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Goals for 
this 
morning:

• Identify the programs of The Arc of 
Illinois

• Discuss the role of each program within 
the state

• Explore populations served by each 
program

• Discover how to connect with resources 
offered within each program



Illinois Life Span Team

Erica Stearns
Southern IL Outreach

erica@thearcofil.org

Suzanne Aaron
Northern IL Outreach
suzanne@thearcofil.org

Rocio Perez
Director

rocio@thearcofil.org

Tiffany Steinhauser
Central IL Outreach
tiffany@thearcofil.org



• Provides information and resources related to developmental 
disability services and supports statewide, for all ages.

• Monthly webinars designed with families in mind to share 
information of interest statewide and for all ages

Information provided by toll-free helpline at 1-800-588-7002 
www.illinoislifespan.org

http://www.illinoislifespan.org/




Website Language Accessibility
To view web pages in other languages, 
go to right corner of main page  select  
the language of your choice.    
Embedded documents do not auto 
translate 



We can help direct people to the resources that best fit their needs!
1-800-588-7002

www.illinoislifespan.org

http://www.illinoislifespan.org/


County &
Statewide
Resource Database
www.illinoislifespan.org



A “Statewide” search results in 
a lengthy list, organized by 
broad, general category. 
Categories include:
● Advocacy/Support Organizations
● Assistive Technology Resources
● Health and Insurance Related Resources
● Legal Assistance Resources
● Philanthropic Organizations
● Recreation Resources
● Respite Resources
● Service Providers - IL DHS DDD
● Special Education Resources
● State Agency/Government Services Links
● Transportation Resources

A “County” search will yield a 
brief list of the most requested 
resources in a specific county.
Categories available are:
● Center for Independent Living
● Child & Family Connections Office
● Equip for Equality
● IL DHS DRS 
● IGAC/HRA
● Independent Service Coordination 

Agency
● PTIC
● Support Groups



All the information you need in 
one user-friendly location at:

www.illinoislifespan.org



Related Links
Additional resources that are 
available on the I llinois Life Span
website include an extensive list of 
Website Links that cover the 
following categories:



Statewide Events Calendar
Trainings/conferences sponsored or 
hosted by organizations across the 
State of Illinois.  Arc of IL events 
including our webinars are also posted 
here.



Fact Sheets 
Developed by ILS and F2F to provide a 
list of easy-to-navigate resources 
based on the questions that are 
frequently asked.

(Available in English & Spanish)



Resource Toolbox
Provides an introductory overview 
of several important advocacy 
topics. 



Monthly Webinars
Monthly webinars provide timely and 
relevant information on disability-related 
topics

Held on the second Tuesday of each 
month from Noon – 1:00 PM. Webinar 
recordings posted to “Monthly Webinars” 
page afterward



Webinars in Spanish
Webinars hosted by Spanish-speaking 
professionals focused on disability-
related topics for our Spanish-speaking 
friends in the community.

Sign up for our newsletter to receive 
updates on our webinars hosted in 
Spanish.



Where to start? 

Who to refer people 
to?



An email inquiry/request can 
be made via website.  

It is located at the bottom of 
the home page. 

Please complete the boxes and 
provide as much information 
as possible in the message 
section.



Top 5 Questions We Address:
● My child was recently diagnosed with IDD, what do I do now?

● I heard about PUNS, What is this? & How to I get on the PUNS list?

● I need help with my child’s IEP.  Where do I go for help?

● Public Benefits:  I need help with Medicaid, SSI/SSDI, etc.

● Where can I learn more about guardianship options for my child?



The Ligas Family Advocate 
Program 

&
The Family Support Network
The Ligas Family Advocate Program is generously 
funded by a grant from the Illinois Department of 

Human Services



Contact the LFA Program
• When an individual receives Early Notification or a PUNS 

selection
• When a family is seeking connection to their Independent 

Service Coordination Agency 
• When you are working with a family that needs education 

regarding the PUNS list and the core components of the Adult 
Developmental Service System

• If you have a family seeking help in understanding the options 
available to them under the Medicaid Home and Community 
Based Waiver 



Who is a Ligas Class Member?

• You must be an adult (18 and above) in Illinois, have an 
intellectual disability or other developmental disability, qualify 
for Medicaid Waiver services and:

• Reside in a private ICFs-DD with nine or more residents or in a family 
home

• The State must have a current record of your request for community-
based services or community-based living

Join us for our monthly Know Your Options Webinars – register 
on our website: Ligas Family Advocate Program | The Arc of Illinois

https://www.thearcofil.org/about-us/programs/ligas-family-advocate-program/


Key Resources for Families 

• Find you Independent Service Coordination Agency: 
http://www.dhs.state.il.us/page.aspx?module=12

• Illinois Consumer Handbook on Home-based Services: 
http://www.dhs.state.il.us/page.aspx?item=101181

• System Navigation Map for Families: PUNS Pathway 
https://www.illinoislifespan.org/wp-
content/uploads/2020/02/PUNSFlowchart-for-print.pdf

• CILA vs Home-based at a Glance: 
https://arcofil.wpenginepowered.com/wp-content/uploads/2020/09/CILA-
v-HBS-Support-Program-Infographic.pdf

• Check out our webpage: Ligas Family Advocate Program | The Arc of 
Illinois

http://www.dhs.state.il.us/page.aspx?module=12
http://www.dhs.state.il.us/page.aspx?item=101181
https://www.illinoislifespan.org/wp-content/uploads/2020/02/PUNSFlowchart-for-print.pdf
https://www.illinoislifespan.org/wp-content/uploads/2020/02/PUNSFlowchart-for-print.pdf
https://arcofil.wpenginepowered.com/wp-content/uploads/2020/09/CILA-v-HBS-Support-Program-Infographic.pdf
https://arcofil.wpenginepowered.com/wp-content/uploads/2020/09/CILA-v-HBS-Support-Program-Infographic.pdf
https://www.thearcofil.org/about-us/programs/ligas-family-advocate-program/
https://www.thearcofil.org/about-us/programs/ligas-family-advocate-program/


Visit the LFAP Online: 



Family Support Network (FSN)

• Partner with families and self-advocates to navigate challenging 
and complex barriers in the developmental disability system

• Search out resources, funding, and connections to assist 
individuals to live as independently as they wish in the 
community of their choosing

• Provide group education on key topics of interest in the 
developmental disability community

• Past topics have included: Supported Housing, Home-Based Services, 
Transportation, College programs for individuals with I/DD



Contact the Family Support Network

• Working with a family who needs additional resources to obtain 
the supports and services needed

• Identify that a family is experiencing difficulty entering or 
navigating the developmental disability support system

• Learn that a family is running into significant barriers in 
attempting to find the supports that they need

• Have a question or concern about the I/DD system and would 
like to assist a family who is experiencing difficulty



Common Questions LFA:
• My adult child just got an Early Notification letter. What do we 

do next?
• Does my adult child need to be on Medicaid to receive waiver 

services after a PUNS selection?
• How do we find services in our area?
• What should we consider when we are pursuing housing 

options?
• How can a Self-Direction Assistant help us with Home-based 

services?



Common Questions for FSN:
• I’m in services but my funding suddenly stopped and I have 

been unable to resolve. Can you help?
• My adult son is being suddenly discharged from his CILA. We do 

not know what to do. Can you help?
• We are moving to another area of state and have not been able 

to find the same type of services that we have now. Who 
should we contact?

• My son has been living at home and we have not been able to 
get support services that are in line with what we need. Can 
you assist us?



Program Impact Jan. – March 2023
• 1,338 Letters of Introduction sent to Early Notification families 
• Over 250 1:1 LFAP consultations preparing families after an 

Early Notification from IDHS
• 150 Family-to-Family support calls through FSN
• Webinars in English and Spanish focused on system navigation 

and service options monthly
• Know Your Options: English -

https://us02web.zoom.us/webinar/register/WN_YTSEWaCHRpSuRF9d0
DYPOg

• Know Your Options: Spanish -
https://us02web.zoom.us/webinar/register/WN_i0yoq3JmQGuKXXpaq3
WVdw

https://us02web.zoom.us/webinar/register/WN_YTSEWaCHRpSuRF9d0DYPOg
https://us02web.zoom.us/webinar/register/WN_YTSEWaCHRpSuRF9d0DYPOg
https://us02web.zoom.us/webinar/register/WN_i0yoq3JmQGuKXXpaq3WVdw
https://us02web.zoom.us/webinar/register/WN_i0yoq3JmQGuKXXpaq3WVdw


Contact us:
• Shirley Perez, Program Director, Family Support Network & Ligas 

Family Advocate Program: Shirley@thearcofil.org
• Megan Mutti, Senior Ligas Family Advocate, Central/Southern 

Region: Megan@thearcofil.org
• Ruth Aguilar, Ligas Family Advocate, Northern Region: 

Ruth@thearcofil.org
• Troy Markert, FSN Family Advocate: Troy@thearcofil.org
• Shakari Asbury, Family Liaison: Shakari@thearcofil.org

mailto:Shirley@thearcofil.org
mailto:Megan@thearcofil.org
mailto:Ruth@thearcofil.org
mailto:Troy@thearcofil.org
mailto:Shakari@thearcofil.org


The Family 
Transition 
Project

Gregory Walkington, Director

• At our heart is hope. We encourage 
individuals living in large institutions to 
explore the possibilities of community 
living. 

• We listen. 
• We share stories of success.
• We advocate for individuals and their 

families.
• We have firsthand experience in making  

transitions to the community and have 
interacted with hundreds of individuals 
and families.



The Arc of IL Mentors – Sharing their 
Stories of Community Life

• The Arc of IL mentors have lived in large institutions and share 
their lived experience in many different venues. 

• They are advocates for the empowering benefits of community 
life.



How We Can Help You Help Families
• Ongoing support for individuals and families via phone, email, text, 

in-person, virtual meetings about where they are in the process and 
what to expect from a family perspective

• Advocacy for families who request our presence at transition related 
meetings

• Connections for individuals and families, if helpful, to our transition 
mentors and/or other families with lived transition experience

• Problem solving with Division staff and families around barriers to 
community living

• Operation Welcome Home stipend



Mentors

• Worked on their personal story to share during public speaking
• Working with them on their Zoom presence.
• Scheduling meetings with government officials to share their 

personal stories about living in a State Operated Developmental 
Center (SODC) vs living in the community. 



Contact information:
Gregory Walkington, Director,

Family Transition Project
The Arc of Illinois

gwalkington@thearcofil.org
Work Cell: 312.593.8459

https://www.thearcofil.org/about-us/programs/family-
transition-project/

mailto:gwalkington@thearcofil.org
https://www.thearcofil.org/about-us/programs/family-transition-project/
https://www.thearcofil.org/about-us/programs/family-transition-project/


The Family to Family Health Information 
Center (F2FHIC) /Illinois Family Voices

We are part of a national network of F2FHICs, program of The 
Arc of Illinois and the State Affiliate of Family Voices, a national 
family-led organization of families and friends of children/youth 

with disabilities and chronic medical conditions.



A little history:
• In 1999, the federal Health Resources Services Administration 

(HRSA) in partnership with Family Voices, a national 
organization, launched pilot sites for F2FHICs. Illinois was one 
of the first six pilot sites with 18 mo. funding.

• Until 2006, Illinois Family Voices was a grassroots, parent-run 
organization led by Faye Manaster who became a volunteer 
State Coordinator in 1992.

• In 2005 - Family Voices and The Arc of Illinois applied to HRSA 
for funding to open an F2FHIC for Illinois.

• In 2006 –the F2FHIC was launched!



Goals of the F2FHIC/Illinois Family 
Voices

• Provide tools to guide informed decision-making:
www.familyvoicesillinois.org

• A few examples: 
Medicaid Waivers in Illinois for Children with Disabilities
 Becoming A Dual Medicare-Medicaid Eligible Recipient
General Medicaid Questions
What is a Spenddown and Why Do I Have One?
What’s next after an Autism Diagnosis?

http://www.familyvoicesillinois.org/
https://www.thearcofil.org/wp-content/uploads/2022/11/F2F-Fact-Sheet-Medicaid-Waivers-in-Illinois-for-Children-with-Disabilities-final-Oct-2022.pdf
https://www.illinoislifespan.org/wp-content/uploads/2023/01/Becoming-A-Dual-Medicare-Medicaid-Recipient-fact-sheet.update-Dec-21-2022.pdf
https://www.illinoislifespan.org/wp-content/uploads/2023/02/F2F-Medicaid-general-questions-fact-sheet-Feb-8-final.1.pdf
https://www.illinoislifespan.org/wp-content/uploads/2022/08/What-is-a-Spenddown-and-Whay-Do-I-Have-One.pdf
https://www.illinoislifespan.org/wp-content/uploads/2022/08/Whats-next-after-an-Autism-Spectrum-diagnosis.Aug22final.pdf


Goals of the F2FHIC/Illinois Family 
Voices

• Advocate for improved public and private policies for children 
w/disabilities

 As family liaison of IL Chapter of the American Academy of Pediatrics, Committee on Children with 
Chronic Illness and Disabilities

 Public comments on waiver renewals/amendments/Healthcare and Family Services (HFS) Rulemaking; 
 Public comments on the IL Dept. of Public Health, Title V Block Grant Application & Report

• Build partnerships among professionals
 Division of Specialized Care for Children, Illinois Dept. of Public Health,  Healthcare and Family Services, 

Dept. of Human Services, Division of Developmental Disabilities/Division of Rehabilitation Services
 IL Respite Coalition, Community and Residential Services Authority 
 social workers/staff at Illinois’ Children’s hospitals 

• Serve as a trusted resource on health care



Provide information, education and 
training

Assist families with children up to age 21 with any disability/chronic illness 
& professionals who serve them with one-to-one support in person, via 
phone or Zoom
Offer trainings on topics of interest: In 2023 webinars are jointly offered 
with Illinois Life Span (ILS)
2022 Monthly F2F Webinars
2023 Monthly F2F Webinars
Offer an annual Healthcare conference -2022 Health Care Conference
Present at statewide conferences and as requested
Use our national F2FHIC list serve/Family Voices Affiliate list serve to 
ask for peer-to-peer connections, request or share information

https://www.thearcofil.org/2022-monthly-f2f-webinars/
https://www.thearcofil.org/2023-monthly-f2f-webinars/
https://www.thearcofil.org/health-care-conference-2022/


Common resources offered -federal 

Supplemental Security income (SSI)

Social Security Disability Insurance (SSDI)

Medicare Part D Prescription cost help –Extra Help

Supplemental Nutrition Assistance Program (SNAP)



Common resources offered -state
Medicaid income eligibility for All Kids, AABD, ACA, 

Health Benefits for Workers with Disabilities

DHS Home and Community Based Waivers for children/young adults:
• DDD –DD Child Support/Residential/Adults with DD
• DSCC –Medically Fragile, Technology Dependent (MFTD)
• DRS –Persons with Disabilities, Brain Injury, HIV –DRS Home Services

Respite for income eligible caretakers of children/young adults with IDD



Resources for medically and/or 
behaviorally complex children/youth

Resources for Families with Medically Complex Children
• The Circle of Care Guidebook for Caregivers of Children with Rare And/Or Serious Illnesses
• Kids’ Waivers ; Complex Child Magazine ; Medically Fragile Technology Dependent Waiver Family Group 

on Facebook
• Medically Fragile Technology Dependent Waiver Website and Email: mftdwaiver@gmail.com

Resources for Families with Behaviorally Complex Children
Mental Health Resources in Illinois
Pathways to Success, A New State Program for Medicaid Enrolled Children/Teens Under Age 21 with 
Complex Behavioral Health Needs
HFS Family Support and Specialized Family Support programs: 
https://www2.illinois.gov/hfs/MedicalProviders/behavioral/Pages/icg.aspx
CRSA Brochure – English & Spanish CRSA PowerPoint

https://www.caregiving.org/wp-content/uploads/2021/07/NAC_RareCaregivers_Guidebook_FINAL.pdf
https://www.kidswaivers.org/
https://complexchild.org/
https://www.facebook.com/groups/mftdwaiver
https://www.facebook.com/groups/mftdwaiver
http://mftdwaiver.org/
mailto:mftdwaiver@gmail.com
https://www.thearcofil.org/wp-content/uploads/2023/04/Mental-Health-Resources-Fact-Sheet-March-27-003.pdf
https://arcofil.wpenginepowered.com/wp-content/uploads/2023/01/The-Arc-Pathways-Overview2-01-07-22.pdf
https://arcofil.wpenginepowered.com/wp-content/uploads/2023/01/The-Arc-Pathways-Overview2-01-07-22.pdf
https://www2.illinois.gov/hfs/MedicalProviders/behavioral/Pages/icg.aspx
https://arcofil.wpenginepowered.com/wp-content/uploads/2021/08/2020-CRSA-BROCHURE.pdf
https://arcofil.wpenginepowered.com/wp-content/uploads/2021/08/CRSA-Brochure-in-Spanish.pdf
https://arcofil.wpenginepowered.com/wp-content/uploads/2021/08/CRSA-Powerpoint-Presentation-narration-D-Smith.pdf


Common questions we receive:

How do private health insurance/Medicare/Medicaid work together? 

Medicaid Managed Care 
• When can I switch plans?  
• How can Medicaid pay for diapers? 
• How can I appeal a denial? 
• How can I get a Care Coordinator?

How to get help with problems with private health Insurance 
denials? 



The Family to Family Health Information Center (F2FHIC)/Illinois Family Voices Affiliate, a program 
of The Arc of Illinois & the State Affiliate of Family Voices (www.familyvoices.org ), a national 
organization. Our mission is to help families of children up to age 21 with any disability/chronic 
illness and the professionals who serve them, with resources to enable informed decision making.

Mary Dixon, Director,
mary@thearcofil.org; 

1-866-931-1119
Espanol: 800-588-7002
Office: 815-464-1832 x1017; 
Work Cell: 779-254-9158
www.familyvoicesillinois.org

www.facebook.com/ilfamilyvoices/

http://www.familyvoices.org/
mailto:mary@thearcofil.org
http://www.familyvoicesillinois.org/
http://www.facebook.com/ilfamilyvoices/


Illinois Life Span – Ligas Family Advocate Program – Family Support Network  
Family-to-Family Health Information Center – Family Transition Project 
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