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The Going Home Coalition’s vision for people with 
disabilities in Illinois is to live in a truly individualized 
person-centered system with the supports and 
services they choose. Everyone, no matter what 
challenges they may face, has the right to live a full 
life in the community. Community is strengthened by 
diversity, inclusion, and accessibility.

Vis ion 
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Illin o is  cu r r e n t ly h a s  7 fu lly op e ra t ion a l 
s t a t e  in s t it u t ion s  h ou sin g 1,645 p e op le .1

Fox:  72

Lu d e m a n :  316

Ma b le y:  115

Mu r ra y:  254

Ch oa t e : 228
37 fore n s ic

Kile y: 198

Sh a p iro :  462

ht t p s :/ / www.d hs .s t a t e .il.us / p a ge .a s p x?it e m =6 10 8 8  Ac c e s s e d  0 5 / 0 5 / 20 22
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Ave ra ge  Annua l Cos t  t o  Sup p ort  One  Pe rs on 
in  a n  Illinois  Ins t it u t ion  in  FY 20 19 . 1

Ta nis , E.S., Lulins ki, A. & Wu, J ., Brad d oc k, D. & He m p , R. (20 21). The  St a t e  of t he  St a t e s  in  Int e lle c t ua l a nd  
De ve lop m e nt a l Dis ab ilit ie s , De p a rt m e nt  of Ps yc hia t ry , Unive rs it y  of Colorad o. www.s t a t e oft he s t a t e s .org . 

1

$286,000
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Highe s t  Ave ra ge  Top line  Ra t e  For 1 Pe rs on CILA 
As  Of J une  30 t h 20 21 

1

ht t p s :/ / www.d hs .s t a t e .il.us / p a ge .a s p x?it e m =138124 . 1

$134,110
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$286,000  
SODC

Com m unit y

$134,110  



0 4 .13.20 22 Dire c t or Allis on  St a rk; The  Arc  of Illino is  Confe re nc e

185
As  of 0 4 / 13/ 20 22, t he  num b e r of 
ind ivid ua ls  a nd  gua rd ia ns  ha ve  

ind ic a t e d  t ha t  t he y would  like  t o  
t ra ns it ion  t o  a  c om m unit y p rovid e r.



Minne ap olis : Unive rs it y  of Minne s ot a , RISP, Re s e a rc h and  Tra ining Ce nt e r on Com m unit y  Living, Ins t it u t e  on 
Com m unit y  Int e gra t ion. Re t rie ve d  from : ht t p s :/ / ris p .um n.e d u.: Re t rie ve d  9 / 14 / 20 22  FY 20 18  RISP Infogra p hic s  | How 
m a ny p e op le  wit h  IDD live  in  la rge  s t a t e - run IDD fac ilit ie s ? | Ins t it u t e  on Com m unit y  Int e gra t ion Pub lic a t ions  
(um n.e d u)
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https://risp.umn.edu/
https://publications.ici.umn.edu/risp/2018/infographics/how-many-people-with-intellectual-or-developmental-disabilities-live-in-large-public-residential-facilities


Going Hom e  Coa lit ion  Me m b e rs



• Access Living
• The Arc of Illinois
• Blue Tower Solutions
• Butterflies for Change
• Center for Independent Futures
• Centerstone
• Chicagoland Autism Connection and Trailblazers
• Community Choices
• CTF Illinois – Frankfort
• Garden Center Services
• Equip for Equality
• Illinois Council on Developmental Disabilities
• Illinois State University
• Individual Advocacy Group – Quad Cities

Pa rt ic ip a nt s
• Institute on Public Policy for People with Disabilities
• Illinois Self Advocacy Alliance
• McManus Consulting, Mosaic
• National Association for Down Syndrome (NADS)
• New Star + Possibility Partners
• Niswander Training and Consulting
• Progress Center for Independent Living
• Pui Tak Center
• Ray Graham Association
• Statewide Independent Living Council
• Supporting Illinois Brothers and Sisters (S.I.B.S.) Network
• Trinity Services
• United Cerebral Palsy (UCP)
• University of Illinois Institute on Disability and Human Development (UIC – IDHD).
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Going Hom e  Coa lit ion  Te a c he s  Ad voc a c y

Advocacy is defined as any 
action that speaks in favor of, 
recommends, argues for a 
cause, supports or defends, 
or pleads on behalf of others. 

h t t p s :/ / m ffh .o rg/ wp-con t e n t / u p loa ds /2016/ 04/AFJ_wh a t -is -a dvoca cy.pdf
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Participants learn how to tell their story
Set up and run meetings 
How to write agendas
Coalition advocacy priorities
How to identify their legislators 
Meet with elected officials 
Advocate for positive change

Going Hom e  Coa lit ion  Te a c he s  Ad voc a c y
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• Aspire
• Community Choices
• CTF Charleston
• CTF Frankfort
• El Valor
• Envision
• Futures Unlimited
• Keshet
• Mosaic of Rockford
• Individual Advocacy Group - East Moline
• Individual Advocacy Group
• INCIL
• Ray Graham
• Trinity Services (2)
• People First (2)
• Total Link
• Sertoma Center
• Springfield Public School District 186 (presentation archived on their website)

Ad voc a c y Tra in ings

1
8

https://www.dropbox.com/s/tlfjvkidkf1ofx7/Self%20Advocacy%20the%20Basics%20%28for%20Centerstone%29.pptx?dl=0
https://www.dropbox.com/s/zji8zixe3tnr0rf/Legislative%20Advocacy%20%28Keshet%29.pdf?dl=0


Polic y, Inform a t iona l Me e t ings
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• Secretary; Illinois Department of Human Services
• Director; Division of Developmental Disabilities
• Deputy Director of the State Operated Developmental

Centers
• Deputy Director of the Ligas Consent Decree
• DDD Senior Public Service Administrator
• Acting Supervisor of the Transitional Services Unit
• Inspector General of the Office of the Inspector General
• Barry Smoot (Retired OIG Investigator; Author of Failure to

Protect )

http://failuretoprotectbook.com/


Senator Scott Bennett

Senator Terri Bryant 

Senator Deb Conroy

Senator Michael Hastings

Senator Steve Stadelman

Representative Jason Barickman

Representative Charlie Meier

Representative Bob Morgan

Representative Maurice West

Le gis la t ive  Me e t ings  
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• Senator Dick Durbin
• Senator Tammy Duckworth
• Jerod Lockhart Mayor’s Office for People with Disabilities
• Mercedes Mondragon Governor’s Office
• Carter Harms Legislative Associate of the Governor’s

Office
• Jabari Knox Policy Associate of the Governor’s Office
• First Assistant Deputy Governor Lizzie Whitehorn
• Deputy Governor Sol Flores
• Congresswoman Jan Schakowsky
• Congresswoman Marie Newman
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Le gis la t ive  Me e t ings  



Le t t e r t o  Gove rnor Prit zke r

22

Dear Governor Pritzker,



Me d ia  Ca m p a ign

Letter:
Illinois doesn’t make navigating life easy for people with intellectual, 
developmenta l disabilities . Lack of funding makes  life  hard for s ta te  res idents
Kimberly Johnson, published July 20, 2021 in The Beverly Review (serving 
Chicago neighborhoods Beverly, Morgan Park, and Mt. Greenwood);
Circu la tion  5,500
Kimberly Johnson, published July 21, 2021 in The Chicago Tribune; 
Circ ula t ion  238 ,10 3

Tot a l Circ ula t ion 24 3,6 0 3

Letters to the Editor
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Letter:  
For 13 years, a Palos Park woman did not know she had an institutionalized 
sister. After reconnecting, she became both guardian and advocate.
Katherine Hamann. Reporter Bill Jones expanded Katherine's letter after it was 
printed in The Daily Southtown, a subsidiary of The Chicago Tribune serving the 
south suburbs and city of Chicago; 
Circ ula t ion  24 ,58 3
Reprinted in The Chicago Tribune 
Circ ula t ion  238 ,10 3 
Reprinted in Disability Scoop 
8 0 ,0 0 0  p lus

Tot a l LTE c irc ula t ion: 58 6 ,28 9

Me d ia  Ca m p a ign
Letters to the Editor
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Used Media Consultant: Michelle Arnold 

April 26, 2021: 2021 Going Home Virtual Advocacy Day Urges Full State 
Funding for People with Intellectual and Developmental Disabilities Real 
Funding Can Transform Lives and Provide Real Choices for Everyne. 
The Vedette, Monee, Ill. April 23, 2021; 
Circ ula t ion: 4 ,0 0 0
The Southern Illinoisan, Carbondale, Ill. Calendar Listing; 
Circ ula t ion: 32,0 0 0

Tot a l p re s s  re le a s e  c irc ula t ion: 36 ,0 0 0

Me d ia  Ca m p a ign
Press Releases
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Going Hom e  Coa lit ion  Ad voc a c y Da y 

6



SUCCESSES



Vinc e nt  Sm it h
I support the Going Home Coalition because I want to see people move out of 
institutions. I spoke about this at Going Home Rallies and a press conference.
I talked about how I was able to finally get a place and live on my own. I have 
traveled all over Illinois talking about this.
Over the years I think this has made an impact on legislators. 
I have made visits with legislators and testified at hearings. 
We are moving forward, making people aware of the issues – what matters to us 
and what we want. I believe that people need to know how people with disabilities 
feel. It’s important to share our personal stories.
I enjoyed going to Springfield for the Going Home Coalition. After the rally I was 
able to take care of personal business. I went to the Governor’s office and I visited 
my Senator to talk about my community. I also experienced calling a legislator 
from the floor. When you do this, you can see who cares about your issues. 
I visited an SODC with the Going Home Coalition when we met with Director Stark 
at Kiley. It was horrible there, like a jail. We need to get people out of institutions 
and into the community. And we need people to have enough to live on. I think our 
meetings make a difference. I hope they continue so we can keep talking. 
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Bob  Pe t e rs on
When I think of all the people I have worked with through the years and projects, 
working with legislators and legislation we worked on – the Going Home Coalition is a 
unique program that allows us to do advocacy but also teaches you about legislators 
and how to work with them. We all learn about legislation and become sort of like a 
family. It’s important  that new people keep joining and that the concept keeps going.
The Going Home Coalition gives people with all kinds of disabilities a voice.
We can better our lives and better the disability system.
When we come together we show people our power that when people work together 
there is power in numbers. We all have a reason why we want to better people’s lives 
in the DD system. Some of the things we all believe in: DD issues are human rights 
issues. We want to live in the community and close institutions. We want to work and 
have regular jobs. I lived in an SODC and I figured this would be my way of changing 
my life and encouraging legislators to get rid of institutions. I didn’t think it would lead 
to a long career. The more involved I got and the more I learned, the more I realized 
that it’s a lifetime commitment.

“Ha ving a  d is a b ilit y is  a  life t im e  c om m it m e nt .”
The  Going Hom e  Coa lit ion give s  p e op le  wit h  d is a b ilit ie s  a  ve hic le  t o  le a rn  
a d voc a c y a nd  t o  d o  a d voc a c y. 
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Sa ra h De m is s ie

30

Ju ly 20, 2021
Disa b le d  Ne e d  Gre a t e r  Su p p or t

I a m  a  p e rson  w it h  a u t ism  w h o live s  in  Ch a m p a ign . Ad voca t in g for  m y r igh t s  a n d  t h e  r igh t s  o f 
o t h e rs  is  im p or t a n t  t o  m e . I w a n t  Illin o is  le gis la t or s  t o  k n ow  t h a t  p e op le  w it h  in t e lle ct u a l a n d  
d e ve lop m e n t a l d isa b ilit ie s  d e se rve  t o  live  fu ll live s  in  t h e ir  com m u n it ie s . I a m  for t u n a t e  t o  h a ve  
ch oice s  a b ou t  w h e re  I w ork , w h e re  I live , t h e  a ct ivit ie s  I p a r t icip a t e  in  a n d  w h a t  m y d a y look s  lik e . 
Be ca u se  I r e ce ive  s t a t e  fu n d in g, I w ork  w it h  com m u n it y se rvice  p rovid e rs  t o  m ove  in t o  m y ow n  
a p a r t m e n t , se cu re  a  job  w it h  t h e  Un ive rs it y o f Illin o is , a n d  fa cilit a t e  a d voca cy a n d  le a d e rsh ip  
cla sse s  a n d  p ro je ct s  fo r  m yse lf a n d  o t h e rs  w it h  t h e se  t yp e s  of d isa b ilit ie s .

A lo t  o f n on d isa b le d  p e op le  in  Illin o is  d on ’t  u n d e rs t a n d  t h a t  som e  p e op le  w it h  t h e se  d isa b ilit ie s  
a re  n o t  a b le  t o  ch oose  t h e se  t h in gs . Wh y? Pe op le  w it h  in t e lle ct u a l a n d  d e ve lop m e n t a l d isa b ilit ie s  
a re  p a r t  o f t h e ir  com m u n it ie s , con t r ib u t e  t o  t h e ir  com m u n it ie s  a n d  a re  t h e  e xp e r t s  in  t h e ir  ow n  
live s . Th e y sh ou ld  h a ve  t h e  r igh t  t o  m a k e  d e cis ion s  a b ou t  t h e ir  ow n  live s . Th e  s t a t e  d oe s  n o t  
p rop e r ly fu n d  se rvice s  for  p e op le  w it h  d isa b ilit ie s . Som e  p e op le  a re  on  a  w a it in g lis t  fo r  se rvice s  
a n d  fu n d in g. I w a s  on  t h e  w a it  lis t  fo r  12 ye a rs . Som e  p e op le  w it h  d isa b ilit ie s  live  in  s t a t e -ru n  
in s t it u t ion s  a n d  h a ve  t o  w a it  fo r  se rvice s  b e ca u se  t h e  s t a t e  d oe sn ’t  h a ve  t h e  fu n d in g a va ila b le  t o  
h e lp  t h e m  le a ve .

If Illin o is  le gis la t or s  a gre e  t o  fu lly fu n d  com m u n it y livin g se rvice s  for  p e op le  w it h  t h e se  t yp e s  of 
d isa b ilit ie s , t h e n  w e  ca n  a ll ch oose  t h e  live s  w e  w a n t  t o  live .

SARAH DEMISSIE
Ch a m p a ignCircu la t ion  22,000








Ins t a gra m  
118 Followers

32
ht t p s :/ / www.ins t a gram .c om / goinghom e illino is /



Fa c e b ook 
737 people like this
791 people follow this

33 @GoingHomeLifeintheCommunity Fa c e b ook.c om / GoingHom e Life int he Com m unit y



Se lf Ad voc a t e  Sp ot light s

Jillian Gilruth
Nathan Joerndt

Ryan Murray
Susan Mary O'Connor

Terry Teasley
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Going Home Illinois | Full Life Disability Community 
Living

We b s it e

@goinghomeillinois 
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https://www.goinghomeillinois.org/
https://www.goinghomeillinois.org/


Take Action | Going Home Illinois

We b s it e

@goinghomeillinois 
37

https://www.goinghomeillinois.org/take-action/
https://www.goinghomeillinois.org/take-action/
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Cont a c t  Inform a t ion  
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mailto:info@thearcofil.org
https://www.goinghomeillinois.org/
https://www.facebook.com/GoingHomeLifeintheCommunity
https://www.instagram.com/goinghomeillinois/


Tha nk You 
& Que s t ions  



Re s ourc e s  - Re p ort s

Equip for Equality (2005). Clyde Choate Developmental Center: How an archaic system results in tragic consequences for people with 
disabilities. Available: https://www.equipforequality.org/wp-content/uploads/2014/04/Clyde-Choate-Developmental-Center-How-an-
Archaic-System-Results-in-Tragic-Consequences-for-People-with-Disabilities.pdf

Department of Justice (2009). Choate Developmental Center Findings Letter. Available 
https://www.justice.gov/sites/default/files/crt/legacy/2010/12/15/Choate_findlet_11-09-09.pdf

Summary of Guidehouse Study. Available https://assets.website-
files.com/5cd9df65ab1379f2c10d883a/6040fbfdee757806062812d1_GuidehouseRecommendationSummary.pdf

Full Guidehouse Study. Available. https://3m4psa58y9z2v1hqruw7ram5-wpengine.netdna-ssl.com/wp-content/uploads/2020/12/Final-
Guidehouse-Rates-Report-12.08.2020.pdfer, November 9, 2009
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https://www.equipforequality.org/wp-content/uploads/2014/04/Clyde-Choate-Developmental-Center-How-an-Archaic-System-Results-in-Tragic-Consequences-for-People-with-Disabilities.pdf
https://www.justice.gov/sites/default/files/crt/legacy/2010/12/15/Choate_findlet_11-09-09.pdf
https://assets.website-files.com/5cd9df65ab1379f2c10d883a/6040fbfdee757806062812d1_GuidehouseRecommendationSummary.pdf
https://3m4psa58y9z2v1hqruw7ram5-wpengine.netdna-ssl.com/wp-content/uploads/2020/12/Final-Guidehouse-Rates-Report-12.08.2020.pdfer,%20November%209


Re s ourc e s  – St a t is t ic a l Da t a

Tanis, E.S., Lulinski, A. & Wu, J., Braddock, D. & Hemp, R. (2021). The State of the States in Intellectual and 
Developmental Disabilities, Department of Psychiatry, University of Colorado. Illinois (stateofthestates.org)

Minneapolis: University of Minnesota, RISP, Research and Training Center on Community Living, Institute on 
Community Integration. Retrieved from: https://risp.umn.edu.
Here is the webpage with infographic: FY 2018 RISP Infographics | How many people with IDD live in large state-run 
IDD facilities? | Institute on Community Integration Publications (umn.edu)

Vasudevan, V., Lulinski, A., Heller, T., Owen, R., Rizzolo, M.C., Spassiani, N., Schmidt, A.J., & Friedman, C. (2015). An 
Evaluation of the Jacksonville Developmental Center Closure. Chicago: Institute on Disability and Human 
Development, University of Illinois at Chicago. Retrieved: https://eppu.ahslabs.uic.edu/wp-
content/uploads/sites/26/2017/04/jacksonville-closure_report.pdf. 
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https://stateofthestates.org/wp-content/uploads/documents/Illinois.pdf
https://risp.umn.edu/
https://publications.ici.umn.edu/risp/2018/infographics/how-many-people-with-intellectual-or-developmental-disabilities-live-in-large-public-residential-facilities
https://eppu.ahslabs.uic.edu/wp-content/uploads/sites/26/2017/04/jacksonville-closure_report.pdf
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Hundsdorfer, B. (2022, March 9) Prosecutor alleges he accessed confidential documents in attempt to derail 
State Police investigation. Capital News Illinois. Retrieved from:  
https://www.capitolnewsillinois.com/NEWS/administrator-of-state-run-developmentally-disabled-center-
accused-of-obstructing-investigation

Hundsdorfer, B. (2022, March 10).  Man accused of sexual misconduct with patient at state-run facility charged 
with child molestation in unrelated case. Capital News Illinois. Retrieved from: 
https://capitolnewsillinois.com/NEWS/man-accused-of-sexual-misconduct-with-patient-at-state-run-facility-
charged-with-child-molestation-in-unrelated-case. 

Hundsdorfer, B. (2022, March 14). Charges filed against man accused of abusing developmentally disabled 
woman at state-run facility. Capital News Illinois. Retrieved from: 
https://www.capitolnewsillinois.com/NEWS/charges-filed-against-man-accused-of-abusing-developmentally-
disabled-woman-at-state-run-facility

https://www.capitolnewsillinois.com/NEWS/administrator-of-state-run-developmentally-disabled-center-accused-of-obstructing-investigation
https://capitolnewsillinois.com/NEWS/man-accused-of-sexual-misconduct-with-patient-at-state-run-facility-charged-with-child-molestation-in-unrelated-case
https://www.capitolnewsillinois.com/NEWS/charges-filed-against-man-accused-of-abusing-developmentally-disabled-woman-at-state-run-facility


Re s ourc e s  - Pre s s

McManus, E. (2022, March 17, No. 223). Legislative Session Ending - Choate Abuse Scandal - Objections to ICFDD 
Vax Rule. McManus Consulting; Ed's Newsletter. Retrieved from:
https://www.linkedin.com/pulse/eds-newsletter-legislative-session-ending-choate-abuse-ed-

mcmanus/?trackingId=EFkWB4uquN0wx1Ux6bwSgQ%3D%3D

McManus, E. (2022, March 31). Choate Developmental Center abuse scandal timeline. Capitolfax, Retrieved from: 
Choate Developmental Center abuse scandal timeline

McManus, E. (2022, March 30). Abuse Scandal at Choate Developmental Center. Linked In;. Retrieved from: 
https://www.linkedin.com/pulse/abuse-scandal-choate-center-ed-
mcmanus/?trackingId=4iC9NxOrJe4sbnGsRlS9zw%3D%3D

McManus, E. (2022, April 4). Abuse Scandal at Choate Developmental Center. Linked In;. Retrieved from: 
https://www.linkedin.com/pulse/eds-newsletter-another-choate-worker-indicted-violence-ed-
mcmanus/?trackingId=OdvOVz9Sovb%2BT8G8hkpN%2Fw%3D%3D
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https://www.linkedin.com/pulse/eds-newsletter-legislative-session-ending-choate-abuse-ed-mcmanus/?trackingId=EFkWB4uquN0wx1Ux6bwSgQ%3D%3D
https://capitolfax.com/2022/03/31/choate-developmental-center-abuse-scandal-timeline/
https://www.linkedin.com/pulse/abuse-scandal-choate-center-ed-mcmanus/?trackingId=4iC9NxOrJe4sbnGsRlS9zw%3D%3D
https://www.linkedin.com/pulse/eds-newsletter-another-choate-worker-indicted-violence-ed-mcmanus/?trackingId=OdvOVz9Sovb%2BT8G8hkpN%2Fw%3D%3D
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Chicago Sun Times 
Brutal beatings, abuse plague state-run mental health facility, investigation reveals
choate-mental-health-developmental-center-blaine-reicHhard-illinois-department-human-services Circulation 57,222

Southern Illinoisan                                                                                                          
Culture of cruelty persists despite decades of warnings at Illinois-run mental health facility | State & Regional | thesouthern.com
Circulation 21,270

Propublica
A Disabled Young Patient Was Sent to Get Treatment. He Was Abused Instead. And He Wasn’t the Last. Capitol New Illinois. 
Retrieved from: https://www.propublica.org/article/illinois-choate-mental-health-abuse-beatings Circulation 5,200,000

Capitol New Illinois
Pritzker calls for changes after “awful” reports of abuse at developmental center Capitolnewsillinois.com

News Conference - 09/06/2022 Gov. Pritzker addressed Choate. (link is here and his comments begin at 35:10)

Propublica
Chilling Audio Provides Rare Glimpse Into Abuse at Troubled Illinois Residential Facility. Capitol New Illinois. 
Retrieved from: 911 Call Reveals Abuse at Choate — ProPublica Circulation 5,200,000

https://chicago.suntimes.com/2022/9/3/23334982/choate-mental-health-developmental-center-blaine-reichard-illinois-department-human-services
https://chicago.suntimes.com/2022/9/3/23334982/choate-mental-health-developmental-center-blaine-reichard-illinois-department-human-services
https://thesouthern.com/news/state-and-regional/govt-and-politics/culture-of-cruelty-persists-despite-decades-of-warnings-at-illinois-run-mental-health-facility/article_bf15e132-4be1-503e-963c-3e940d012cc1.html
https://www.propublica.org/article/illinois-choate-mental-health-abuse-beatings
https://capitolnewsillinois.com/NEWS/ArtMID/718/ArticleID/2431/preview/true
https://multimedia.illinois.gov/ioci_vid/Archive/2022/WebpageOnly/GOV/090622-REVProject/090622-REVProject.mp4
https://www.propublica.org/article/illinois-choate-mental-health-abuse-911-staff?token=ylvhWaRxYS_J3Z3_cKvAKE3Y4Jodi9GF
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