o Press Release - Final regulations for HCBS provided under Medicaid’s
Final Rule 1915(c). 1915(i) and 1915(k) authorities
o Fact Sheets Regarding Final Regulation CMS-2249-FICMS-2296-F

= Overview of Regulation /-

1915(c): Changes to HCBS Waiver Program /-
1915(i); Key Provisions for HCBS State Plan Option /-

» Summary of Key Provisions of the HCBS Settings Final Rule /-
Q&A \ = HCBS Final Rule Webinar Presentation Download -
about the » Final Rule: Questions and Answers /-
Final Rule » Settings Requirements Compliance Toolkit
in general
g » Additional Resources

« Self Direction

« Integrating Care

« Money Follows the
Person

« Real Choice System
Change

« Health Homes
« PACE

« Community Living

« Workforce

Information provided by the
Disabled and Elderly Health
Programs Group. To request
clarifications please contact

CMS email for
qguestions and
concerns

_——

hchs@cms.hhs.qov. €=
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http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-and-Community-Based-Services/Home-and-Community-Based-Services.html

Where to Find Resources on HCBS Final Rule

Examples of comments section in Final Rule offers guidance and evidence that

CMS supports choice:

* le. person-centered plan, personal .
the outcomes and satisfaction. Pg 2961' i _ o _
- o Response: We very much appreciate and individuals are tully informed ot
ay HCBS. R hearing personal stories as they help us their ri ghl
it they ~ Comment: A number of individual better understand how our proposed G1r rights.
mby = commenters shared personal stories actions will affect individuals receiving Comment: One commenter wanted to
aries’ Eﬁif;fﬁf;?:f:;‘lgsngﬂ i‘lﬂt‘ff services u‘lllvdelrmtllge H(tlll?St ‘_mgye_rd l know if it is the responsibility of the
ns pr()mm- e ieve at Individua - & # & ® ®
d displeasure that new regulations might choice is important and have worked to pl’ﬂ"-:ldﬂl' to assist t.!'lﬂ Inle!duﬂl mn
than  force them to move or dictate where promote choice in the final rule. In finding other housing, services, and
ation, they should live. One person wrote, addition, it is important to note that supports.
stics.  “‘Please allow Medicaid waivers to HCBS waiver funding is only one way R - The state i ible £
aliove continue to pay for services in plﬂnned in which federal Medicaid finances lOﬂg ESPEEHSH' . L .H €15 rEEpUﬂSI € lor
ds communities similar to retirement i Servic andtstllllpl;;)g;:; petiing addressing this assistance through the
wrsons  communities. | want to live in a al may not meet the ri.b deinition rson-centered plannin rocess
community with my friends.” Another may still qualify for Medicaid financing, pe . P 5P )
noted, “I believe this proposed rule but not as a home and community based Comment: One commenter
i would . . . deny access to residential e s recommends the regulation require that
. - We agree that the definition we . . S S
ts of care and assisted living for those who included in th d rule for HCBS
1 need it most.” Many commenters talked R T L P e
;IS“ about the i;nlpurtance of retﬂinin‘g Sottge ma%'l huv lind the senlt of
: restricting the settings in which HCB Federal Register/Vol. 79, No.
d fl‘&BdGl‘l: of choice. One commenter waiver services can be provided in a sl
tated,  stated, . . . what I am advocating is way that we did not intend and in . . L.
igned CHOICE. We should be expanding narrowing choices for participants. The that we will continue tn_bc dlscer_'nmg Re:
be options rather than narrowing final rule is more flexible and less about what types of settings qualify for  regar
thich possibilities and options, and we should prescriptive in that it does not preclude ‘lWEIlVEI‘ fu!ld&w{? fie "i‘ﬂ}__lhdltnf E‘:m
ity’.”  ask those with disabilities and their certain settings per se but rather 'flngf“?tge_'lln lE tfl et A msses on de:i“
neral  families what they want, not what establishes affirmative, outcome-based plﬁnl;?h;;daxfg :d%rg:;;g?uf;;;:nt al thej,rg-
Id only  others think they want.” Finally, quite Cl'i!f’l' ia f(;:' deﬁnix(lig whether a Sﬁmg(gl is protections regarding freedom, dignity,  quali
e of a few Cumrf';zmﬁrieﬂh“f?{l Hﬁwanﬁ"l'lg to %ll.l:}b 12:): :n:‘ei:l:hacgm:lﬁl:)‘; 5 ::i ﬁ(;q control, daily routines, privacy and meth
stay away from a “one size lits a that unllgzlng{nn that fa Dnabindd ;F.: s commumity fntegration. ﬁ;lartpl' Coalition for Community Choice

Comment: A number of commenters
- 1T =7 - - . - 1= .



Where to Find Resources on HCBS Final Rule

Medicaid website :

~ Settings Requirements Compliance Toolkit

CMCS is pleased to share with State Medicaid Agencies, Operating Agencies,
SU mmar Of fU ” and other stakeholders a Home and Community-Based Settings Toolkit to assist
y y states develop Home and Community-Based 1915(c) waiver and 1915(i) SPA
amendment or renewal application(s) to comply with new requirements in the

. recently published Home and Community Based Services' (HCBS) regulations.
regu lations The toolkit includes:

compliant setting

CMS guidance, NOT .
part of the Final Rule\.
Q&A for HCBS

settings and publi\
comment .

requirements

Helps clarify the

higher scrutiny .
process \

A summary of the regulatory requirements /- of fully compliant HCB settings
and those settings that are excluded.

Schematic drawings of the heightened scrutiny process - as a part of the
regular waiver life cycle and the HCBS 1915(c) compliance flowchart /- .

Additional technical guidance on regulatory language regarding settings that
isolate /- .

Exploratory questions that may assist states in the asses

o Residential Settings /-

o Non-Residential Settings /-

Questions and Answers Regarding Home and Community-Based
Settings /-~

Statewide Transition Plan Toolkit )~ for Alignment with HCB Settings
Regulation Requirements Suggestions for alternative approaches and
considerations for states as they prepare and submit Statewide Transition
Plans for the new federal requirements for residential and non-residential
home and community-based settings. The regulatory requirements can be
found at 42 CFR 441.301(c)(4)(5) and 441.710(a)(1)(2).

HCBS Basic Element Review Tool for Statewide Transition Plans and HCBS

Content Review Tool for Statewide Transition Plans /-

Freguently Asked Questions Regarding the Heightened Scrutiny Review
Process and Other Home and Community-Based Settings Information /-

CMS questions to
consider in
determining if
settings have HCB
characteristics

C
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http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-and-Community-Based-Services/Home-and-Community-Based-Services.html

Where to Find Resources on HCBS Final Rule

‘Summary of regulatory requirements on fully compliant HCBS settings’:

Regulatory Requirements for Home and Community-Based Settings: ny modification of the additional conditions specified in items 1 through 4 above, m
be supported by a specific assessed need and justified in the person-centered service

lan. The following requirements must be documented in the person-centered servic
plart

For 1915(c) home and community-based waivers and, for 1915(i) State plan home and community-
based services, home and community-based settings must have all of the following qualities defined at

§441.301(c)(4) and §441.710 respectively, and such other qualities as the Secretary determines to be
appropriate, based on the needs of the individual as indicated in their person-centered service plan:

e The setting is integrated in and supports full access of individuals receiving Medicaid HCBS to
the greater community, including opportunities to seek employment and work in competitive
integrated settings, engage in community life, control personal resources, and receive services
in the community, to the same degree of access as individuals not receiving Medicaid HCBS.

e The setting is selected by the individual from among setting options including non-disability
specific settings and an option for a private unit in a residential setting. The setting options are
identified and documented in the person-centered service plan and are based on the
individual's needs, preferences, and, for residential settings, resources available for room and
board.

¢ Ensures an individual's rights of privacy, dignity and respect, and freedom from coercion and
restraint.

e Optimizes, but does not regiment, individual initiative, autonomy, and independence in making

life choices, including but not limited to, daily activities, physical environment, and with whom

to interact.

supports, and who provides them.
In a provider-owned or controlled residential setting, Ifgddition to the qualities specified above,
the following additional conditions must be met:

1. The unit or dwelling is a specific physical place that can be owned, rented, or occupied
under a legally enforceable agreement by the individual receiving services, and the
individual has, at a minimum, the same responsibilities and protections from eviction

ok bamambe bhatie cimdacdbhe lacdlacd fbamack laci: af bh o Cladba amiimbis il oo ablae

Identify a specific and individualized assessed need.

Document the positive interventions and supports used prior to any modifications
to the person-centered service plan.

Document less intrusive methods of meeting the need that have been tried but did
not work.

Include a clear description of the condition that is directly proportionate to the
specific assessed need.

Include regular collection and review of data to measure the ongoing effectiveness
of the modification.

Include established time limits for periodic reviews to determine if the modification
is still necessary or can be terminated.

Include the informed consent of the individual.

Include an assurance that interventions and supports will cause no harm to the
individual.

C
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Where to Find Resources on HCBS Final Rule

Settings That are Not Home and Community-Based:

For 1915(c) home and community-based waivers, settings that are not home and community-based are
defined at §441.301(c)(5) as follows:

e A nursing facility;

e Aninstitution for mental diseases;

e Anintermediate care facility for individuals with intellectual disabilities;

e A hospital; or

e Any other locations that have qualities of an institutional setting, as determined by the
Secretary.

For 1915(i) State plan home and community-based services, settings that are not home and community-
based are defined at §441.710(a)(2) as follows:

e Anursing facility;

¢ Aninstitution for mental diseases;

An intermediate care facility for individuals with intellectual disabilities;

A hospital; or

Any other locations that have qualities of an institutional setting, as determined by the
Secretary.

Codlition for Community Choice



Where to Find Resources on HCBS Final Rule

Settings that are Presumed to have the Qualities of an Institution:

For 1915(c) home and community-based waivers, section 441.301(c)(5)(v) specifies that the following
settings are presumed to have the qualities of an institution:

¢ any setting that is located in a building that is also a publicly or privately operated facility that
provides inpatient institutional treatment,

e any setting that is located in a building on the grounds of, or immediately adjacent to, a public
institution, or

e any other setting that has the effect of isolating individuals receiving Medicaid HCBS from the
broader community of individuals not receiving Medicaid HCBS.

For 1915(i) State plan home and community-based services, section 441.710(a)(2)(v) specifies that the
following settings are presumed to have the qualities of an institution:

e any setting that is located in a building that is also a publicly or privately operated facility that
provides inpatient institutional treatment,

e any setting that is located in a building on the grounds of, or immediately adjacent to, a public
institution, or

e any other setting that has the effect of isolating individuals receiving Medicaid HCBS from the
broader community of individuals not receiving Medicaid HCBS.

Codlition for Community Choice




Where to Find Resources on HCBS Final Rule

CMS Guidance (NOT Final Rule): “List of examples of residential settings that typically
have the effect of isolating individuals receiving HCBS from the broader communlty

L YOUREALLY
Farmsteads or disability-specific farm community | s NEaiFSerd =)

Gated/secured “community” for people with
disabilities

Residential schools

Multiple setting co-located and operationally
related

Codlition for Community Choice




Where to Find Resources on HCBS Final Rule

Medicaid website :

1A Federal Policy Guidance Medicaid CHIP Basic Health Program State Resources Affordable Care Act About Us

Home > Medicaid > By Topic > Long Term Services and Supports > Home and Community-Based Service

Home & Community Based Services Featured Resources:

By Topi
St Home and community-based services (HCBS) provide opportunities for Medicaid

beneficiaries to receive services in their own home or community. These

e programs serve a variety of targeted populations groups, such as people with .

ed Long Term

Supports

mental illnesses, intellectual or developmental disabilities, and/or physical ervices & Supports
disabilities. (MLTSS)

Home and Community-

Based Service Self Direction

Integrating Care Recent Guidance Authorities State Transition Plans . Inteqrating Care

« Moneyv Follows the
Person

The final HCBS regulation published January 26, 2014, requires states operating
a section 1915(c) waiver or a section 1915(i) state plan benefit (that was in effect
on or before March 17, 2014) to submit a statewide transition plan addressing
compliance with the regulation. More information about this plan is available in
the Statewide Transition Plan Toolkit for Alignment with HCBS Settings
Regulation Requirements /.

In an effort to keep stakeholders apprised of the status of HCBS Statewide

Transition Plans (STP), the following documents will be posted on the Statewide « Community Living
Transition Plans page, as they become available or are sent to states:
« Workforce
1. Proposed Plan URL: The URL link to the STP the state submitted to

CMS.

2. CMIA: Clarifications and/or Modifications required for Initial Approval: The
communication CMS sends to the state notifying the state that public

1) CLICK THIS TAB
to change the
information
displayed

2) CLICK THIS LINK
to get to page with
STP and CMIA

C
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http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-and-Community-Based-Services/Home-and-Community-Based-Services.html

Where to Find Resources on HCBS Final Rule

Medicaid website :

State Transition Plan
&t Federal Policy Guidance Medicaid CHIP Basic Health Program State Resources Affordable Care Act AboutUs SU bmrtted by your

Home > Medicaid > By Topic > Long Term Services and Supports > Home and Community-Based Service State |nC| Ud I ng
summary of public

comments, not yet
approved.

Statewide Transition Plans (STP)

By Topi
S The table below provides all available documents related to Statewide Transition Plgae” The table will be

updated as states submit additional documents and additional documents are ilable from CMS. More
information about the statewide transition plans and the final HCBS re on published January 26, 2014, is
available under Recent Guidance on the HCBS page.

Long Term Services and
Supports

Clarifications and/or

Home and Community-

e e Modifications
Integrating Care Alabama st 47 | Avalabie ) | <4— required for Initial
Alaska Available )- Available /- Approval (CMIA),
Arizona look for deadlines!
Arkansas Available Available /-
California Available
Colorado Available Available /-
Connecticut Available Available /-
Delaware Available /- Available /-

District of Available - Available )~
Columbia

o R R Coalition for Community Choice



http://www.medicaid.gov/medicaid-chip-program-information/by-topics/long-term-services-and-supports/home-and-community-based-services/statewide-transition-plans.html
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http://www.medicaid.gov/medicaid-chip-program-information/by-topics/long-term-services-and-supports/home-and-community-based-services/downloads/requirements-for-home-and-community-settings.pdf
http://coalitionforcommunitychoice.org/ccc-materials/#NEW_HCBS_Final_Rule_and_State_Transition_Plan_Resource_Reference
http://www.medicaid.gov/medicaid-chip-program-information/by-topics/long-term-services-and-supports/home-and-community-based-services/statewide-transition-plans.html
https://www.facebook.com/CoalitionforCommunityChoice
http://coalitionforcommunitychoice.org/join-ccc/

Where to Find Resources on HCBS Final Rule

Home About Join CCC News Events More Links Get Involved Contact Us Donate WWW. C O a I iti O n F o rC o m m u n ityC h o i ce . o rg

Share Your Story

Coalition for Community Choice

Contents [hide]

1 CCC Principles

2 CCC Policy Brief: New HCBS Regulations

3 Frequently Asked Questions About the New HCBS Regulations

4 CCC Guidance to State Leaders for Implementing Their State Transition Plan
5 “What Intentional Communities Are and Are Not”

CCC Principles

This handout provides list the CCC Principles and can be shared with individual advocates and organizations who may want to join the CCC. It also contains CCC
contact information.

| CLICK HERE TO VIEW PDF

Wialeome to the Coalition for Community Choice CCC Policy Brief: New HCBS Regulations

In January 2014, new regulations were released that influence waiver funding, generally called Home and Community Based Service (HCBS) waivers. These waivers

nitvchoice.ora/ccc-materials/

are different in every state, but are the main source of funding for long term support services for individuals with disabilities. This two-page CCC Policy Brief explains
the implications these new regulations may have on housing and employment choices.

| CLICK HERE TO VIEW PDF l

Additional resources for members only:

Frequently Asked Questions About the New HCBS Regulations

 Monthly newsletters e =2

e Conference Calls

* Toolkits and Calls to Action

* Technical Assistance from National Coordinator

Coalition for Community Choice



Part 2: Finding Statistics to Support Choice

e Demonstrate the real growth gap of LTSS in your state

e Demonstarte inaccess to affordable housing for those
with 1I/DD in your state

e Explore quality of life assesments for those with |/DD
In your state

e Demonstrate abuse is occuring “in community” and
offer reports of victems with I/DD in your state

v MADISON
HOUSE
AUTISM
FOUNDATION



LTSS Suppy & Demand: State of the States in I/DD 2015 Report

The State of the States in Developmental Disabilities 5 .
e Dr. David

University of Colorado
BOULDER | COLORADO SPRINGS | DENVER | ANSCHUTZ MEDICAL CAMPUS BraddOCk haS

been publishing
P st Nat this report for
State of the States decades, tracks
Intellectual/Developmental over 35 years of

Disabilities d
Create a Chart ata on

State Profiles residential

AIDD Projects of supports and
National .

Significance: settings.
Longitudinal Data

Collection * Full 2015 Report
STATE OF THE STATES available in print

IN DEVELOPMENTAL DISABILITIES Cross Disability .
Overview onIy, not dlgltal.

Welcome What's New Create a Chart State Profiles

v MADISON
HOUSE

AUTISM

FOUNDATION

Welcome to the website for the State of the States in Developmental Disabilities Project, About Us
administered by the University of Colorado. The Project is funded in part by the Administration -
on Intellectual and Developmental Disabilities, U.S. Department of Health and Human Services. Publications

Coleman Institute for

Dol o B0 s e ] e D PN oo el NS L2024 .



http://www.stateofthestates.org/index.php/intellectualdevelopmental-disabilities/state-profiles

LTSS Suppy & Demand: State of the States in I/DD 2015 Report

The State of the States in Developmental Disabilities
University of Colorado

BOULDER | COLORADO SPRINGS | DENVER | ANSCHUTZ MEDICAL CAMPUS

What's New!
State Profiles for I/DD Spending During Fiscal Years 1977-2013 State ~5ffe States

Select a state from the map to download a graphic profile in pdf format, or visit Create a *“Intellectual/Developmental
Chart to make charts on-line. Disabilities

Create a Chart
vT
o FT_"_,;,".,'. —— ) /@ State Profiles
oR (o™ : AIDD Projects of
2] h ;% ,,/‘.O National
[ w (UT _NE Ly J{" # Significance:
CA\ " co } Ksr‘\MC() i ? He Longitudinal Data
\f —NM- “—o‘KJ‘: nois N Collection
maﬁl-\
X\ & FL Cross Disability
Overview
Create a Chart
Select a State About Us
View the United States profile Publications

e Click on your
state to see its
profile.

Jump to Page
6 first!
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http://www.stateofthestates.org/index.php/intellectualdevelopmental-disabilities/state-profiles

LTSS Suppy & Demand: State of the States in I/DD 2015 Report

ESTIMATED NUMBER OF INDIVIDUALS WITH I/DD BY
AGE GROUP LIVING WITH FAMILY CAREGIVERS: FY 2013

Caregiver Age 60+

ESTIMATED NUMBER OF INDIVIDUALS WITH I/DD
BY LIVING ARRANGEMENT: FY 2013

Supervised Residential Setting

29,809
(15%)

Caregiver Age <41
>

A

2 9,882_::3;

Alone or with Roommate
With Family Caregiver

i

TOTAL: 203,428 PERSON TOTAL: 142,194 PERSONS

Braddock ot al. 2014, baged on Fujlura 2003, 2012 Braddock et al. 2014, based on Fujiura 2008, 2012

Page 6, using IL profile as an example:

* |dentify how many individuals with I/DD are living with
family caregivers = 70% / 142,194

* |dentify how many individuals with I/DD are living with
family caregivers over the age of 60 =32,732

MADISON
HOUSE
AUTISM
FOUNDATION
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http://www.stateofthestates.org/documents/Illinois.pdf

LTSS Suppy & Demand: State of the States in I/DD 2015 Report

35,000
30,000
25,000

20,

15,000
11,

Average Daily Residents

20,000 Q—r—0-

PERSONS WITH I/DD BY SIZE OF SETTING: FY 1996-2013

=== Total persons
- 6 or fewer persons

o—9
""" 7-15 persons 26,062
o

= = = 16+ persons

22,669 22,797
025 M

o
037 104_,9,57/"

IMPORTANT QUESTION: If the growth rate of residential
supports is approximately 575 individuals a year, how does

the st

ate plan to meet the demand of 33,000 who will soon
lose their primary caregiver, their elder parents?

e Page 3 using IL profile,

Find growth rate:
29,809 — 20,025 =9,784
In 17 years, less than
10,000 individuals with
|/DD were given
residential supports to
move out of their family
home.

IL must triple growth in
half the time just to meet
the needs of those with
|/DD living with aging

family ca regivri MADISON

AUTISM
FOUNDATION


http://www.stateofthestates.org/documents/Illinois.pdf

LTSS Suppy & Demand: State of the States in I/DD 2015 Report

% chon FISCAL EFFORT FOR I/DD SERVICES: FY 1977-2013 e Page 1 using IL profile,
E = ggﬁ;wuirﬁ?ysﬂ?:;i?:tstg‘rgisces $3.21 $3.17 SZ7O of eve Y SlOOOOf
E $3.00 |- = - Institutional Services NM% taxpayer money IS gomg
g W wes 270 tosupport those with
§$2'00$1'5§ ......... $143 _."""=~ : _ $2.02$2,01 /DD in IL.
gm 00 T e 50 et - “_l * Since 1977, the burden
- | l__/— stz o of costs for taxpayers as
£ v N T B I B S A increased only .59 cents
(%' 77787980818283848586878889909192939495969798990001020304050607080910111213 for every S]_OOO Of

Fiscal Year

taxable income, and has
declined significantly

IMPORTANT QUESTION: Do you think lllinois citizens would vote ~ Since 2009

to allocate S5 of every $1000 taxed for their neighbors with 1/DD WY nison

to have access to the supports they need? TI

FOUNDATION

Source: Braddock et al., Coleman Institute and Department of Psychiatry, University of Colorado, 2014.
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Access to Housing: Priced Out in 2014

TECHNICAL ASSISTANCE
COLLABORATIVE

POLICY LEADERSHIP

TECHNICAL ASSISTANCE & CONSULTATION

PRICED OUT FINDINGS

TOPICS

VOUCHERS DATABASE

PUBLICATIONS

PRICED OUT FINDINGS

NEWS & UPDATES

References & Historical
Data

Where the Numbers Come From

Home > Knowledge & Resources > Priced Out Findings

Training Registration  Join Email List _

ABOUT TAC

Priced Out in 2014 is a study of the severe housing affordability problems experienced by people with

disabilities. Priced Out calculates the difference between what an individual receiving Supplemental Security
Income (SSI) can reasonably afford to pay for housing costs and the average cost of modest housing units. Priced
Out in 2014 confirms that non-elderly adults with disabilities living on SSI confront an enormous housing

affordability gap across the entire nation.

View the Fact Sheet, Press Release, Using State/Local Data document, or a PDF of the full report.

Highlights:

= Foreword by Former HUD Secretary Henry G.

Cisneros and Former Senator Christopher S. “Kit”

Bond
= Introduction

= [Cey National Findings

= Understanding the Affordability Gap

National Statistics:

= State-by-State Comparison

= Local Housing Market Areas with One-Bedroom
Rents Above 100% of Monthly SSI Benefits

= State SSI Supplements for People with Disabilities
Living Independently

= Picture of the national crisis

Priced Out in 2014
shows that individuals
with disabilities can not
afford housing without
assistance.

Housing Choice
Vouchers and Section
8/811 projects can not
meet the demand.
Report broken down
into counties.

MADISON
HOUSE
AUTISM
FOUNDATION



http://www.tacinc.org/knowledge-resources/priced-out-findings/

Access to Housing: Priced Out in 2014

IS Nauvial JtausuLs: - - - . -
iy oy, ey s * Even if an individual can access waiver
g:)s::ros and Pormer Sendtor Christopher I Local Housing Market Areas with One-Bedroom

. Rents Above 100% of Monthly SSI Benefits
= Introduction . . P
supports, they can not afford to pay
= Understanding the Affordability Gap = Picture of the national crisis
- N . L] L) L]

TAC/CCD Federal Policy Recommendations ? fo r h O u S I n g W I t h O ut h 0 u S I n g

assistance in any part of the state.

IMPORTANT QUESTION: How
does the state plan to increase
the affordable housing supply
of 33,000 individuals with I/DD
who otherwise will be

— forcefully institutionalized or

Metropolitan Statistical Area (MSA) SSIMonthly SSlas%of  %SSifor %SSl for wwl |eft homeless for lack of

Payment Median Income 1BR Efficiency Apt. .
e | h . i = affordable, accessible
Chicago/Joliet/Naperville 5721 17.1% 128% 113% ]
housing?

Statewide S721 18.1% M1% 96% 2014 MADISON
HOUSE
National $750 20.1% 104% 90% 2014 AUTISM

FOUNDATION

crisis in Illinois.




Access to Housing: Priced Out in 2014

. . . . Fact sheet offers good suggestions,
Pr| Ced O ut In I | | INOIS but additionally, policy barriers can
not get in the way of local public-
private solutions nor should the state
prohibit access to essential life

It's no wonder that there are... supports for an individual to live in a
home of their choosing.

~sabili
lam a person with 2 disabIlity

My only income is
$721 per month from
Suplemental Security

Income (S51)

There are 173,206

people like mein

Winois

The average monthly rent
for a basic one-bedroom
apartment is $797

Thatis TT171% of my | have MO money left 7,350 homeless indi- Too many people are stuck

monthly income for food, transportation, viduals living in shelters in expensive institutions at
clothing, and other things on any single night acostof $226 - $422
| need per person per day

- . L
This is not affordable The system s broken o e “ MADISON
o b 03 P pudh© \e <
“g::b\\'\{‘es\x\anﬁ 3EL\ QeoP H O U S E
o G035 g
cha‘ej,f\’\»&f:s%i ﬁ?j\\:; 00 oo AUTISM
; §
FOUNDATION
TICI#RCAL ApEETA < e W e
See Priced Out 2014 at www.tacinc.org to learn more about these alarming statistics PRI . De:\g{‘:i:,\woaggdv\a“"
7N cor®
v



Access to Housing: Out of Reach 2015

[ ] &> m m Search [ » ]

National Low Income Housing Coalition is NOT
NATIONAL LOW INCOME ABOUT | POLICY |TAKE | GET EVENTSS | RESOURCE disability-specific, but shows the necessary
HOUSING COALITION us FOCUS ACTION INVOLVED TRAINING LIBRARY

income to afford housing across the country.

Qut of Reach 2015

About Out of Reach ‘ Out of Reach in the News ‘ View State Data

Hourly wage required to rent a two bedroom unit by state.

How Much do you Need to Earn to Afford a
Modest Apartment in Your State?

@ Bclow $15.00 $15.00 - $20.00 @ /bove $20.00

“ -F mm
llinois ‘
(MA
. HIGHEST HOUSING

WAGE REQUIRED:

Hourly wage required to rent a two bedroom unit by state.

@ Below $15.00 $15.00 - $20.00 @ /bove $20.00

o .

In order to afford housing,
individuals with I/DD must
H MADISON work full-time for over double

TO RENT A TWO
BEDROOM UNIT

HOUSE .
AUTISM the minimum wage.
FOUNDATION


http://nlihc.org/oor/

Access to Housing: Out of Reach 2015

7 linois

State Facts Most Expensive Counties Hofsi;?s; ‘k@ Working at O Ut Of Rea C h State P rOfI Ie
$25  sowncounn s2573 minimum wage offers lots of information
ot oo o100 N about housing affordability

AVERAGE RENTER WAGE $14.90 KENDALL COUNTY $22.52 $ 8 n 2 5! hr
have to work

NU\‘-“.B:ER OF REMTCER HOUSEHOLDS 1,552,6an ‘J-.-'IL_..C‘(?UNT(‘ | 221.02 7 5 at t h e CO u nty I eve I a S We I I a S
HOURS! the opportunity to connect

To afford a modest

A ocioor with others in your state.

apartment at
Fair Market Rent

Affordable Rent for Low Income Households

dedian Income

Minimum Wage Worker

Household at 30% of Ared

L~ MO

Worker Earning Average Renter Wage DOWNLOAD »
State Report
Fair Market Rant

) CONNECT TO NETWORK
1-Bedroom Fair Market Rent liinoi »
""""""""""""""""" $807/mo INCIS
2-Bedroom Fair Market Rent

............................. _
4 f ¥ 8

AUTISM

E IC?SB'SSEON $220 monthly rent would be considered ‘affordable’
FOUNDATION for someone whose income is solely SSl in Illinois.


http://nlihc.org/oor/illinois

Housing Wage

ZERO-BEDROOM
ONE-BEDROOM
TWO-BEDROOM
THREE-BEDROOM

FOUR-BEDROOM

Fair Market Rent

ZERO-BEDROOM
ONE-BEDROOM
TWO-BEDROOM
THREE-BEDROOM

FOUR-BEDROOM

Annual Income Needed to Afford

ZERO-BEDROOM

ONE-BEDROOM

TWO-BEDROOM

THREE-BEDROOM

Access to Housing: Out of Reach 2015

Illinois
$13.52
$15.51
$18.78
$24.23

$28.17

Illinois
$703
$807
$977

$1,260

$1,465

Illinois

$28,131
$32,260
$39,067

$50,391

Chicago-Naperville-Joliet HMFA *
$15.62
$17.73
$21.02
$26.79

$31.23

Chicago-Naperville-Joliet HMFA *
$812
$922

$1,093
$1,393

$1,624

Chicago-Naperville-Joliet HMFA *
$32,480
$36,880
$43,720

$55,720

IMPORTANT
QUESTION:

How can the state
remove barriers
and support local
public-private
initiatives that
increase the
affordable housing
supply for those
who never will
earn an annual
wage of $30,000?

MADISON
HOUSE
AUTISM
FOUNDATION



i NCI

HOME  ABOUT NCI STATES

National Core
Indicators™

NCI™ is a voluntary effort by
public developmental disabilities
agencies to measure and track
their own performance.

The core indicators are standard
measures used across states to
assess the outcomes of services
provided to individuals and
families. Indicators address key
areas of concern including
employment, rights, service
planning, community inclusion,
choice, and health and safety.

NCI™ is a collaboration of

participating states, HSRI, and
NASDDDS.

Quality of Life: NMational Core Indicators

v

Feels Lonely

The proportion of people who
feel lonely

CHARTS INDICATORS RESOURCES

Featured Core Indicators

BLOG NEWS CONTACT

Person has Paid Job
in the Community

The proportion of people who
have a job in the community

o

Allowed to Use
Phone or Internet at
Any Time

The proportion of people
whose basic rights are
respected by others

b

National Core

Indicators data is

available in most
states. It is being
used in some states
as part of their
evaluation and
assessment of
quality of life of
waiver participants
during the period
of State Transition.

MADISON
HOUSE
AUTISM
FOUNDATION


http://www.nationalcoreindicators.org/

« NCI'

HOME ABOUT

Participating

NCI States

Alabama
Arizona
Arkansas
California
Colorado
Connecticut
Delaware
Florida
Georgia

Hawaii

Indiana
Kansas
Kentucky
Louisiana
Maine
Maryland
Massachusetts
Michigan

Rinnacnd e

NCI STATES

Quality of Life: NMational Core Indicators

CHARTS

INDICATORS

RESOURCES

BLOG

Select a Participating NCI State

df Nci Contact for IL

Joe Turner
Phone:

(217) 782-9460

Email:

Joseph.turner@illinois.gov

NEWS CONTACT

NCI States

NCI member since:
2008-09

Interviewers:

State Staff

Approximate number of adults receiving services

from DD agency:
36,000

]
T

lllinois State
Reports

View Reports:

» 2013-14 lllinois
Consumer
Outcomes Final

Report
» 2013-14 IL ACS

User Friendly
Report

National Core

Indicators data for

most states can be
downloaded as a
PDF.

MADISON
HOUSE
AUTISM
FOUNDATION


http://www.nationalcoreindicators.org/

Quality of Life: NMational Core Indicators

HOME  ABOUT

NCI STATES

CHARTS  INDICATORS

CHART GENERATOR

RESOURCES

BLOG

NEWS  CONTACT

v

National Core
Indicators™

NCI™ is a voluntary effort by
public developmental disabilities
agencies to measure and track
their own performance.

The core indicators are standard
measures used across states to
assess the outcomes of services
provided to individuals and
families. Indicators address key
areas of concern including
employment, rights, service
planning, community inclusion,
choice, and health and safety.

NCI™ is a collaboration of

participating states, HSRI, and
NASDDDS.

INDICAIUR INDEX

Feels Lonely

The proportion of people who
feel lonely

Person has Paid Job
in the Community

The proportion of people who
have a job in the community

Featured Core Indicators

L+ £

Allowed to Use
Phone or Internet at
Any Time

The proportion of people

whose basic rights are
respected by others

National Core

Indicators can

generate state
specific charts of
data giving a
snapshot of different

aspects of quality of
life.

For example: How
much money are
individuals making in
community settings?

ke

MADISON
HOUSE
AUTISM
FOUNDATION


http://www.nationalcoreindicators.org/

Quality of Life: NMational Core Indicators

Learn how to use the NCI Chart Generator

Select measure
Select State
Click gold

1. Measure
v’ If Self-Directing Needs Mo... « ‘ ge n e rate C h a rt
¥ If Self-Directing Needs More Help Deciding How to Use Budget/Services b u tt O n

If Self-Directing Someone Talks About Budget/Services
If Self-Directing Support Workers Come When They are Supposed to
If Self-Directing Who Employs Support Workers? a chart.
Uses a Self-Directed Supports Option

Work
Amount of Community Gross Wages Earned During Two-Week Period
Amount of Facility-Based Gross Wages Earned During Two-Week Period
Community Employment a Goal in Service Plan
Community Hourly Wage
Does Volunteer Work

Facility-Based Hourly Wage

Goes to Day Program or Does Other Activity During the Day

MADISON
HOUSE
AUTISM
FOUNDATION




Person in Community Paid Job

Quality of Life: NMational Core Indicators

The proportion of people who have a job in the community.

Amount of Community Gross Wages Earned During Two-Week
Period

The average bi-weekly earnings of people who have jobs in the community.

100
80
100
. 60
c
g
& 80
40
20 - 80
S
. 12% 8
2013-14
M No Yes
20
Medications

mmunity Inclusion

Respect/Rights

Service Coordination

W $1-$300 $301-$700 $701-$999 $1,000 +

Total Respondents: 30

Less than 2% are
making at least
$7,200 annually in
paid community
jobs in IL. Combined
with SSI, this gives
an annual income
of less than
S16,000. Economic
self-sustainability is
not a realistic
solution for most
individuals with
|/DD!

, MADISON
HOUSE
AUTISM
FOUNDATION



Quality of Life: NMational Core Indicators

4. Filter (0 of 2 selected)
LONELY BY SETTING (2012-2013)
Level of ID +
60
Type of Residence + 519
Race + >0 . 3% I

[o) —
Ethnicity s 40 7% . l

Gender + 30 .
Age +

J 20
Mental lliness or Psychiatric =
Diagnosis 10
Autism +

0

Primary Means of Expression + IDD Specific Institutial Group Home Independent Foster Home

Setting Home/Apt

IMPORTANT QUESTION: If individuals with /DD feel the most lonely in a “home-like” foster
setting or their own apartment- why are these settings given greater “home” value than IDD
specific settings? Why are states using physical characteristic as HCB values instead of how
many unpaid friendships people have?

INDV. WITH I/DD WHO ‘SOMETIMES’ OR ‘OFTEN’ FEEL

40%

Family Home

MADISON
HOUSE
AUTISM
FOUNDATION



Abuse: Disability Abuse Project, 2012 National Survey

7 Disability &
Abuse Project

When disability and abuse intersect, we take action.

The Disability & Abuse Project
conducted a national survey in
2012 to learn more about the

victims and rate of abuse of

Our Focus Sponsoring Agency those with disabilities
L]

Physical, sexual, and emotional abuse of people with The Disability and Abuse Project is a function of Spectrum

developmental or intellectual disabilities Institute, a nonprofit educational corporation. The Project works

Our Mission individual advocates.

To identify ways to reduce the risk of abuse, to promote healing Project Director

with nonprofit organizations, media, government agencies, and

for victims, and to see Hdisability and abuse. (more)

Action Areas

Public awareness, edu
enforcement, and profi

Risk Reduction Workbook
for Parents and Service Providers
How to Reduce the Risk of Abuse to

People with Developmental Disabilities
(Read Review of the Workbook)

Other Guidebooks

2012 National Survey on Abuse
of People with Disabilities
The First Report: Victims and
Their Families Speak Out

(Click Here)

v MADISON
HOUSE
AUTISM
FOUNDATION


http://disability-abuse.com/

Abuse: Disability Abuse Project, 2012 National Survey

“The bottom line is that abuse is prevalent 349
and pervasive, it happens in many ways, sexually
and it happens repeatedly to victims abused

with all types of disabilities.”
63% of adults

with |/DD have
been victims
of abuse

Reasons for not reporting:
Only 54%

reported
the abuse

58% 38% had
believed been

nothing | threatened
would or were
happen afraid

MADISON
HOUSE
AUTISM
FOUNDATION



Abuse: Disability Abuse Project, 2012 National Survey

The Project ‘newsfeed’
archives compiled lists of
Sl e e (o ol Contact Us abuse cases that have been
— I in the media since 2011.
o Look for your state in CAPS.

To use Facebook's sodial plugins, you must

Dr. Nora's Blog Ten Tips to Reduce Risk Make a Donation

Data. Research. Reports

oalition for
iree’ Kameka.

switch from usina Facehoc

| Logn |
B Abuse Project

When disability and abuse intersect, we take action.

'Abuse/Crime-related

Fniect Archives

1. “Family Seeking Answers on Autistic Son's Head Injury” --- A Tuscumbia family gets a frantic call
that their autistic son, they entrusted in the care of others is in the hospital with a severe head mjury. No
one can ... --- WAFF --- September 10, 2015 (ALABAMA) http://is.gd/jk4PGl

Newsfeed on Disability and Abuse
Prepared by Anne M. Kincaid 2. “Caretaker's Trial Set in Disabled Man's Death” --- A November trial date has been set for a man

accused of allowing a mentally handicapped man in his care to die, then dumping his ... --- Arkansas

Online --- September 11. 2015 (ARKANSAS) http://1s.gd/mUifYt

The Disability and Abuse Project of Spectrum Institute supports this newsfeed. Articles are of interest to

individuals with disabilities and those supporting and working with and for individuals with disabilities.

3. “California Special Needs Teen Found Dead on School Bus” --- California police are investigating
after a 19-year-old special needs student was found dead i a school bus. --- WAFB com --- September
12,2015 (CALIFORNIA) hitp://is.ed/EogZEh

These are articles involving people with disabilities across the life span, any type of disability and any

type of maltreatment, abuse, or crime or articles regarding law enforcement issues and individuals with
disabilities. We have a particular focus on individuals with developmental disabilities. We welco
input and feedback about this service.

Please note that the articles are listed in alphabetical order by State, so you c
articles for those within your state or other states in which you have a pagi

scan through the 4. “Disabled Man Tells Anaheim Police Robbers Bound Him with Duct Tape, Stole Large Amount of

Cash ...” --- A disabled man was found in his home bound with duct tape by a neighbor Wednesday
night after he was apparently robbed by at ... --- OCRegister --- September 10, 2015 (CALIFORNIA)

http://is.gd/5a51Tx
Current News

v MADISON
HOUSE
AUTISM
FOUNDATION



http://disability-abuse.com/newsfeed/contents.htm

Working together, we CAN make a difference!

EEEm 0000

AN

AUTISM HOUSING NETWORK

@ ABOUT 9 HOUSING % RESOURCES & ADVOCACY ®, FORUMS & BLOG Search... Q

LIFESTYLE AGRICULTURAL

REGION URBAN/TRANSIT-

ORIENTED
PRIMARY RESIDENTS

LIVE-WORK-PLAY
LEVEL OF SUPPORT

TRANSITIONAL /

SUBMIT ALISTING COLLEGIATE

\ 4

Bringing together the
bestideas in housing
for adults with autism
A andother intellectual/
developmental
disabilities.

FAITH-BASED

Welcome to the Autism Housing Network!

Advocate for Housing Choices

LS

Explore Housing Options Create Housing Opportunities

tyle/transitionalcollegiate/

C|C C

Coalition for Community Choice

The CCCis a new alliance of organizations, businesses, and housing professionals that strive
to meet the housing and employment demand for an array of life options for those with
intellectual/developmental disabilities (I/DD).

2T B
Join CCC

97,909

MADISON
HOUSE

H AUTISM
FOUNDATION




For More Information:

www.MadisonHouseAutism.org
www.CoalitionForCommunityChoice.org
www.AutismHousingNetwork.org

Desiree Kameka
dkameka@madisonhouseautism.org

Coalition for Community Choice

MADISON
HOUSE
*Presentation Copywrited. For private use, not to be duplicated or A AU T l S M
circulated without permission. Info@MadisonHouseAutism.org FO U N DAT | O N


http://www.coalitionforcommunitychoice.org/
http://autismhousingnetwork.org/
mailto:dkameka@madisonhouseautism.org

What is the History of the Final Rule?

In response to Affordable Care Act, federal HCBS regulations needed to be revised:

2008: NPRM for 1915(i) - not finalized
2009: NPRM for 1915(c)

2011: NPRM for 1915(c)

2011: NPRM for 1915(k)

2012: NPRM for 1915(i) and 1915(k)
2013: NPRM for 1915(c), (i), and (k)

2014: CMS-2249-F/CMS-2296-F published

“The Rule, as part of the Affordable Care
Act, supports the Dept. of HHS Community
Living Initiative. The initiative launched in
2009 to develop and implement innovative
strategies to increase opportunities for
Americans with disabilities and older
adults to enjoy meaningful community
living.”

—CMS website



http://www.gpo.gov/fdsys/pkg/FR-2014-01-16/pdf/2014-00487.pdf

What's in the Final Rule?

* New regulations and criteria for residential and non-residential settings

that use HCBS funding
* Settings eligibility based on individual outcomes and experiences

 Emphasis on integration in, and full access to, community same as those

who are not receiving waiver services
* No setting size, physical characteristics, prohibition of disability-specific

person limits
* Emphasized authority of and mandates Person Centered Plans to be

created and reviewed in order to access funds
* Ensuring transparency and accountability via public comment periods
* Set a baseline, but gave states the flexibility to implement
more restrictive regulations a
CC




Final Rule and All HCBS Settings

e The setting is integrated in and supports full access of individuals
receiving Medicaid HCBS to the greater community, including
opportunities to seek employment and work in competitive integrated
settings, engage in community life, control personal resources, and receive
services in the community, to the same degree of access as individuals not
receiving Medicaid HCBS.

e The setting is selected by the individual from among setting options

including non-disability specific settings and an option for a private unit in
a residential setting. The setting options are identified and documented in
the person-centered service plan and are based on the individual's needs,
preferences, and, for residential settings, resources available for room and

board.

e




Final Rule and All HCBS Settings

e Ensures an individual's rights of privacy, dignity and respect, and freedom
from coercion and restraint.

e Optimizes, but does not regiment, individual initiative, autonomy, and
independence in making life choices, including but not limited to, daily
activities, physical environment, and with whom to interact.

e Facilitates individual choice regarding services and supports, and who
provides them.

oice




Provider Owned or Controlled Settings

ADDITIONAL criteria for provider owned or controlled settings:

The unit or dwelling is a specific physical place that can be owned,
rented, or occupied under a legally enforceable agreement by the
individual receiving services, and the individual has, at a minimum, the
same responsibilities and protections from eviction that tenants have
under the landlord/tenant law of the State, county, city, or other
designated entity. For settings in which landlord tenant laws do not
apply, the State must ensure that a lease, residency agreement or other
form of written agreement will be in place for each HCBS participant,
and that the document provides protections that address eviction
processes and appeals comparable to those provided under the
jurisdiction's landlord tenant law.

cCC




Provider Owned or Controlled Settings

Each individual has privacy in their sleeping or living unit:

* Units have entrance doors lockable by the individual, with only
appropriate staff having keys to doors.

* Individuals sharing units have a choice of roommates in that
setting.

* Individuals have the freedom to furnish and decorate their sleeping
or living units within the lease or other agreement.

Individuals have the freedom and support to control their own
schedules and activities, and have access to food at any time.

Individuals are able to have visitors of their choosing at any time.
The setting is physically accessible to the individual.
ecc

Cadlition for Community Choice




Exceptions to the Reguirements

 Any modification must be supported by a specific assessed need and justified in the
person-centered service plan:

e |dentify a specific and individualized assessed need.

e Document the positive interventions and supports used prior to any modifications to the
person-centered service plan.

e Document less intrusive methods of meeting the need that have been tried but did not work.

* Include a clear description of the condition that is directly proportionate to the specific
assessed need.

* Include regular collection and review of data to measure the ongoing effectiveness of the
modification.

e Include established time limits for periodic reviews to determine if the modification is still
necessary or can be terminated.

e Include the informed consent of the individual.
* Include an assurance that interventions and supports will cause no harm to the individual.

=86

Codlition for Community Choice




Settings NOT Eligible for HCBS Funding

» Settings that are not home and community-based are defined at §441.301(c)(5)
as follows:

e A nursing facility;

e An institution for mental diseases;

e An intermediate care facility for individuals with intellectual disabilities;
e A hospital; or

e Any other locations that have qualities of an institutional setting, as
determined by the Secretary.

*These are the only settings explicitly stated in the Final
Rule as NOT Home and Community-Based!
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Settings PRESUMED NOT Eligible

* The following settings are presumed to have the qualities of an
institution:

e any setting that is located in a building that is also a
publicly or privately operated facility that provides
inpatient institutional treatment,

e any setting that is located in a building on the grounds
of, or immediately adjacent to, a public institution, or

e any other setting that has the effect of isolating
individuals receiving Medicaid HCBS from the broader
community of individuals not receiving Medicaid HCBS.

*These are PRESUMED to be institutional thus MAY need to undergo
the heightened scrutiny process as determined by the State. gﬁ
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Helghtened Scrutiny & North Dakota

* First case of a setting presumed to be institutional: Life Skills
& Training Center, Grafton, ND

* CMS contractor NORC conducted review

* Information provided by State and other parties

 Determine that is does not have qualities of an institution
and

* Does have the qualities of HCBS

CMS determined LSTC meets HCBS setting criteria based on
access to and integration of residents in community.



http://www.nd.gov/dhs/locations/developmental/

CMS Guidance

e CMS Guidance expanded on the Final Rule and identified
settings that are presumed to be institutional

e Settings that have these two characteristics alone might, but
will not necessarily, meet the criteria for having the effect of
isolating individuals:

#1 — The setting is designed specifically for people with

disabilities, and often even for people with a certain type
of disability

#2 — The individuals in the setting are primarily or
exclusively people with disabilities and on-site staff provides
many services to them.
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http://www.medicaid.gov/Medicaid-CHIP-Program-Information/By-Topics/Long-Term-Services-and-Supports/Home-and-Community-Based-Services/Downloads/Settings-that-isolate.pdf

» Settings that isolate people receiving HCBS from the broader community may have any
of the following characteristics:

 The setting is designed to provide people with disabilities multiple types of services and activities on-site, including
housing, day services, medical, behavioral and therapeutic services, and/or social and recreational activities:

* People in the setting have limited, if any, interaction with the broader community

» Settings that use/authorize interventions/restrictions that are used in institutional settings or are deemed
unacceptable in Medicaid institutional settings (e.g. seclusion)

* Non-exhaustive list of examples of residential settings that typically have the effect of
isolating people receiving HCBS from the broader community:
* Farmstead or disability-specific farm community
* Gated/secured “community” for people with disabilities
* Residential schools
* Multiple settings co-located and operationally related (i.e. operated and controlled by

the same provider)
. -- Excluded CCRCs (Continuing Care Retirement Commut a
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mplementation Timeline

Jan. 10, 2014 - Final Rule published
March 17, 2014 - Transition Clock Starts

March 17, 2015 - State Transition Plans Due

March 17, 2019 - Transition Complete, All Settings Must
be in Compliance




CCC STP Concerns

CCC letter to CMS cited concerns:

e States were reverting back to physical characteristics
instead of outcome oriented criteria

e States were telling advocates and providers that
campus settings, farmsteads, and intentional
communities would not be funded by CMS

* States were creating restrictive criteria that would
automatically exclude settings from being evaluated
or put through the higher scrutiny process




Use the CCC STP Mini-Toolkit to learn more about the
Final Rule and how to access and become part of your
State Transition Plan process!

It is IMPERATIVE your voice is present, and the Final
Rule requires that the state documents that they have
heard your concerns and suggestions.
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http://coalitionforcommunitychoice.org/wp-content/uploads/2015/10/Finalrule_StatePlan_Resources_1015.pdf

 State will seek input for assessment tool for setting

assessments.
* Read and give feedback.
* Remove questions that are based on physical characteristics.
* Add questions that will identify and document barriers to access

Example:

* How many times a month does Maria go out to dinner?

 How many times does she want to go out to dinner?

* What prevents her from going out to dinner as often as she
would like?
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 See if your state has created a transition advisory
committee / workgroup and ask to join!

Stakeholders should include:

- HCBS recipients who reside in different settings
- Parents of HCBS recipients

- Service Providers

- Direct Support Professionals

- Affordable Housing Developers

* If none exist, request to create one.



 Build relationships with your legislatures!

* They MUST become more aware of the statistics and
stories of their constituents with |/DD who are
struggling to be supported in their community and
find appropriate affordable housing options.



Start the Person Centered Planning Process!

 Look at the Final Rule Requirements for PCP’s

* Increase self-advocacy skills of HCBS recipients so
they can lead the process as much as possible




