


Call to Order, Welcoming Remarks, and
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Welcome Remarks from Administration
for Community Living

Alison Barkoff Jill Jacobs
Acting Administrator Commissioner, Administration on Disabilities
Administration for Community Living Administration for Community Living




Results from Internal PCPID
Member Survey and Public Input;
Overview of Past PCPID Reports Issued

David Jones
Director, Office of Intellectual and Developmental Disabilities

Administration for Community Living

—_



|. PCPID Member Survey

—_



PCPID Member Feedback —
Narrative Questions

* Q1: What are the biggest policy barriers to community living for people with
intellectual disabilities?

* Q2: What are innovative practices within federal, state, or local programs that
promote effective delivery of services and supports for people with intellectual
disabilities?

* Q3: What has been the greatest impact of the COVID-19 pandemic on people with
intellectual disabilities?

* Q4: What are important issues facing individuals with intellectual disabilities who
are a part of racial and ethnic minorities, economically disadvantaged communities,
and/or rural communities?




PCPID Member Feedback — Ranking Issues [Q5]

From the list below, please rank the areas PCPID should focus on as it

relates to the lives of people with intellectual disabilities - Please rank 1

(highest priority) to 9 (lowest priority). Please enter a numerical ranking
for each topic area.
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PCPID Member Feedback —
Administrative Feedback

* Q6: Please check off which dates you are available to meet virtually this summer for
a full committee meeting.

* Q7: Would you be interested in chairing a workgroup during your term?




Il. Public Input Feedback to PCPID
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I1l. PCPID Published Reports
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Historical Published PCPID Reports (2011-2017)

e 2017 — America’s Direct Support Workforce Crisis: Effects on People with Intellectual
Disabilities, Families, Communities, and the U.S. Economy

e 2016 — Strengthening an Inclusive Pathway for People with Intellectual Disabilities and
Their Families

e 2015 — Leveling the Playing Field: Improving Technology Access and Design for People
with Intellectual Disabilities

e 2012 — Managed Long-Term Services and Supports

e 2011 — People with Intellectual Disabilities: Critical Supports that Promote Independence,
Full and Lifelong Community Inclusion



https://acl.gov/sites/default/files/programs/2018-02/2017%20PCPID%20Full%20Report_0.PDF
https://acl.gov/sites/default/files/programs/2018-10/PCPID-Report-2016.pdf
https://acl.gov/sites/default/files/programs/2017-03/PCPID-2015-Report-to-President.pdf
https://acl.gov/sites/default/files/programs/2017-03/PCPID_FullReport2012.pdf
https://acl.gov/sites/default/files/programs/2017-03/pr_2011_pcpid_report_b582.pdf

Briefing on Emerging Issues —
Leading Three Takeaways

Home and Community Based Services (HCBS) Education

Nancy Thaler Catherine Fowler

Senior Policy Advisor University of North Carolina Charlotte
Administration for Community Living Cato College of Education
Employment Housing

John Butterworth Sheryl Larson

University of Massachusetts Boston University of Minnesota

Institute for Community Inclusion Institute on Community Integration
Jean Winsor

Direct Support Professional Workforce Crisis

University of Massachusetts Boston
Institute for Community Inclusion

Amy Hewitt
University of Minnesota
Institute for Community Inclusion




Home and Community Based Services (HCBS)

Nancy Thaler

Senior Policy Advisor

Administration for Community Living




Overview of HCBS Topics to be Covered

* People Served
* People Waiting for Services
* The Workforce Crisis

* Quality and the HCBS Rule




People Served in the HCBS Waiver Program

1.8 million people receiving 1915 (c)
services

267 approved 1915 (c) waivers in 46
states & DC

Participants with ASD/ID/IDD and
who are Medically Fragile comprise
over 50% of the participants and
utilize 67% of expenditures.

e ASD/ID/DD
e 114 waivers for 741,600 people (41.2%)
e Expenditures in the top quartile states
e 568,000 -5123,000

e Medically Fragile
e 25 waivers for 162,000 people (.9%)

e Expenditures in the top quartile of states
e 568,000 to $184,000

e Children SED

e 17 waivers - no of people unknown
e Expenditures unknown




Leading Three HCBS Key Takeaways

* Waiting Lists to Enroll in Medicaid HCBS Services
* Impact of State Budgets

* Access to Service
* Impact of the Direct Care Crisis

* Quality of Services —and the HCBS Rule
* Choice

* Inclusion
* Rights

— —



Waiting List — Using Several Data Points

7 43 million people in the United States had Intellectual
° or Developmental Disabilities (IDD) in 2018
1
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FY 2018 RISP Infographics

What proportion of people with IDD get publicly funded
supports?

_hot -
receiving receiving
supports supports

For every person with IDD getting publicly funded supports, four more people with IDD do not.

https://risp.umn.edu/infographics

University of Minnesota Institute on Community Integration



https://risp.umn.edu/infographics

Number of People with ID/D Receiving Services in
the Community — a State by State Picture

Medicaid Waivers include 1115 Demonstration Waivers, 1915(a, b, and b/c Managed Care Waivers) and 1915(c) Home and Community Based Waivers.

Select one or more % v

(Muliie values) Bar charts of waiver recipients are available to select specific years. Waiver includes:
)

1115; 1915 (a) (b) (b/c); 1915 (c). Click on a line to view data. Download options on lower

right.
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https://risp.umn.edu/infographics

The HCBS Workforce
Crisis

1.3 million new workers will be
needed by 2029

The demand for services is
growing faster than the labor pool

People are at risk. The workforce
shortage is limiting the ability of
federal programs to safely maintain
people in their homes and
communities.

PROJECTED POPULATION GROWTH BY AGE GROUP, 2016 TO 2060

W 18to64 YearsOld M 65 Years and Older
85 Years and Older

=

2016 2020 2025 2030 2035 2040 2045 2050 2055 2060

Chart Source: U.S. Census Bureau. 2017. 2017 National Population Projections Datasets, Projected Population by Single Year of Age, Sex, Race, and Hispanic
Origin for the United States: 2016 to 2060. https://www.census.gov/data/tables/2017/demo/ popproj/2017-summary-tables.html; analysis by PHI (July 2020).




Quality and the HCBS Rule

1. The setting was selected by the individual.

2. The individual participates in unscheduled and scheduled community
activities in the same manner as individuals not receiving Medicaid HCBS
services.

3. The individual is employed or active in the community outside of the setting.

4. The individual has his/her own bedroom or shares a room with a roommate
of choice.

5. The individual chooses and controls a schedule that meets his/her wishes in
accordance with a person-centered plan.

6. The individual controls his/her personal resources.

7. The individual chooses when and what to eat.

8. The individual chooses with whom to eat or to eat alone.

9. Individual choices are incorporated into the services and supports received.
10. The individual chooses from whom they receive services and supports.

11. The individual has access to make private telephone calls/text/email at the
individual’s preference and convenience.

12. Individuals are free from coercion.

13. The individual, or a person chosen by the individual, has an active role in the
development and update of the individual’s person-centered plan.

14. The setting does not isolate individuals from individuals not receiving
Medicaid HCBS in the broader community.

15. State laws, regulations, licensing requirements, or facility protocols or
practices do not limit individuals’ choices.

16. The setting is an environment that supports individual comfort,
independence and preferences.

17. The individual has unrestricted access in the setting.

18. The physical environment meets the needs of those individuals who require
supports.

19. Individuals have full access to the community.
20. The individual’s right to dignity and privacy is respected.

21. Individuals who need assistance to dress are dressed in their own clothes
appropriate to the time of day and individual preferences.

22. Staff communicates with individuals in a dignified manner.




EMPLOYMENT
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Employment
Emerging Services and the New
Reality

John Butterworth
Jean Winsor

July 28, 2022

My, i, ThinkWerk!





https://www.statedata.info/



https://www.statedata.info/





















https://static.prod01.ue1.p.pcomm.net/umass/content/Public%20Docs/employment_success_SELN_2013.pdf
https://www.selnhub.org/guidanceforconversations
https://act.thinkwork.org/index.html
https://cletoolkit.communityinclusion.org/
https://publications.ici.umn.edu/impact/34-1/weathering-the-pandemic





















https://transitionta.org/wp-content/uploads/docs/MPTE_Work-Based_Learning_Brief.pdf
https://transitionta.org/wp-content/uploads/docs/Predictor_Self-Assessment2.0_10-08-2021_Final.pdf
https://transitionta.org/effective-practices/all-predictors/
https://transitionta.org/community-partnership-guide/
https://www.statedata.info/sites/statedata.info/files/files/state_data_2021_F%5B3%5D.pdf
https://cte.ed.gov/
https://thinkcollege.net/



http://www.transitionta.org/
mailto:ntact-collab@uncc.edu
mailto:chfowler@uncc.edu













































https://risp.umn.edu/
https://acl.gov/30years
https://ici.umn.edu/series/14
https://acl.gov/HousingAndServices
https://supportstofamilies.org/






mailto:larso072@umn.edu


















https://ici.umn.edu/covid19-survey
https://ici.umn.edu/series/10
https://ici.umn.edu/series/hEb_HnE1SHejUMbWp9nerA





































