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MEETING NOTICE 

 

Medicaid Advisory Committee 
Community Integration Subcommittee Meeting 

Thursday, March 3, 2022, 3-5 PM 
 
Due to COVID-19 concerns, this meeting will be held using WebEx:  
 

• Join from the meeting link: 
https://illinois.webex.com/illinois/j.php?MTID=m501fcfbcdb0c034a53997a64d94d3374  

 
OR 
 

• Join by phone: 
+1-312-535-8110, United States Toll (Chicago) 
+1-415-655-0002, US Toll 
Meeting number (access code): 2458 482 0452  

 
• WebEx tip: You may use your computer’s audio or the phone option for sound; in our 

experience the “Call-me” option has the best sound quality.  
 
IMPORTANT: If you are calling-in and not using the WebEx link, please send an email 
Gabriela.M.Moroney@illinois.gov with MAC CI Attendee in the Subject line to provide name 
and organization for meeting minutes. 

 
HFS is committed to ensuring that this session meets the disability access needs of all 
participants. Please contact Gabriela Moroney at 217-843-1415 or 
Gabriela.M.Moroney@illinois.gov with any disability access requests as early as possible.   

 
Agenda 

I. Call to Order 
II. Roll call  

III. Review and approval of meeting minutes from January 6, 2022 
IV. Public comment  
V. Discussion of Illinois’s HCBS American Rescue Plan Act (ARPA) spending plan: 

https://www2.illinois.gov/hfs/SiteCollectionDocuments/11012021IllinoisARPHCBSEnh
ancedFMAPSpendingPlan.pdf#search=ARPA%20spending%20plan 

VI. Discussion of top Illinois HCBS workforce issues 
VII. Review proposed agendas for May and July meetings 

VIII. Discussion 

mailto:hfswebmaster@illinois.gov
mailto:hfswebmaster@illinois.gov
http://www.hfs.illinois.gov/
https://illinois.webex.com/illinois/j.php?MTID=m501fcfbcdb0c034a53997a64d94d3374
mailto:Gabriela.M.Moroney@illinois.gov
mailto:Gabriela.M.Moroney@illinois.gov
https://www2.illinois.gov/hfs/SiteCollectionDocuments/11012021IllinoisARPHCBSEnhancedFMAPSpendingPlan.pdf#search=ARPA%20spending%20plan
https://www2.illinois.gov/hfs/SiteCollectionDocuments/11012021IllinoisARPHCBSEnhancedFMAPSpendingPlan.pdf#search=ARPA%20spending%20plan


2 
 

IX. Adjourn 
 
In addition to the ARPA spending plan noted above, Subcommittee members are invited to 
review background material on the waiver for Persons with HIV/AIDS. 
• Fact sheet contains useful summary: 

https://www2.illinois.gov/hfs/MedicalClients/HCBS/Pages/hiv.aspx  
• Currently active waiver contains rich detail: 

https://www2.illinois.gov/hfs/SiteCollectionDocuments/CurrentHIVorAIDSWaiver.pdf  
 
Public Comment 
If you wish to offer comment during the meeting, please submit an email request with the 
statement MAC CI Public Comment in the Subject line.  Send this request to 
Gabriela.M.Moroney@illinois.gov no later than 5 PM on March 2, 2022.  The Department will 
try to accommodate as many requests as possible, however there is limited availability for public 
comments. At the Department’s discretion and based upon the public comment time allotted, 
each speaker will be limited to 1-3 minutes.   
 
Written comments are welcome and should be submitted to the same email address by 5 PM on 
March 2, 2022.  Please include MAC CI Written Comment in the Subject line.   
 
Specific questions the subcommittee is interested in are: 
 
• What are your recommendations for how Medicaid HCBS can be used to better support 

certain populations? 
o Immigrants, including undocumented persons 
o Persons with HIV/AIDS 
o Persons with disabilities/seniors returning to the community from jail/prison 

 
• What are your recommendations to improve career opportunities in HCBS? What are the best 

ways to support those currently providing supports without pay? 
 
 
  

https://www2.illinois.gov/hfs/MedicalClients/HCBS/Pages/hiv.aspx
https://www2.illinois.gov/hfs/SiteCollectionDocuments/CurrentHIVorAIDSWaiver.pdf
mailto:Gabriela.M.Moroney@illinois.gov
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        JB Pritzker, Governor 
         Theresa Eagleson, Director 
 
 201 South Grand Ave. East      Telephone: 1-217-782-1200 
 Springfield, Illinois 62704          TTY: (800) 526-5812 

 
 

Medicaid Advisory Committee 
Community Integration (CI) Subcommittee 

WebEx Meeting DRAFT Minutes 
January 6, 2021, 3-5 PM 

 
CI Subcommittee Members 

Present 
Amber Smock (Chair), Access 

Living 
Jessie Beebe, AIDS Foundation of 

Chicago 
Kathy Carmody, Institute on Public 

Policy for People with 
Disabilities 

Sydney Edmond, Illinois Public 
Health Institute 

Maria ‘Carmen’ Gonzalez DJangi, 
Metropolitan Family Services 

LaShun James, Addus Homecare 
Amie Lulinski, The Arc of Illinois 
Ann Lundy, Access Community 

Health Network 
Jodi Mahoney, North Central 

Behavioral Health Systems 
Missy Munday, Cornerstone Services 
Marsha Nelson, Shawnee Health 

Service 
Mark Stutrud, Lutheran Social 

Services of Illinois 
Ashley Warren, NAMI Chicago 
Greg Will, SEIU Healthcare Illinois-

Indiana 
 
Department of Healthcare and 

Family Services (HFS) Staff 
Present 

Melishia Bansa 
Emily Brigman 
Arvind Goyal, MD 
Lisa Gregory 
Cynthia Mester 
Robin Morgan 

Gabriela Moroney 
Lauren Tomko 
Pamela Winsel 
 
Other State Staff Present 
Mike Berkes, Department on Aging 

(Aging) 
Meg Cooch, Department of Human 

Services (DHS) Division of 
Developmental Disabilities 
(DDD) 

John Eckert, Aging 
Mariel Hamer-Sinclair, DHS 

Division of Rehabilitation 
Services (DRS) 

Sally Lisnek, Aging 
Amy Lulich, Aging 
Lora McCurdy, Aging 
Kimberly Mercer-Schleider, Illinois 

Council on Developmental 
Disabilities 

Sarah Myerscough-Mueller, DHS-
DDD 

Rahnee Patrick, Director, DHS-DRS 
Allison Stark, Director, DHS-DDD 
Carrie Wilcox, DHS Division of 

Mental Health  
 
Public Attendees* 
Allan Bergman 
Andrea Kindseth, LIFE CIL 
AndreaR 
Andrew Smith, DBSA he/him 
Angel Bates-Smith 
Anne Gunter 
Barb Cohen 
Becky Ogrodny 

Beth Owens 
Bob Peterson 
Brittani Provost UIC-DSCC 
Bruce Carmona 
Chante Gamby 
cthompson 
Cynthia Mester 
Darryl Robinson 
Dave Hurter 
David Berkey 
Elizabeth Nelson 
Fabian Camarena 
Gilbert Lichstein 
Hershel Jackson 
Jae Jin Pak 
Januario Ortega 
Jenna F. IMPACT 
Jesus Chuy Campuzano 
Jill Hayden 
Joyce Colton 
Juan Flores 
Kaoru Watanabe 
Kathy Weiman 
Kevin Heffernan 
Kira Meskin 
Marina Salman 
Mary Cooley 
Maureen Howard 
Ryan McGraw 
Ryan Voyles 
Shelly Richardson 
*if and attendee’s identity was 

unclear, the name appears as 
they entered it into WebEx  
  



 

 

  
I. Call to Order – Amber Smock, chairperson of the subcommittee, called the meeting to 

order at 3:00 PM.   
 

II. Review and approval of meeting minutes from November 4, 2021— Kathy Carmody 
moved to approve the minutes from November 4, 2021.  Ann Lundy seconded the 
motion, which was approved by the subcommittee.   
 

III. Public Comment – Several members of the public offered comment to the 
subcommittee: Bruce Carmona, Januario Ortega, Kira Meskin, Andrea Kindseth, Barb 
Pritchard, Maureen Howard, Kathy Weiman, Allan Bergman, and Becky Ogrodny.  
Comments conveyed issues and recommendations related to home and community-based 
services (HCBS) for individuals with disabilities, including: 

• Difficulty finding caregiver, homemakers, personal assistants, and nursing 
services, with evenings and weekends cited as a unique challenge.  

• Services covered by the Waiver for Persons who are Elderly may not meet all the 
needs of an older adult with a disability; one commenter recommended expanding 
services covered by that waiver.   

• Persons with disabilities may have limited access to information and technology.   
• Respite care is essentially important and needs additional funding.   
• Impact of caregiver strain makes access to home and community-based services 

critical.   
• Wages for HCBS caregivers are not competitive with higher wages in other 

sectors.   
• Individuals receiving HCBS and other agencies serving them encounter 

challenges working with managed care.  
• Person-centered planning is not occurring with enough regularity.  
• There is a need for more robust community-based mental health rehabilitation 

services.   
Additional public comment was received in written format and is attached as an appendix 
to these minutes.   
 

IV. Update on PUNS list – DHS-DDD Director Allison Stark presented to the committee on 
the system of care for individuals in Illinois with developmental disabilities, including an 
overview and update on the PUNS list.  Her presentation is attached as an appendix to 
these minutes.   
 

V. HCBS Settings Rule – Emily Brigman from HFS presented to the committee on the 
HCBS Settings Rule.  Her presentation is posted here: 
https://www2.illinois.gov/hfs/SiteCollectionDocuments/MACSTP01062022.pdf . 
 

https://www2.illinois.gov/hfs/SiteCollectionDocuments/MACSTP01062022.pdf


 

 

VI. Program of All-Inclusive Care for the Elderly (PACE) – Lisa Gregory from HFS 
presented to the committee on PACE.  Detailed information about plans for the PACE 
model in Illinois can be found here: 
https://www2.illinois.gov/hfs/MedicalProviders/pace/Pages/default.aspx . 
 

VII. Discussion – Subcommittee member discussion ensued.  Multiple members expressed 
appreciation for both the presentations and especially for the individuals making public 
comment.  Others noted their broadening awareness of services across all waivers, not 
only those for which they already have specific and focused knowledge. Finally, Money 
Follows the Person was cited as a potential means of expanding access to home 
modifications as well as supporting community integration for individuals leaving or 
being diverted from institutional settings.   
 

VIII. Identify agenda focus for March meeting – Chairperson Smock asked subcommittee 
members to send future agenda recommendations to her by January 31, 2022.   
 
Gabriela Moroney read the dates for the remainder of the subcommittee meetings in 2022 
into the record: March 3, May 5, July 7, September 1, and November 3.  All meeting 
times are from 3-5 PM. 
 

IX. Adjourn – The meeting was adjourned at 5 PM.   
 

https://www2.illinois.gov/hfs/MedicalProviders/pace/Pages/default.aspx


Illinois Department of Human Services
Division of Developmental Disabilities
DDD Update for MAC Community 
Integration Subcommittee
1/6/2022

Allison Stark
Director, Division of Developmental Disabilities



DDD System Overview

FY 22 Budget: ~ $2.3 billion

Staff Total: ~ 4,100

• Administers 3 Home and Community Based (HCBS) Medicaid Waivers:

• Adults with Developmental Disabilities (DD) Waiver

• Children’s Support Waiver 

• Children’s Residential Waiver
• Funds and provides placement for Intermediate Care Facilities for 

Individuals with I/DD (ICF/DD)
• Operates 7 State Operated Developmental Centers (ICF/DD)
• Funds grant programming including Respite, Epilepsy programming, etc



Illinois System Challenges

Past (and current) system challenges:

• Ensuring appropriate rates for services and appropriate “buying power” 
for individuals using self-directed supports

• Impacts of the nationwide staffing crisis

• Impacts of COVID-19 on the service system

• Increasing service quality during this significant period of instability

• Support for children and adults that are dually diagnosed with I/DD and 
behavioral health needs and/or high medical needs

• Support for children and adults with specific needs that require more 
individualized supports

• Moving the system to being more person centered, individualized and self-
directed



Illinois System Data Points

We have invested approximately $470 million in new Home and Community 

Based Services spending since FY 16 (52% increase).

• In FY 16, we were spending just over $900 million on HCBS services and 

supports.

• In FY 22, we are estimated to spend close to $1.4 billion on HCBS services 

and supports. 
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DD Community Waiver Spending
FY16 to FY22

DD Community Waiver spending 
since FY16 has increased by $470 
million.

An increase of 52%



FY2010 FY2011 FY2012 FY2013 FY2014 FY2015 FY2016 FY2017 FY2018 FY2019 FY2020 FY2021 FY2022

DSP Hourly Wage $10.71 $10.71 $10.71 $10.71 $10.71 $10.71 $10.71 $10.71 $11.46 $11.96 $13.00 $14.50 $16.00

Illinois Min. Wage $8.00 $8.25 $8.25 $8.25 $8.25 $8.25 $8.25 $8.25 $8.25 $8.25 $9.25 $11.00 $12.00
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Division of Developmental Disabilities 
DSP Hourly Wage 
FY2010 to FY2022

The DSP hourly wage has increased by 
$5.29 since the end of FY2017 - an 
increase of 49%.

Hourly DSP Wage at end of FY (no fringe)

State of Illinois minimum wage
(Does not reflect Cook County or Chicago minimum wage) 







PUNS List

• The State’s database that registers children and adults with I/DD who want or need 
HCBS waiver funded DD services

• As funding is available, based on appropriation, people are selected from PUNS for 
services

• There are two categories of people on the PUNS List:

– Seeking Services:  Children and adults who currently need or desire services –
PUNS selections are made from the Seeking category only

– Planning for Services:  Children and adults who do not currently need or 
desire services but may in the future



PUNS List

• Since 2018  “early notice letter” notifies individuals of their anticipated selection 6 
months prior to official PUNS pull notification

• Children and Adults with I/DD and their families work with their local Independent 
Service Coordination (ISC) Agency to register on the PUNS

• Per the Ligas Reasonable Pace requirement, for FYs 21–25, the State must have at 
least 630 individuals from the PUNS List enter into services each year. After FY 25, 
no individual can wait more than 60 months (5 years) in the seeking services 
category. We are currently exceeding these requirements!



Individuals Selected for Services (PUNS pulls)

FY 18 – FY 23

*Indicates number of pre-selection letters sent

917

900

1,251

1,561

1,593

1,216*

0 200 400 600 800 1000 1200 1400 1600 1800

FY 18

FY 19

FY 20

FY 21

FY 22

FY 23





Illinois System Data Points

Our PUNS number continues to be inflated due to our tracking system. Most 
states only count those that are eligible to be selected and seeking services.

The 14,375 continues to reflect 5,020 children and adults in the planning 
category/already selected category.

There are actually 9,355 (6,385 adults and 2,970 children) that want 
services and are in the seeking category.



60 or more months 48 to 59.99 months 36 to 47.99 months 24 to 35.99 months 12 to 23.99 months  0 to 11.99 months

# of people 94 982 1,123 1,409 1,251 1,526
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Eligible Adults on PUNS 
and their time waiting while seeking services

as of November 2021

There are 6,385 seeking adults on PUNS as of 
November, 2021.

For FY 22 we pulled people waiting 57 months. 
Time continues to accumulate throughout the year.



FY 22 Initiatives

• HCBS Waiver Amendment & Waiver Renewals

• Supports Waiver

• Person Centered Planning Process

• System Capacity Assessment for Higher Need Individuals

• Settings Rule Implementation

• Competitive Integrated Employment Expansion

• Supportive Housing Models Expansion

• Implementation of the FY 22 budget



Thank You!

Questions?
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Moroney, Gabriela M.

From: Januario < >
Sent: Tuesday, December 21, 2021 1:00 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Public Comment

Categories: CI

Dear Moroney, 
 
     Comment #1: Faster service via phone and in person. 
 
Sincerely, 
 
 
 
Januario Ortega 
 
Sent from  for Windows 
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Moroney, Gabriela M.

From: Parks, Teresa
Sent: Monday, January 3, 2022 1:25 PM
To: Moroney, Gabriela M.
Subject: written testimony for community integration

Categories: CI

I am the parent of a soon-to-be 30 year old son with Down Syndrome who continues to live at home with a limited # of 
hours for a personal assistant to help him while both parents work.  Our son works a few hours per week at a 
community job.   His personal assistant helps during the daytime while we are at work, and, as parents we provide 
caregiving in the evenings and on the weekends.  Some gaps/needs we have experienced include the following: 
 

1. When my son was transitioning out of education, the school provided no information about adult 
services.  Instead, they simply invited the congregate day provider (an option that we did not want) to attend his 
IEP.  More needs to be done to connect students with disabilities, while still in school, to a range of options to 
decrease delays in accessing services. 

2. While my son was in school, the school did involve the DRS STEP program which led to community employment 
after he left school.  However, I know of many parents whose schools do not engage this program.  More needs 
to be done to facilitate student access to the STEP program. 

3. DRS funding for job coaching is time-limited but many, including my son, would benefit with a longer time with a 
job coach.  This might also facilitate increased employment opportunities.  In addition, more needs to be done in 
the area of customized employment to facilitate even more employment opportunities for my son and others. 

4. Illinois needs to take steps to transition to supported living like other states have.  Supported living is where 
individuals choose where they want to live – with their parents, in an apartment, in their own home, etc. Then, 
services come to them based on their needs whether they need 24 hours supports or a few hours per 
week.  Illinois’ structure for DD services is heavily reliant and stuck on congregate living/work options and 
movement toward more progressive approaches seems very, very slow.  Congregate living would be detrimental 
for my son from a health perspective and due to sensory issues.  We have a limited amount of personal 
assistance hours that would not cover his needs should we not be able to provide evening and weekend 
care.  So, supported living in one’s home of choice with increased access to support hours would offset the 
difficult choice of an undesired congregate living arrangement or ongoing caregiving by aging parents.  

5. In my work in the field of disabilities, I know that persons with more intense behavioral needs face greater 
barriers and limited access to services.  Access to more behavioral supports as well as crisis supports are 
warranted for these folks. 

 
Thank you for this opportunity to share testimony. 
 
Teresa Parks, Parent Member of the ICDD, Metamora IL. 
 
 
State of Illinois - CONFIDENTIALITY NOTICE: The information contained in this communication is confidential, may be 
attorney-client privileged or attorney work product, may constitute inside information or internal deliberative staff 
communication, and is intended only for the use of the addressee. Unauthorized use, disclosure or copying of this 
communication or any part thereof is strictly prohibited and may be unlawful. If you have received this communication in 
error, please notify the sender immediately by return e-mail and destroy this communication and all copies thereof, 
including all attachments. Receipt by an unintended recipient does not waive attorney-client privilege, attorney work 
product privilege, or any other exemption from disclosure.  
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Moroney, Gabriela M.

From:  < >
Sent: Monday, January 3, 2022 5:51 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Public Comment

Categories: CI

To who it may concern,  
 
I would like to submit a public comment for the The Medicaid Advisory(MAC) Community Integration Subcommittee 
meeting.  
 
My son is apart of the DSCC MFTD program because he has Spinal Muscular Atrophy Type 1. Even though he has been 
allotted nursing care, with the current nursing shortage, we are unable to use this benefit. I believe that HFS should 
adapt the program of paid parent caregiver. I am the sole parent in this situation and I simply cannot hold traditional 
employment due to my sons therapy and appointment schedule. The only income we receive is his SSDI. We are lucky to 
receive monthly food stamps. Having the paid parent caregiver program would allow me to be able to set aside money 
so that I can eventually look for an ADA compliant home for his wheelchair. I would be able to afford gas for 
transportation. I could afford to make sure my heat and electricity stay on. I could afford his equipment that is needed 
for his therapies. I would do any sort of training and take any necessary steps in order to be eligible for this program.  
 
And I do know that this would not only effect my family, but mainly families who are all barely surviving right now.  
 
Please take this option into consideration.  
 
Thank you  
Michelle Tynski  
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Moroney, Gabriela M.

From: Laura Zacharski < >
Sent: Monday, January 3, 2022 7:34 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Written Comment

Categories: CI

As a Transition teacher for students with significant cognitive disabilities including health needs and behavioral needs, I 
continue to see families struggle to find community participation and support that will accept their child requiring total 
support.  
 
 
 
Laura Zacharski  
SASED Transition Teacher  

 (school phone)  
 (Google voice)  

 
     M    m      m  
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Moroney, Gabriela M.

From: Ana Cruz < >
Sent: Monday, January 3, 2022 11:57 PM
To: Moroney, Gabriela M.
Subject: [External] HCBS testimony

Categories: CI

Good morning Gabriela, 
 
Thank you for let you know our experiences over the years in this program, we send you our writing testimony: 
 
• Which groups of Medicaid enrollees are not fully served by Illinois Medicaid-funded home  
and community-based services? What barriers are they experiencing?  
The Children community. Most of the preferences are for services for adults and there are just few 
services available for children, however after to insist on requesting it, the paperwork and 
requirements are slower and more cumbersome to delay as much as possible the service or request, in 
addition to the almost no interest in helping clients from Latino families belittling their situation or 
understanding capacity assuming that that families have “low cultural level” under the pretext of just 
their "language".  
  
• Where and with which populations is demand for home and community-based services  
rising?  
In Southern Illinois for services related of PSW, ABA, OT, SLP or any specialist that could provide 
services through the waiver because nobody wants to be involved or unknown the HBS waiver.    
  
• Do delays exist in accessing Medicaid HCBS services? If so, which services are affected and  
what is your understanding of the nature of the delays?  
Yes, in our experience we had to wait more than 3 years in the paperwork and process to request 
specifically a safety fence for our son, the delays were because the ISCs were not proactive and able to
provide the accurate information and well communication between providers, agencies, and client. 
There are no penalties or incentives to do their work.  
 
 
• What are some ideas for expanding access to Illinois Medicaid home and community-based services?  
Agencies and ISCs must be better prepared and willing to serve the client in their request for service, 
instead of complicating it and obstructing this process with the intention of delaying or denying the 
requirements, thereby causing them to have start all over again re-request each time there is a 
rejection. Agencies must work together along with the client, not just for “a client” to cover their 
schedule time, they have to be respectful with the clients who decided to be "self-Independent" and 
DHS has to provide same information and training as provide to Agencies, also the requirements of the 
processes and services must be clearer and more precise in such a way that they can be fulfilled at 
once and without delays. The training for Agencies and families must be stated in the law to be 
provided in no more than 30 calendar days as well as the services to be provided in no more than 60 
calendar days, stating that if this is not fulfilled timely, the HBS must deliver the resources to the 
parent/guardian of the client to have the services he/she needs in no more than 60 days with any 
private certified provider or with any private health insurance in order to obtain the required service, 
but this service must be provided to the client.  
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Thank you, 

Ana and Martin Cruz 
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Moroney, Gabriela M.

From: msm62184 < >
Sent: Tuesday, January 4, 2022 7:59 AM
To: Moroney, Gabriela M.
Subject: RE: [External] MAC CI Written Comment

Categories: CI

My apologies, my signature did not save. My name is Monica Mitchell  
 
 
 
Sent from my T-Mobile 4G LTE Device 
 
 
-------- Original message -------- 
From: "Moroney, Gabriela M." <Gabriela.M.Moroney@Illinois.gov>  
Date: 1/3/22 7:37 PM (GMT-06:00)  
To:   
Subject: RE: [External] MAC CI Written Comment  
 

Hello!  I’d be happy to provide your written comment to the subcommittee and include it in the record of the 
meeting.  Is there a reason you have not provided your name?  I’m not certain we can include anonymous comments 
but if that is your preference, I will check with our legal folks and include if permitted.   

  

Gabriela 

  

From:  < >  
Sent: Monday, January 3, 2022 6:43 PM 
To: Moroney, Gabriela M. <Gabriela.M.Moroney@Illinois.gov> 
Subject: [External] MAC CI Written Comment 

  

Good evening  

  

I am a disability care coordinator with County Care and wanted to provide feedback on the following.  

  

1. Which groups of Medicaid enrollees are not fully served by Illinois Medicaid-funded home and community-based 
services? What barriers are they experiencing? 
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Individuals with mental health, intellectual disabilities, and substance use are not being fully served due to engagement 
barriers. The DON screening does not address mental health or intellectual delays and focuses on physical and medical 
needs.  

  

2. Where and with which populations is demand for home and community-based services rising? 

The south and west side of Chicago, with few staff in the area to meet the needs and current demands to support the 
population. There is an increase in clients with complex medical needs, mental health, developmental delays, and 
substance use concerns.  

  

3. Do delays exist in accessing Medicaid HCBS services? If so, which services are affected and what is your 
understanding of the nature of the delays? 

I believe there are delays with receiving the services. We need to be provided with current and correct contact information 
for new members, including the current POA or guardian. If it is a transfer from a different MCO we should receive the 
previous SP within 30 days. Barriers exist with homemaker services due to language barriers and engagement concerns. 
Members often do not answer phones to engage with service providers. The biggest delay relates to PA services, as it 
takes a long time for the provider to be approved, paid, and onboarded. MCO's bare the burden of initial engagement, 
which leads to confusion because we are not state employers, or aware of state HR polices and rules. This also impacts 
our ability to provide care to medically complex members and support care coordination. It also presents as a conflict as 
we support the member and not the provider and can lead to boundary concerns in the event that we did not place abuse 
and neglect calls against the provider on the members' behalf.  The state should be held accountable to manage the PA 
process, so that disabled individuals can be fully supported by their care coordinators. Care coordinators specifically 
selected this job to help underserved, vulnerable members of society improve their health, autonomy, and dignity in the 
community.  We went to school and pursued training to excel at this, so why are we being expected to be HR assistants to 
the state, when we cannot access anything needed to approve the IP provider, or issue payment for services rendered? It 
is not an effective method to manage our time, and is a waste of resources and tax dollars to have MCOs manage what 
the state should be managing.  

  

4. What are some ideas for expanding access to Illinois Medicaid home and community-based services? 

Setting caseload limits for care coordinators given the complex needs of the members.  

Having different levels of care coordinators (I, II, III, IV, V) which each increasing level having more credentials and a 
smaller caseload to manage complex cases.  

  

Contract to an outside agency to manage the PA process because I don't think the state can effectively manage the 
process. It should not take 7-8 months for an IP provider to be approved and another 4 months for them to be paid. It is 
completely unacceptable and probably would not occur if we were not dealing with vulnerable members of society. Please 
hold these state workers accountable. Let them go a year without pay so they can emphasize with the vulnerable 
members they do not fully support.  

  

  

Thanks and I hope you can make changes on the last two items. It would change lives.  
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State of Illinois - CONFIDENTIALITY NOTICE: The information contained in this communication is confidential, may be 
attorney-client privileged or attorney work product, may constitute inside information or internal deliberative staff 
communication, and is intended only for the use of the addressee. Unauthorized use, disclosure or copying of this 
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Pronouns: she/her. Please tell me yours.                  

Blue Tower Solutions, Inc. 

 

 (direct line) 
 (direct e-mail) 

 
Discover your passion.  Live your purpose.  Celebrate your journey. 
 
CONFIDENTIALITY NOTICE:  This electronic mail transmission, including any attachments, 
is privileged and confidential and is intended only for the review of the party to whom it is 
addressed.  If you are not the intended recipient, you are hereby notified that any use, 
disclosure, dissemination, distribution, or reproduction of this message or the information 
contained in this message is strictly prohibited.  If you have received this transmission in 
error, please immediately notify the sender and delete this message. 
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Moroney, Gabriela M.

From: Sherry Healey < >
Sent: Tuesday, January 4, 2022 4:16 PM
To: Moroney, Gabriela M.; 
Subject: [External] MAC CI Written Comment

Categories: CI

Dear Gabriela and Amber, 
 
Thank you for the opportunity to provide feedback regarding the HCBS waiver.  
 
I serve as the Board President of Community Access Naperville, President of CAN Consulting, Chairperson of the IDHS 
Autism Task Force Adult Services Subcommittee, and parent to Michael, a recipient of HCBS.  
 
Groups not fully served by HCBS include those with high support needs (more than 1:6 staff:participant ratio), those 
with a developmental disability without intellectual disability, and those seeking residential services. 
 
Recipients of Home Based Services have the ability to hire a parent as a personal support worker, and then the parent 
can use the funding to most appropriately meet the needs of the individual served. As a CILA resident, this flexibility of 
funding does not exist. CILA daytime funding can only be used to pay for licensed Community Day Services. While CDS 
programs are working hard to transition to community-based programming, individuals with higher support needs (i.e. 
1:3 staff:participant ratio), or varied interests, do not have the opportunity for person-centered community integration.  
 
Individuals on the autism spectrum with IQs above the limit to be considered Intellectually disabled are not eligible for 
services under the HCBS waiver. An individual with a Developmental Disability that impacts their ability to work and care 
for themselves independently are denied much-needed services and should be included in HCBS. While their needs may 
not be as extensive as those who need 24/7 support, they are often in need of counseling, social skills support groups, or 
long-term supported employment services. Employment challenges for these individuals are generally not job skills 
related, but soft skills that may not present significantly until they have been on the job for several months. 
Unfortunately, DRS funding is time-limited. 
 
CILA capacity is significantly below demand. Personally, we have been searching for CILA placement for over 3 years. 
Multiple agencies have advised our ISC that they do not have any openings, and one agency considered but rejected 
Michael due to epilepsy. We have been in talks with an agency regarding opening a new home (an hour away from our 
family home) for two years. Of the 6 staff needed, they have been able to hire only one.  
 
As minimum wage increases in Illinois, the requirement for earnings to remain below Substantial Gainful Activity in 
order to remain eligible for HCBS is becoming more of a challenge. Other states (e.g. Tennessee) have set a higher 
earnings limit. Many HCBS recipients can work more hours, but are limited by their need to remain eligible for HCBS, 
especially for residential support. Unbundling SSI/SSDI and CILA funding should also be considered, in order for CILA 
residents to utilize housing subsidies and encourage employment without loss of revenue for the agency.  
 
Again, I appreciate the opportunity to give input.  
 
Best regards, 
Sherry Healey 
 
P.S. I would like to attend the meeting on Thursday. Can you please send the link? 
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Moroney, Gabriela M.

From: Gayle Griffin &  < >
Sent: Tuesday, January 4, 2022 4:31 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Written Comment

Categories: CI

Good afternoon! 
 
Thank you for providing an opportunity to submit a written comment to the Medicaid Advisory Board.  Upon reading the 
questions that are of interest to the MAC Board, I felt this was an avenue to address my request.  I have also spoken 
with local and state legislators in regards to this matter. 
 
My daughter is 23 years old and currently attends a post-secondary program, RISE, at Judson University in Elgin, 
Illinois.  This is her second year in the program and we have seen great gains both academically and socially since 
enrolling at Judson.  She was born with Down Syndrome.  In spite of her diagnosis, we have always advocated for 
inclusion and she spent the majority of her public education in mainstream classes.  Her goal was to further her 
education and receive a college experience.   
 
She was recently pulled from the PUNS list and approved for Home Based Services.  I had hoped that the funding for 
these services could include financial support for her tuition, but was informed that was not currently an option.  I would 
respectfully request the MAC Board take into consideration the changes in education opportunities for individuals with 
disabilities and consider approving medicaid waiver funding for postsecondary services whether it be in a university such 
as my daughter attends, a trade school or community college.  With the passage of HB 3950, community colleges and 
other entities are directed to provide access to higher education for students with disabilities.   
 
However, the lack of scholarships and other financial aide available to this population make it difficult for them to take 
advantage of these new opportunities.  I believe with the changing landscape of education and employment for 
individuals with disabilities, the Board needs to look at other options for those dollars to be used.  Investing in 
continuing education with the goal of a more independent, self-directed future  would certainly be a worthwhile cause. 
 
As my daughter completes the two year certificate program this year, the University recently announced plans to 
expand RISE to a 4-year program with more paid work related opportunities and assisted living skills.   It is an exciting 
chance for my daughter to continue her dream of semi independence and competitive employment.  Unfortunately 
when she was young there were no programs like this available and we were not encouraged to save for college.  I have 
been utilizing my retirement savings to invest in my daughter.  I'm sure many other parents of disabiled children are in 
the same predicament.   It would be a wonderful advancement if the Medicaid Waiver funding could be used in this 
manner. 
 
Thank you for taking time to read my request.  I appreciate the work your committee does to improve the life of my 
daughter and so many others. 
 
I would be happy to speak more about this request.  Feel free to reach out with any questions or comments. 
 
With graditude, 
Gayle Griffin 
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Moroney, Gabriela M.

From: Jonathan Neidorf >
Sent: Tuesday, January 4, 2022 4:44 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Written Comment

Categories: CI

Dear Ms. Moroney, 
 
Please share the following testimony with the subcommittee. Thank you. 
 
I am a researcher and my work focuses on community integration of people with intellectual/developmental disabilities 
(IDD). Previously, I was a Direct Support Professional (DSP), job developer, and administrative staff in two disability 
service providers in the greater Chicago area. I have been exposed to many different philosophies on how people with 
IDD ought to live. In my professional opinion, based on personal and scientific observation, people with IDD deserve to 
live both as independently and integrated in the community as possible, and an extensive HCBS system is crucial to 
providing such opportunities. 
 
Illinois must increase its investment, financially and philosophically, in HCBS, not large institutions. Intermediate care 
facilities are not just inefficient and costly. The people living there are denied their rights to privacy, autonomy, and 
independence, solely on the basis of their disability. I have seen time and again the inspiring changes in people's 
qualities of life as they are given more opportunities to live independently. This is most obvious in moving from large 
state-operated developmental facilities to smaller community-integrated homes. Illinois's priorities to respect people 
with IDD and improve their quality of life must include strengthening HCBS financially and offering more people the 
opportunity to live in integrated settings. 
 
Thank you, 
 
--  
Jonathan Neidorf 
he/him/his 
C:  
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Moroney, Gabriela M.

From: Joan Martin < >
Sent: Tuesday, January 4, 2022 4:45 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Written Comment 

Categories: CI

Hello- 
My 2 adult children have I/DD and live fully engaged lives that were created with them through their education process 
in preparation for Adult Living. ISBE encourages partnerships with family and community.  How is this philosophy 
described in the IDHS/DDD?   
 
My adult children live in an Individually Owned CILA in the Northern Suburbs of Chicago.   
 
Since the process of transitioning to CILA services began in their lives over 10 years ago we often find it shocking how 
much parents are asked to be "fill in support staff” instead of “parents.”  Yet, they are not viewed as team members or 
welcomed into the processes of supports and services.   
 
Providers in general, find it financially and physically challenging to provide their clients with access to an inclusive 
community with individualized jobs and activities.   Home numbers are still to large and there is not funding to think 
about how to give access to an independent or individualized life.   
 
Case Management lacks in hours and qualified personnel to provide Person Centered services and supports.  
How does the division provide required Person Centered Living Training?   
Are these tenants of PCL left to the discrepancy of the provider?  
Is there required training and oversight from top down personnel?   
 
Case Management is needed to: 
Grow Supported Decision Makers (Not just removing guardianship)  
Teach Financial Wellness so clients can learn how to be skilled decision makers (for their personal safety and 
enjoyment)  
Provide Quality Healthcare Oversight and Management by Nurses 
Create Communications with Employers to support ongoing integrated/customized employment  
Search Social Opportunities to explore truly integrated lives in established community sites. (Clubs, Library programs, 
Rec Centers, Social Groups in areas of interest.) 
 
There is a concern that QUALITY OF LIFE is too subjective in the process of measuring provider’s competencies.  BALC 
does not take these important factors into consideration when measuring a providers performance.   
 
Thank you for the opportunity to share our concerns in these areas for the security of Long Term Supports and 
Services.  One of my Adult Children has intense support needs and there seems to be a lack of awareness for this low 
incidence population,  in regards to  the array of supports and services needed to live a full and healthy life. If not now… 
how can we know that without our presence in the inevitable future, that our Adult Children will be provided for 
appropriately? 
 
Has the division had discussion regarding specialized care provided as supports to the provider/individuals for this 
population of clients.   
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Thank you- 
Joan Martin 
Good Life Designers, LLC  
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Moroney, Gabriela M.

From: Therese Bandstra < >
Sent: Tuesday, January 4, 2022 4:48 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Public Comment

Categories: CI

Dear Gabriela, 
 
I received an email from the Arc of Illinois about IDHFS seeking comment from the public about unmet needs for 
improving community integration for individuals with disabilities. 
 
I have a 34-year-old daughter who is mentally disabled. She and 3 other compatible women would like to live in a 4-
person CILA in our town of Ottawa, IL where they have jobs. We are looking to begin a new CILA, a small one, in which 
there is a limited amount of people living in the house. We hope to have a small setting to limit exposure to Covid; we 
also hope for a program that allows them to go to their jobs daily and NOT go to a day program where they have contact 
with a large group and thus more exposure to Covid. 
 
I am not sure that my local agency has the vision for this kind of setting. With Covid appearing to be an ongoing concern, 
smaller groups of disabled individuals living together and being allowed to continue their lives safely with freedom is an 
unmet need. 
 
I would appreciate any direction you can give me on this. 
 
Thank you, 
Therese Bandstra 
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Moroney, Gabriela M.

From: Mary Ann Ogilvie < >
Sent: Tuesday, January 4, 2022 5:09 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Written Comment in the Subject line

Categories: CI

Good afternoon, Ms. Moroney, 
  I am writing to provide comments for the MAC Integration Subcommittee that meets tomorrow. My comments are 
based on my personal experience with HCBS services for my 24-year old son David. Our agency is Clearbrook. 

1. The agency has not been able to find another PSW. David has one PSW who often cancels his weekly 3-hour 
visit. 

2. In the past, my husband and I have spoken with the CEO of Clearbrook and discussed the idea of our providing a 
home for Clearbrook to use as a CILA so our son has a good and healthy place to live. We would consider giving 
them the home. We were told that, although this is a generous offer, Clearbrook would not use the home as a 
CILA, but rather sell it and use the funds for expenses. They need money and staffing more than they need a 
structure. 

Thank you. 
MaryAnn Ogilvie 
Sent from for Windows 
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Moroney, Gabriela M.

From: Gibson, Jo < >
Sent: Wednesday, January 5, 2022 4:11 PM
To: Moroney, Gabriela M.
Subject: [External] MAC CI Written Comment

Categories: CI

Specific questions the subcommittee is interested in are: 

• Which groups of Medicaid enrollees are not fully served by Illinois Medicaid-funded home and community-based 
services? What barriers are they experiencing? 

Barriers to allowing choice of living arrangement to participants. 

A lack of providers, especially those providers wanting/willing to provide Intermittent CILA only 
services.  The DRAFT – Intermittent CILA (ICILA) Services and Supports Clarification of Program Scope 
and Billing  https://www.dhs.state.il.us/page.aspx?item=138217  scope limits appropriate services 
and supports necessary for less than highly funtioning IDD individuals.  In addition, 
Administrative costs are embedded in each billable service which  takes away from hours for 
direct support.   

• Where and with which populations is demand for home and community-based services rising? 

Less than highly functioning IDD individuals who do not want 24/7 CILA yet would be able to 
function in Intermittant CILA situations with adequate support.  

• Do delays exist in accessing Medicaid HCBS services? If so, which services are affected and what is your 
understanding of the nature of the delays? 

Lack of provider services. 

Lack of affordable housing. 

Lack of DSPs 

Families seem to be 'on their own' to find an appropriate provider.  

• What are some ideas for expanding access to Illinois Medicaid home and community-based services? 

Appropriately FUND! 

Respectively, 

Jo Gibson, parent/guardian of IDD individual and Waiver Participant 

 

 



To whom it may concern, 

 

Thank you for allowing me to be a voice for people with mental illness who need much more 
care and support than the current system offers. After working almost thirty years at the Elgin 
Mental Health Center, I have witnessed countless tragedies that could have been avoided had 
more people understood mental illness, knew when and where to access care and then felt 
comfortable enough to say they had sick brain health.  

I have witness numerous discharges into the community where twenty- or thirty-year-old 
individuals are delivered to nursing homes. They are promised a bus pass, a transition into the 
new area (which does not include health clubs, libraries, recreational facilities or any local 
facility which can maintain or facilitate their wellness), a monthly allowance, and an agency that 
will help them “move on” living back into the community.  

These things are required to complete the mission for people to achieve the recovery promised to 
them should they faithfully fulfill their obligations for 8, or 15, or 25 years at the mental health 
center. However, for an individual discharged to a nursing home, there is little hope that any of 
this will happen.  

Individuals in their thirties are discharged to a nursing home with no adequate funding in place. 
Half a year goes by and no one at the nursing home has even had time to fill out the application 
needed for a mental health disability. Lack of funding creates no access to a monthly allowance 
($2 a day; while the nursing home keeps the rest and then bills Medicaid any inordinate amount 
of money per month for care), a free bus pass, or to qualify for any agency to interact with them. 
For a person to spend so many years at a state facility to be fully recovered and then left 
unequipped in nursing homes is unacceptable.  
 
People living with mental illness need an advocate. Someone who knows them, someone they 
trust. A person who is part of their discharge plan. This advocate would be assertive and 
supportive in seeking the things they need, for if the discharged person is too proactive in trying 
to rebuild their lives, this is sometimes viewed in a negative, symptomatic way.   
 
I am asking the committee today to please take care and compassion in making decisions when 
people with mental illness are trying so hard to stay well in a system set up for them to fail. I ask 
you to imagine yourself living in an institutionalized setting waiting, hoping, praying for 
someone to advocate for you; someone to help navigate the system and remind you everyday 
why waiting is the only thing you must do because in time (if you don’t get sick again during this 
process) you can maybe live to your fullest potential.  
 
Thank you for your time and consideration.  
 
Warm regards, 
Becky Ogrodny  
 



I’m Kathy Weiman and I’m here today representing the Illinois Council of 
Care Coordination Units.  The more than 35 Care Coordination Units, 
working on behalf of the Illinois Department on Aging, are present in 
every community in Illinois providing case management and linkage to 
HCBS through the Community Care Program as well as connecting to 
available resources in each community.   

In this role, we have been working parallel to the Managed Care 
Organizations with the rollover of many older adults who are on Medicaid 
to the MCO’s since 2017.  As such, we directly encounter barriers to care for 
individuals served by the MCO’s when we connect with them through an 
annual assessment or when they contact us for help. 

Last month, we reached out to the Care Coordination Units and asked for 
them to share situations or examples of challenges they have encountered 
with accessing MCO assistance.  Within a short two weeks, we received 
more than 75 examples of barriers to access to care for Illinois’ older adults. 

This list is indicative of the ongoing challenges we have dealt with since 
2017.  More than half of the cases involve older adults not being able to 
contact the MCO or contact was made and they have received no response.  
These include situations where a Care Coordinator from the Care 
Coordination Unit has contacted the MCO and received no response.   The 
other half involved  

-delayed, or very late responses to emergent needs,  

-required assistance from the Care Coordination Unit to find the right 
contact 

-the MCO terminating services without any explanation,  

-the MCO redirecting back to the Care Coordination Unit to follow 
up in cases that the MCO has responsibility for.   

 



In one case, a Care Coordinator contacted the MCO to share a high 
risk home with hoarding, bed bugs, mice and general filth.  The 
participant was unbathed, wearing dirty incontinence products.  
When the Care Coordinator got ahold of the MCO contact, she stated 
she was “aware the house was in bad condition three months ago but 
spoke to the participant by phone and did not conduct a face to face 
visit because they don’t do face to face visits.”  The Care Coordinator 
pulled together community resources to provide mental health 
support, ongoing case management, intervention with the bed bugs 
and mice and coordinated services with a daughter who has a 
disability through the Department of Rehab services. 

In another situation, the Care Coordinator went out to do the annual 
assessment.  The participant was outside on the porch because she 
had no air conditioning or fans and half of the home’s roof was 
collapsed.  The participant shared she had tried repeatedly to contact 
her MCO but could never get ahold of anyone.  The Care Coordinator 
mailed the scenario to the MCO, again, no response.  In this situation, 
the Care Coordination Unit used their own emergency funds to 
purchase fans and a stand along air conditions.  They are working 
with Rural Development in the area to help fix the home. 

A Care Coordination Unit received a call from the local homemaker 
agency regarding a participant who was having to move out of her 
home due to toxic black mold.  They reported they had called the 
MCO several times but never got a response.  The CCU is now 
pursuing use of Title III funds and possible emergency funds to get 
rid of the mold. 

A participant was found deceased in her home and had been for 
several days.  She had been with an MCO since July, 2021 and in and 
out of the hospital since July.  No contact was made by the MCO and 



the participant was unable to reach the MCO.  No one provided in 
face to face well-being checks. 

During an annual home assessment visit, Participant reported having 
a broken electric wheelchair.  The client has polio and is now 
bedbound because of the wheelcahri being broken.  MCO is aware 
but have not communicated nor taken steps to resolve the issue.   

And yes, the list goes on and on.   

Separate from Managed Care challenges to accessing appropriate 
HCBS for older adults, the Care Coordination Units also are seeing a 
large barrier related to lack of homemakers.  We frequently set up a 
care plan for an older adult to remain safe and healthy in their home, 
but have difficulty finding a homemaker agency able to staff these 
individuals.   

As well, the Medicaid Estate Recovery requirement remains a barrier 
as many older adults do not want to sign over their home to the state 
in order to be eligible for services. 

 

Respectfully,  

 

Kathy Weiman, CEO 
Alternatives (for the Older Adult, Inc.) 
 
Presenting as Vice-chair, Illinois Council of Care Coordination Units 



My name is Kira Meskin and I serve as a Community Reintegration Advocate at 
Progress Center for Independent Living for people residing in nursing homes and long-
term care (LTC) facilities. Also during the pandemic, I have been doing a lot of 
emergency response work, particularly for people utilizing Home and Community Based 
Services (HCBS).  

To highlight some of the barriers my consumers and friends have been dealing with: 

- Hiring Personal Assistants: People have been facing significant difficulties and 
delays in hiring PAs, especially when it comes to getting someone to work 
evening/weekend hours. If you are a person who relies on PAs to help transfer 
you out of bed, not having this assistance is literally a matter of life or death. 

- Homemaker agencies: There has been considerable turnover, which creates 
significant disruption in the quality of care they receive.  

- At this time, there are people ages 60 and older who are presently stuck in 
institutions against their choice and are not being “allowed” to transition to the 
community, because the Dept. of Aging’s HCBS don’t meet their needs. This 
ongoing, systemic issue undermines both the Supreme Court Olmstead Decision 
and our state’s consent decrees, which is a huge concern. 

- There is a growing need for services under the Persons who are Elderly waiver; 
however, unless a person is utilizing the Brain Injury or HIV/AIDs waivers through 
Dept. of Human Services’ Div. of Rehab Services (DHS/DRS), it seems 
particularly backwards that the amount and types of services are more limited as 
people age.  

Aging in place is a widely known healthcare trend and best practice, which inherently 
relates to expanding our state’s HCBS. On that note: 

- We need to incentivize PA positions by increasing their pay and offering 
additional benefits, especially during a pandemic where it’s hard enough to hire 
people to do frontline direct care work. Paying PAs $15.50/hour doesn’t cut it 
(based on DHS/DRS’ current pay rate). Also, a majority of PAs are people of 
color and immigrants, which further exacerbates the health disparities we all 
know exist. This is not a new issue and has been ongoing for years. Something 
finally needs to change.  

- Expanding home modification services not only promotes one's safety, 
independence, and quality of life, it avoids people from having to go to the 
hospital. During the pandemic, what we know is that there has been an increase 
in hospital discharges to nursing homes and LTC facilities, which is the last place 
people should go when more than half of our state’s Covid-related deaths have 



been in congregate care settings. Also, to even transition out of a nursing 
home/LTC facility, it can take on average at least 1-1 ½ years. 

- Dept. of Aging needs to expand their Community Care Program to include direct 
assistance with transferring in/out of bed (including the use of transfer devices), 
set-up and administration of medication, completing personal hygiene tasks 
related to toileting, diabetes management, feeding tube assistance, etc. It also 
needs to include an increase of hours more than only once a day, a few days a 
week, as well as assistance during the weekend.  

- It is wonderful that Illinois’ Front Door Diversion Program was established 
recently in July, and we also need to keep developing it. To my knowledge, this 
program focuses on diverting people who experience mental illness and have 
psychiatric needs; however, people with physical disabilities and who have 
intellectual and/or developmental disabilities (I/DD) also need to be prioritized so 
that way they are not placed in institutions to begin with.  

- Access to information and technology are huge barriers for people with 
disabilities. As part of providing effective communication, it is best practice for 
state agencies and MCOs to utilize multiple means of communication. This 
means sending mail and making phone calls and sending texts messages and 
emails. It also means that information needs to be shared more than once, 
otherwise these efforts are mostly futile, especially when it comes to emergency 
response and recovery services.  
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