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PARENTS ASSOCIATION MEETING
SUNDAY, AUGUST 11, 2013   2:00 p.m.
GYM IN THE MULTIPURPOSE  BUILDING, BHC

All Parent Association members, friends and staff are invited.  Keep up with the latest news about 
Bellefontaine Habilitation Center.  Bring your talents and expertise for our advocacy efforts.   With 
everyone’s involvement, the lives of the residents at BHC will be the best possible. All are encouraged to 
stay informed and take some action. Attend a parents meeting, talk with other families, share your 
concerns and ideas, write a letter, email a message, or make a phone call to help provide a safe, 
healthy, and supportive environment for the residents of BHC and others.  They have no voice but ours, 
so we must continually speak up for them.   Refreshments served.  

2013 PARENT ASSOCIATION MEETING DATES – Mark your calendars

AUGUST 11                      NOVEMBER 10

++++++++++++++++++++

Our Parent Newsletter is online at www.ParentsAssociationBHC.com!!  Pass it along to friends, family, 
and political leaders.

Plans for tearing down some of the old buildings and closed cottages are proceeding, with a 
timeline of a year.

Federal surveyors for Title 19 were on the BHC campus from June 3 through June 14.  BHC did 
very well. These annual federal surveys of habilitation centers must meet 8 conditions of participation: 
(CoPs): Management; Client Protections; Facility Staffing; Active Treatment; Client Behavior and Facility 
Practices; Health Care Services; Physical Environment; and Dietetic Services. The eight CoPs comprise 
389 specific standards and elements. Serious deficiencies must be corrected within 90 days; other 
deficiencies must be corrected within a year. Failure to correct deficiencies results in loss of certification 
and loss of Medicaid funding.  Surveyors will revisit the campus in a few months to insure any needed 
corrections have been made.  These requirements give our family members a high level of services and 
oversight. 

In comparison, waiver funding for community placements actually waive some of these federal 
standards to which habilitation centers are held – less required services and less oversight.

Allowing new long-term admissions to habilitation centers continues to be a critical issue for families
across the country who are seeking services for persons with intellectual disabilities.

Many persons with an intellectual disability, especially those with high needs, are not receiving 
adequate services in community based homes.

United Cerebral Palsy (UCP) supports closing habilitation centers.  However, according to its 2013 
report, nationwide waiting lists for residential and community services are high.  More than a quarter of a 
million people (268,000) are on a waiting list. Since the 2007 report, the size of the waiting list has almost
doubled!  There is a terrible waste of resources and unnecessary family distress by states not placing in 
habilitation centers.

Missouri families seeking services from the Department of Mental Health are not allowed to 
consider habilitation centers as a choice for their family member, even though it might be the best option.

Missouri waitlist for services of as 7-1-2013: 154 Residential   1,505 In Home      1,659 Total 

Stay updated with the Department of Developmental Disabilities:  www.dmh.mo.gov   click on 
Developmental Disabilities

Keep informed.  Take action.           Mary A. Vitale, President, Bellefontaine Parents Association
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TRIBUTE FUND
Celebrate a birthday or anniversary, offer get well wishes or congratulations, remember a loved one by 
sending in a tribute - support the residents at Bellefontaine Habilitation Center. A few examples of the 
use of funds are: annual picnic, Christmas gifts and decorations, birthday cakes and presents, holiday 
decorations, treats and dances, household items, and special programs.  The tribute form is on the last 
page of the newsletter.

DONOR                                            RECIPIENT                                      OCCASION  

Meenakshi Laks contribution

Natale Lucido James Radley in memory of Earl & Angela Radley

FUNDS APPROVED BY PARENTS ASSOCIATION BOARD

$9000.00 BHC Picnic
$  710.00 Birthday gifts for the residents

BHC PICNIC

The theme for the BHC Picnic is “Casino”.  It will be held on September 11 for Unit 1 and September 12 
to Unit 3.  Time is 1pm – 4pm.  The picnic is limited to parents, guardians, residents and current staff 
members.  This is always such a fun time for residents.

EMPLOYEE APPRECIATION LUNCHEON     

The Employee Appreciation Luncheon was held on Thursday, July 25 at the Catering to You Banquet 
Center.  The theme for this year was “You’re the Magic, Hats Off To You”.  A delicious luncheon, 
attendance prizes, entertainment, and recognition of employees made for a festive afternoon.  Thanks to 
all those who worked hard organizing this annual luncheon.

BHC RESIDENTS HAVE BEEN BUSY!!!!

Recent activities included:
• Attended the Shriner’s Circus
• Special Olympics Unified Basketball team participated in area, district, regional and State

competitions
• Special Olympics Track & Field team participated in area and state competitions
• Special Olympics Unified Softball team participated in area competition and is moving on 

to districts in August
• An outdoor dance on Tuesday, July 3rd to celebrate the 4th of July with watermelon, 

patriotic hats, necklaces, noise makers and decorations
• Twice a week, Russ Anderson comes to the music room to play his guitar and sing. He is

most welcomed by everyone!
• Holiday dances with a band and refreshments for Easter, Valentine’s Day, Christmas and

Halloween
• Fishing program at the conservation area behind BHC
• Regular evening programs:  movie night, basketball, bingo, Wii, volleyball and dances.
• Using new exercise equipment in the gym

Much appreciation goes to staff
 who plan so many wonderful activities that BHC residents enjoy.
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SUPPORTING STATEMENTS FOR HABILITATION CENTERS

The following statements in recent years show support for habilitation centers, and yet they 
continue to be targeted for closure, or used for only short-term care.

“…large groups together do not necessarily equal "institutionalization" - a large "facility" with 
multiple small houses, as they have in Germany, is for those folks far less restrictive than our 
current community integration. These adults are happy, well cared for, better served than almost
any in our country.  (Barbara Whitman, PhD, St. Louis University 2012)

“We agree that families are the primary decision makers and families must be offered a choice 
of support service options including home and community based waiver services or Intermediate
Care Facilities for the MR (ICF/MR) services. However, the Division is not required to use the 
state habilitation centers to provide ICF/MR services. The Division can purchase ICF/MR 
services through private ICF/MR providers to meet the individual's needs and satisfy the family's
decision.”  (letter from Keith Shafer, Director of DMH, 12/08/11)

Governor Nixon told NBC Action News he will not support closing the habilitation centers. Nixon 
said. “Wiping that out completely is, I think, very dangerous for folks who need that 24-hour 
care.”  (KANSAS CITY    nbcactionnews.com 02/15/11)

“Who knows best about the needs of your loved ones? Not me. Not Bernie Simons. Not 
someone on the Mental Health Commission.” He continued: “It is a sad state of affairs when 
society turns their backs on people who can’t care for themselves.”  (previous Senator Rob 
Mayer Daily American Republic, 11/6/09)

“We agree with the Parents Association.  ICF/MR services are critical services necessary to 
provide the full continuum of care to support individuals served by the Division of Developmental
Disabilities.” (letter from Bernard Simons, Dir. of Developmental Disabilities, 05/13/09)

“The Department of Mental Health shall make a clear and unequivocal commitment to providing 
public and community based services that afford real choices for all Missourians who require 
DMH services. Because it is recognized that various types of care are needed for different 
individuals, the Department shall provide services on a person by person basis.  To that end, no
habilitation center shall be closed as long as there is a need for its continued operation. 
Conversely, any habilitation center for which there is no need shall be closed. This will require 
the collaboration of the Governor, legislators, the Department, consumers, and their families. 
Budget action for capital renovation and facility upgrades will be a necessity.”  (Mental Health 
Task Force Report November 2006)
  
“The Department of Mental Health and the Governor must make a clear and unequivocal 
commitment to providing a continuum of facility and community-based services that afford real 
choices to all Missourians who require DMH services. The experiences of other state 
departments of mental health in the U.S. have demonstrated that there are clients with specific 
profiles of disability and or medical/psychiatric co-morbidity, who may be better served in 
dedicated centers than in community settings.” 
(Mental Health Commission Report August 2006)

“When you close a center, you may be closing a life.”  (previous Senator Timothy Green of 
Missouri’s 13th district))

Comments such as these are repeated across the nation by supporters of habilitation centers,
and yet the aggressive deinstitutionalization continues by many federal agencies.

NEW LONG TERM CARE COMMISSION MEETS

A newly formed Commission on Long-Term Care is meeting in Washington, DC to discuss plans to 
revamp the structure and financing of long term care services in the United States. (This includes 
habilitation center living.)  A public hearing on Populations in Need of Long Term Services and Supports 
(LTSS) and Service Delivery Issues was held.  Dr. David Braddock, Executive Director of the Coleman 
Institute for Cognitive Disabilities and Senior Associate Vice President of the University of Colorado 
System was invited to testify concerning intellectual disabilities. He supports the closure of habilitation 
centers. Persons who support habilitation centers tried to get a position on the commission earlier in the 
year, but none were chosen.  The recommendations of this committee could greatly affect the aging and 
the disabled population. Keep a watch on their findings in the coming months.
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VOR ANNUAL CONFERENCE CELEBRATES 30 YEARS: 
“  FACING THE FUTURE: TOGETHER WE WILL” (vor.net)  

VOR’s mission is to advocate for high quality care and human rights for all people with 
intellectual and developmental disabilities (I/DD).  Throughout its history, VOR has been the 
only national organization to advocate for a full range of quality residential options and services, 
including own home, family home, community-based service options, and licensed facilities. 

The VOR Annual Conference with Congressional visits was held in Washington, DC from 
Saturday June 8 through Wednesday June 12.  With the title of this year’s conference, “Facing 
the Future:  Together We Will”, VOR celebrated 30 years of national advocacy for persons with 
intellectual disabilities.  Mary and Steve Vitale represented the Bellefontaine Habilitation Center 
Parents Association at the conference.

Conference speakers included: 

Renee Naylor, Vice President of Disability Services of Westcare Management
Ralph Kennedy, Executive Director of Tennessee Family Solutions  
Terry Kopansky, EdD, Executive Director of Mur-Ci Homes, Inc.  
Brad Whitehead, president of California Association of Psychiatric Technicians
and Richard Male, President of Richard Male and Associates

Their presentations stressed the value of a full continuum of services for persons with 
intellectual disabilities including home, community, and intermediate care facilities (habilitation 
centers in Missouri).  Of utmost importance was providing appropriate, quality care in all 
settings.  They stressed that the current national trend of “one size fits all” is causing more harm
than good with increased abuse, neglect, and long waiting lists.

The family of the late Martin L. Pratt, VOR founder, and Polly Spare, VOR past president, were 
awarded the 2013 VOICE Award in appreciation for their national vision, leadership, and 
compassion for persons with intellectual disabilities.

The Congressional visits with all Missouri U.S. Senators and Representatives were an 
opportunity to personally discuss critical issues concerning our family members.  Main topics 
presented were: 

It is undeniable that aggressive deinstitutionalization of people with I/DD has resulted in human 
tragedy. It’s time for Congress to act.  VOR advocates call on Congress to –

1) Support a moratorium on federally-supported deinstitutionalization actions until Congress can
hold hearings and investigate the true human impact of these actions.

2) Support national background checks for direct care workers in human services industries to 
better identify bad apples and prevent them from harming more people.

3) Request that the Department of Health and Human Services’ Office of Disability, Aging and 
Long-Term Care Policy update and expand on its 2006 Report to Congress, “Supply Of Direct 
Support Professionals Serving Individuals With Intellectual Disabilities And Other 
Developmental Disabilities,” to (a) study the relationship between key direct staffing issues, such
as livable wages, adequate training, turnover, and background checks, to determine the 
relationship between staffing issues and the quality of care receiving by individuals with I/DD in 
community-based settings; and (b) include recommendations for legislative and regulatory 
reform.

Deinstitutionalization is advanced by several federal agencies in spite of
well-documented tragedies. VOR urges Congress to hold hearings to make
its own determination and help advance quality of care across all settings.
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MAKE YOUR VOICES HEARD IN THE U.S. CONGRESS 

There are many voices in Washington, D.C. asking to close all habilitation centers across the 
nation!!
 
Our loved ones have no voice of their own.  We need to be persistent in speaking up for them.
 
Every     voice counts   to keep appropriate services for our loved ones who need so much help.  
 
To follow up on the VOR Annual Conference and Congressional visits in Washington, D.C.  
everyone is encouraged to send an email message or a phone call to the two U.S. Senators and
to your U.S. Representative.
 
Find your United States Representative and Senator.  
http://www.senate.mo.gov/LegisLookup/default.aspx/default.aspx   Make sure you find your U.S.
Representative and Senator. 
 
If you make a call, you can leave a message with the receptionist.  They will pass it along to the 
Congressman.
 
If you email, the addresses are the Congressmen's health legislative aides that we met with.
 
Here is a sample message - short and to the point:
 
I support the information Mary and Steve Vitale discussed while representing the national
organization VOR.
 
I believe that deinstitutionalization has gone too far, putting many persons with 
severe intellectual disabilities in harm's way.
 
I support the request for Congress to hold hearings to investigate the impact of 
federally-funded deinstitutionalization activities and lawsuits.
 
Thank you for your attention to our issues.

 
 
Rep. Lacy Clay     1-202-225-2406    Pauline.Jamry@mail.house.gov
 
Rep. Emmanuel Cleaver     1-202-225-4535    Jennifer.Shapiro@mail.house.gov
 
Rep. Sam Graves     1-202-225-7041    Jack.Ruddy@mail.house.gov
      
Rep. Vicky Hartzler      1-202-225-2876    Shaelyn.McClanahan@mail.house.gov   
 
Rep. Billy Long     1-202-225-6536    Peter.Stehouwer@mail.house.gov
 
Rep. Blaine Luetkemeyer     1-202-225-2956    Christy.Knese@mail.house.gov   
 
Rep. Ann Wagner     1-202-225-1621    Desiree.Mowry@mail.house.gov
 
We did not meet with Rep. Jason Smith, 1-202-225-4404, as he had just been elected on June 
4 in a special election.  We did drop off our VOR info packet.  If Jason Smith is your U.S. Rep, 
you can still make a phone call and leave a message with the receptionist.  
      
Senator Roy Blunt     1-202-224-5721    courtney_houston-carter@blunt.senate.gov      
 
Senator Claire McCaskill     1-202-224-6154    Julia_Latash@mccaskill.senate.gov
 
 

Grassroots action of individuals who care about persons with intellectual
disabilities is at the heart of every success on their behalf.

mailto:Julia_Latash@mccaskill.senate.gov
mailto:courtney_houston-carter@blunt.senate.gov
mailto:Desiree.Mowry@mail.house.gov
mailto:Christy.Knese@mail.house.gov
mailto:Peter.Stehouwer@mail.house.gov
mailto:Shaelyn.McClanahan@mail.house.gov
mailto:Jack.Ruddy@mail.house.gov
mailto:Jennifer.Shapiro@mail.house.gov
mailto:Pauline.Jamry@mail.house.gov
http://www.senate.mo.gov/LegisLookup/default.aspx/default.aspx
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SUPPORT FOR HABILITATION CENTERS IN ILLINOIS (called developmental centers in IL)
Belleville News Democrat June 2013
“Leaving Murray will disrupt lives of residents”

This is in response to Tony Paulauski's view in the Belleville News-Democrat last Sunday. As a guardian 
of a developmentally disabled brother in a community- based CILA, and a son who lives at Murray 
Center, I personally know both sides of this issue. Anyone with any reasonable knowledge of the 
developmentally disabled community understands that one size does not fit all.

Would you let your 6-year-old child be picked up from day care, take a three-hour drive with a stranger, 
then live with strangers never to return to your home? Of course not, but this is what is happening to 
some of the disabled residents at Murray Center in Centralia, who function at the cognitive level of a 6-
year-old or less. 

As part of the governor's plan to close Murray, a state-operated developmental center, residents are 
being moved without previsits to live in homes they have never seen. This is part of his so-called person-
centered plan.

Home to more than 250 residents, Murray Center provides services for the most fragile individuals. One 
of these, Patrick, moved from a community facility in 1991 unable to use any body part except his head. 
Since living at Murray Center his life opened up. Under the consistent, intense therapy he received, he is 
now able to use an augmentative communication device, learned to read, and form original sentences 
conveying his wants/needs, thoughts and opinions. When learning the news of Murray Center's 
proposed closure, using his communication device he said, "It feels like '91 again.”

Many residents, such as Mandy, require repositioning every two hours to keep the lungs clear, to prevent
bed sores, and to prevent reflux problems. These residents need a consistent, caring staff to monitor 
them. Many of these residents are unable to express their needs verbally, so the staff's ability to 
understand their nonverbal nuances keep them safe and well cared for.

Donna is an example of one of the many residents whose life span is lengthened because of the care 
she receives. Through a medical study on Rett Syndrome, Donna has been documented as the second 
oldest living Rett Syndrome girl in the United States. The average life expectancy of those with Rett 
syndrome is in the 40s. Donna is 54.

Darryl is someone whose life was actually saved by his move to MC. After three community placements, 
one where his teeth were knocked out, another where he was drugged to a comatose state, and lastly 
where he was sat upon by staff, and was blue when the EMTs came to revive him. At Murray Darryl has 
thrived. With their reduced reliance on psychotropic, powerful drugs that have debilitating side effects, 
and the rehabilitative/therapeutic care from behavioral analysts, psychologists, pharmacists, nurses, 
doctors, and consistent, mature staff Darryl now is happy, smiling, and able to enjoy his home with his 
Murray family that enable him to participate in movies, eating out, and being a part of society, not hidden 
away in the community drooling on a couch.

The Murray professional team is trained to rehabilitate, not just maintain the status quo. Using the talents
of professionals residents receive the services they need weekly or daily, not 25 hours a year as they 
would in the community. 

Alan is another resident who calls Murray home. He came to Murray with a tracheotomy tube, and using 
hand motions, indicated to staff that his greatest desire was to get this tube removed. His Individualized 
Support Team set out to make this dream a reality. The speech therapist worked to increase respiratory 
strength, nurses constantly watched his oxygen levels, and doctors worked to prevent the infections that 
were preventing him from enjoying life. His goal of having the trach tube removed was recently achieved.
Alan now goes to work every day and has moved off the medically fragile cottage to a cottage where he 
is able to enjoy sports, and be one of the guys. None of this would have been possible without the 
structured, consistent medical care provided at Murray.

The residents of Murray Center have the legal right to the least restrictive environment where they can 
receive the highly professional consistent care they deserve, and this is Murray Center. The closing of 
Murray Center is morally wrong. As seen through other SODC closures people will die. As one parent 
said: "Jeffery and the other 259 human beings at Murray do not deserve to be thrown out of their home. 
They deserve better."

         Rita Winkeler, president of the Murray Parents' Association. 
 

These stories from across the U.S. are our own stories.  We have found consistent, 
comprehensive, cost-effective, successful, stable and sustainable care in habilitation centers 
where our family members are thriving.  Closing them is causing more harm than good.  
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PARENT ASSOCIATION MEMBERSHIP DUES FOR YEAR 2013
Dues are $5.00 a year.  Make checks payable to BHC Parents’ Association, Inc.

NAME  _________________________________________________________

STREET ADDRESS  ______________________________________________

CITY, STATE, ZIP CODE  __________________________________________

EMAIL ADDRESS  ________________________________________________

PHONE NUMBER  ________________________________________________

NEW MEMBER  ____yes______no____________________________________

Mail to:   JOHN AHLQUIST     7711 Bonhomme     Ste 850    Clayton Mo 63105

If you are a new member, please let us know so that you can receive our 
newsletter.  

*********************************************************************************************

VOR is your national voice. 

Help our voice be strong for people with intellectual and developmental disabilities.

VOR (vor.net)
To join or contribute: 
$40 per year per individual; 
$200 per year per family organization; or 
$250 per year per provider/professional organization 
Thank you for joining or renewing!

Send completed form with payment to: 
VOR 
836 S. Arlington Heights Rd., #351 
Elk Grove Village, IL 60007 

Name: __________________________________________________________ 
Address: __________________________________________________________ 
City:_____________________________ _________________________________ 
State: __________________ Zip ______________________________________ 
Home Phone: __________________ Work Phone: ________________________ 
Fax: _______________________ E-Mail: _______________________________ 
Family/Professional Organization Affiliation (if applicable): __________________ 
Location your loved one calls home:_____________________________State:___ 
 

Gifts to VOR are tax-deductible to the fullest extent of the law, as no goods or services are
provided in consideration of a gift.

Online form:  www.vor.net



AUGUST 2013    PAGE 8

TRIBUTE FUND FORM (please print)

ENCLOSED CONTRIBUTION__________________________________________________________

IN MEMORY OF_____________________________________________________________________    

ON THEOCCASION OF_______________________________________________________________

PLEASE SEND TO 
(name)______________________________________________________________________

                               
(address)____________________________________________________________________

FROM      
(name)______________________________________________________________________

  
(address)____________________________________________________________________

MAKE CHECKS OR MONEY ORDERS PAYABLE TO  “Bellefontaine Habilitation Parents Association”

MAIL TO:  BHC PARENTS ASSOCIATION  10695 BELLEFONTAINE ROAD  ST LOUIS MO 63137

THE HIDDEN TREASURE SHOP
SHOP TILL YOU DROP!!  BEST THRIFT SHOP PRICES!!

NOW IN BLDG #1901 FIRST BUILDING ON THE LEFT AS YOU ENTER BHC CAMPUS.

WEDNESDAYS, 9 A.M. TO 3 P.M. AT BHC
Please leave donated items at the Parents Association shed near the Thrift Shop.

  PARENTS ASSOCIATION, INC. SLSSH
BELLEFONTAINE HABILITATION CENTER
10695 BELLEFONTAINE ROAD
ST. LOUIS MO 63137

FORWARDING AND ADDRESS
CORRECTION REQUESTED


