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PARENTS ASSOCIATION MEETING
SUNDAY, MAY 4, 2014   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, 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.  

UPCOMING PARENT MEETING: SUNDAY   MAY 4               2:00 P.M.  in the gym  

2014 PARENT ASSOCIATION MEETING DATES:  MARK YOUR CALENDARS!!

                          MAY 4                          AUGUST 10                    NOVEMBER 9  

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

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

The new switchboard telephone number for Bellefontaine Habilitation Center is 314-264-9101.
Bernard Simons, Director of the Division of Developmental Disabilities, within the Missouri Department of
Mental Health, is retired as of March 15, 2014 after more than seven years in that position. He will assume the 
same position in Maryland beginning in April.  Jeff Grosvenor will be the interim director until a permanent 
director is appointed.
Federal surveys of the BHC campus will happen in the next several weeks.  These annual surveys are 
required by federal Medicaid law to maintain Medicaid funding.
Staff members are being trained to cook meals in the homes. Most homes are now preparing meals in the 
homes.   As part of the demolition of buildings on the BHC campus, the dietary building will be razed sometime 
this spring.

Demolition of several of the older buildings continues.

A legislative update includes House Bill 1064 sponsored by Representative Jeff Grisamore.  This bill 
removes all references of the phrases "mentally retarded" and "mental retardation" from Missouri statutes and 
replaces them with" intellectually disabled" and "intellectual disability."   

The 2010 federal Rosa’s Law requires all federal laws to use "intellectual disability", and the May 2013 
Diagnostic and Statistical Manual of Mental Disorders, 5th edition (DSM-5) has changed “mental retardation” 
diagnosis to "intellectual disability."

The BHC Parents Association cautions that families and legislators will have to keep a close watch in the 
future to make sure the change in language on the federal and state level does not affect funding or services 
for those with the previous diagnosis of mental retardation.

The VOR Annual Conference in Washington, D.C. will be held June 7-11, 2014. “Making it Happen: 
Reforming Policy and Law in Support of Person-Centered Quality and Choice”.  Think about attending and 
advocate on the national level for our family and friends with intellectual disabilities. 
Go to www.vor.net for more information.  Become a member – be part of our national voice.

THANKS to all staff who worked during the harsh winter months to keep residents safe and warm.

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
Mickey Slawson Sarah Jane May in memory of Bill May
Stephen & Mary Vitale Sarah Jane May in memory of Bill May

Sincere condolences for the May family upon the death of Bill May, long-time 

BHC board member.  His generosity, faithfulness, and hard work made happier lives for
all the residents of BHC.

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

FUNDS APPROVED BY PARENTS ASSOCIATION BOARD

$ 300.00 Valentine candy
$ 300.00 Easter candy
$ 300.00 Home 1810 household goods, stereo
$ 260.00 Apt. A household goods
$ 150.00 Apt. B household goods

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

HOW APPOINTMENT OF NEW DIRECTOR OF DEVELOPMENTAL DISABILITIES IS MADE

Officially, the Mental Health Commission, composed of seven members, appoints the director of the 
Department of Mental Health with confirmation by the state Senate. Commissioners are appointed to four-year 
terms by the Governor, again with the confirmation of the Senate.  The current commission members are:  
Kathy A. Carter, Dennis Tesreau, Neva G. Thurston, Steve Roling and Gary Duncan.

Email:  MHCommission@dmh.mo.gov Phone: 573-751-4122 Phone: 1-800-364-9687

Mail address: Mental Health Commission
1706 E. Elm Street
Jefferson City, MO 65102

TASK FORCE CONSIDERING FUTURE OF HIGGINSVILLE AND MARSHALL HABILITATION CENTERS

The Mental Health Commission has formed a Task Force to review services at the Higginsville and Marshall 
habilitation centers. According to meeting minutes of 10-08-2013, the Mental Health Commission proposed this
Task Force to recommend a redesign of the habilitation centers to enhance current and future services for 
individuals with developmental disabilities. 

Task force meetings continue, with final recommendations due to the Mental Health Commission by August 14,
2014. 

BHC PARENT ASSOCIATION COMMENT

What happens in one part of the state affects all of our family members, so it is important to stay in contact with
families statewide, and statewide issues. Keep informed.
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MAINTAIN A FULL CONTINUUM OF CARE, INCLUDING HABILITATION CENTER HOMES

mailto:MHCommission@dmh.mo.gov


The BHC Parents Association, other Missouri family organizations, and families nationwide continue to focus 
on maintaining a full continuum of care for persons with intellectual disabilities, including habilitation center 
homes.  At the federal level habilitation centers are referred to as intermediate care facilities for individuals with
intellectual disabilities (ICF/IID).

In recent years, the BHC Parents Association gathered signatures from around the state of Missouri in support 
of maintaining habilitation centers for long term care for individuals who need this level of care.

Clearly, there is much support to open up long term admissions to habilitation centers.

The Missouri cities represented include:

Adrian Gravois Mills Peculiar
Ballwin Greenwood Pevely
Bellefontaine Neighbors Hazelwood Plattsburg
Blue Springs Henrietta Raymore
Cape Girardeau Higginsville Raytown
Chesterfield Independence Rogersville
Chestertown Jennings Skidmore
Clayton Kansas City Smithville
Clinton Kirksville St. Ann
Columbia Lake Sherwood St. Charles
Crestwood Lake St. Louis St. Louis
Creve Coeur Lake Winnebago St. Peters
Defiance Lees Summit Springfield
Edgerton Lexington Troy
Ellisville Manchester Warrensburg
Eureka Moscow Mills Washington
Ferguson Mountain View Webster Groves
Florissant Oak Grove Wentzville
Foristell O’Fallon Wildwood
Gladstone Parkville Winfield

The no new long term admissions to Missouri habilitation centers is denying families
this choice as required by federal and state law.

The Code of Federal Regulations states:
 441.302 42 CFR Ch. IV (10–1–08 Edition)

(d) Alternatives—Assurance that when a recipient is determined to be likely to require the level of care 
provided in a hospital, NF, or an ICF/IID , the recipient or his or her legal representative
will be (1) Informed of any feasible alternatives available under the waiver; and
(2) given the choice of either institutional or home and community-based services.

June 1999 Olmstead decision by the Supreme Court
This Court emphasizes that nothing in the ADA or its implementing regulations condones termination of 
institutional settings for persons unable to handle or benefit from community settings. Nor is there any federal 
requirement that community-based treatment be imposed on patients who do not desire it.

The Code of State Regulations (Missouri)
9 CSR 45-2.015 Prioritizing Access to Funded Services

(C) Division treatment professionals shall determine the following:  
1. If the individual’s service/support needs can be met in the community;
2. If the individual is eligible for the waiver; and
3. If the individual chooses waiver services over institutional services.
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WRITTEN TESTIMONY SUBMITTED TO U.S. HOUSE APPROPRIATIONS (excerpts)

On March 17, 2014 the following written testimony for the record was submitted to the U.S. House 
Appropriations Committee Subcommittee on Labor, Health and Human Services, Education and Related 
Agencies concerning the 2015 Budget of Department of Health and Human Services. 



  
Dear Committee Members on Labor, Health and Human Services, Education and Related Agencies:
The opportunity to submit personal testimony to this committee is much appreciated.  As HHS budget requests 
are being considered, this submission of testimony is a request for a review of the misuse of federal funds by 
some HHS programs that promote forced deinstitutionalization of persons with severe and profound intellectual
and developmental disabilities.   

…I am grateful that some HHS funds are helping persons with intellectual disabilities.  However, in many 
states, some of the funds are being misused to promote the closing intermediate care facility for individuals 
with intellectual disabilities (ICF/IID) homes.
These misguided activities by HHS programs negatively affect every part of the daily lives of persons 
diagnosed with severe and profound intellectual disabilities, who many times also have multiple physical 
impairments, extreme behavior challenges, and complex medical concerns.  These actions are putting the 
safety, health, and well-being of our family members at risk.
…. The Supreme Court 1999 Olmstead ruling states:  “It would be unreasonable, it would be a tragic event, 
then, were the Americans with Disabilities Act of 1990 (ADA) to be interpreted so that states had some 
incentive, for fear of litigation to drive those in need of medical care and treatment out of appropriate care and 
into settings with too little assistance and supervision.”
     
This is exactly what is happening across the United States by the misuse of some of the HHS funds.  
Appropriate cost-effective care for those with the severest disabilities is available in ICF/IID homes, and yet 
they are targeted for closure, ignoring the educated choice of guardians/family members. Many community 
settings have too little assistance and too little supervision to be appropriate for those with multiple intellectual 
and physical impairments.

I ask each member of this committee to seriously question the funding of those HHS programs that engage in 
promoting total deinstitutionalization for persons with intellectual disabilities.  Help us keep our family members
safe and healthy.

Respectfully,
Mary A. Vitale, Guardian/Sibling/Advocate

VOR LETTER TO NATIONAL COUNCIL ON DISABILIITY (NCD) IN SUPPORT OF CHOICE

VOR is a national organization that supports a full continuum of care for persons with intellectual disabilities 
based upon individual need.  (www.vor.net)

On January 30, 2014, VOR President Ann Knighton and Vice President Jill Barker sent letters to the National 
Council on Disability Board Members, including Chairman Jeff Rosen, calling on NCD to “support choice, reject
forced deinstitutionalization, and include families/guardians as stakeholders.” 

VOR pointed to the over 350 communications from families of individuals with profound intellectual and 
developmental disabilities (I/DD) from around the country that NCD has received urging it to reject forced 
deinstitutionalization and embrace individual choice. These families were writing in response to NCD’s 
deliberations with regard to an NCD policy on deinstitutionalization, in follow up to NCD’s October 2012 
“Deinstitutionalization Toolkit” and companion document. "The vast majority of these families have family 
members with profound I/DD who also experience medical, physical and/or behavioral challenges so extreme 
that highly specialized, licensed facility-based care is necessary for survival. All of these families support 
residential choice to accommodate the vast array of human need, from small to facility-based homes,” VOR 
wrote. "An 'all or nothing' approach places our most fragile individuals at great risk and compromises NCD's 
responsibility to advocate for all people with disabilities," VOR added.

TAKE ACTION:  To send your comments in support of homes like habilitation centers 
go to:     PublicComment@ncd.gov
The National Council on Disability is an independent federal agency charged with advising the President, Congress, 
and other federal agencies regarding policies, programs, practices, and procedures that affect people with disabilities. 
NCD is comprised of a team of fifteen Presidential appointees, an Executive Director appointed by the Chairman, and 
eleven, full-time professional staff.  www.ncd.gov        
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GEORGIA RESULTS OF U.S. DEPARTMENT OF JUSTICE (DOJ) SETTLEMENT ARE DIRE

The implementation of the DOJ settlement agreement with the state of Georgia requires the downsizing and 
closure of facilities for people with intellectual and developmental disabilities and mental illness.

The outcomes report of the DOJ forced closings of Georgia’s intermediate care facilities for persons with 
intellectual disabilities (ICFs/IID) for the year 2013 is very troubling. 

According to the Georgia Department of Behavioral Health & Developmental Disabilities’ "Annual Quality 
Management Report," January 2013 -December 2013 there have been:

http://www.ncd.gov/
mailto:PublicComment@ncd.gov


1,200 hospitalizations of individuals (mental health and developmental disabilities) residing in community 
residential programs;

344 individuals requiring treatment beyond first aid; 

318 incidents requiring law enforcement services;

305 individuals who were absent from a community residential or day program; 

210 alleged physical abuse of an individual;

82 unexpected deaths of individuals with mental illness and developmental disabilities were reviewed during 
2013.

On March 13, the Georgia Department of Behavioral Health and Developmental Disabilities Commissioner 
Frank Berry announced a moratorium on transitions of individuals with intellectual and developmental 
disabilities (I/DD) from state-operated facility homes to community settings.  “We are assessing the unique 
needs of all individuals with developmental disabilities residing in our hospitals. Consequently, we have made 
the decision to suspend patient transitions into community-based settings.”

TENNESEE AUDIT SHOWS COMMUNITY BASED CARE INADEQUATE

The Tennessean* February 10, 2014 (“Broken Trust” series)

An audit by the state comptroller last fall, and a federal court monitor’s report tracking former residents of three
of the state’s institutions, found that troubling problems trail many of the state’s formerly institutionalized 
residents. 

While the state saves millions of dollars each year by serving people outside institutions, officials at private 
agencies concede that a lack of adequate state funding has at times hampered their efforts to help people 
achieve the best quality of life.

Identified problems include:

257 reported allegations of abuse, neglect and exploitation;

isolation; 

delays in doctor-recommended treatments in some cases and “numerous instances” of inadequate dental care;

and a dramatic increase in deaths after people leave institutions (deaths among people with intellectual 
disabilities transferred from institutions nearly doubled between 2009 and 2013, from 19 to 34);

incarceration; 

and missing former residents.

BHC PARENT ASSOCIATION COMMENT

Federal policies of forced de-institutionalization with underfunding and ill
prepared community homes are having dire, sometimes deadly consequences

across the nation.  

The supposed cost savings in “community placements” is proving to be wrong
in many instances.  The only way costs will be cut for the care of persons with

severe intellectual disabilities is by cutting services.

MAY 2014     PAGE 6

REVISED DIAGNOSITC AND STATISTICAL MANUAL OF MENTAL DISORDERS (DSM-5) 

The Diagnostic and Statistical Manual of Mental Disorders, Fifth Edition, abbreviated as DSM-5, is the 2013 
update to the American Psychiatric Association's (APA) classification and diagnostic tool.  APA is a national 
medical specialty society whose more than 36,000 physician members specialize in the diagnosis, treatment, 
prevention and research of mental illnesses, including substance use disorder.  In the United States, DSM is 
the manual used by clinicians and researchers to diagnose and classify mental disorders.  Treatment 
recommendations, as well as payment by health care providers, are often determined by DSM classifications, 
so the appearance of a new version has significant practical importance. The DSM-5 was published on May 
18, 2013.

http://en.wikipedia.org/wiki/American_Psychiatric_Association
http://en.wikipedia.org/wiki/Diagnostic_and_Statistical_Manual_of_Mental_Disorders


Two of several substantial changes made concerning intellectual disabilities are:  
--Under Section II: Diagnostic Criteria and Codes Neurodevelopmental Disorders, mental retardation is 
changed to intellectual disability
Intellectual disability is based on clinical assessment and standardized testing of intelligence. DSM-5 
emphasizes that intelligence should be assessed across three domains of adaptive functioning: 
1. Conceptual domain (language, reading, math) 
2. Social domain (social judgment, interpersonal communication)
3. Practical domain (personal care, job responsibilities) 

The intelligence quotient (IQ) is still recommended for assessment. Intellectual disability is suggested for 
individuals with an IQ score of approximately 70 or below (two standard deviations below the population). 
Severity can be specified as mild, moderate, severe, or profound. Severity is determined by adaptive 
functioning rather than cognitive capacity (i.e., IQ).
--Under Section II, autism spectrum disorder (ASD) is a new DSM-5 name that reflects a scientific consensus 
that four previously separate disorders are actually a single condition with different levels of symptom severity 
in two core domains. ASD now encompasses the previous DSM-IV autistic disorder (autism), Asperger’s 
disorder, childhood disintegrative disorder, and pervasive developmental disorder not otherwise specified. ASD
is characterized by 1) deficits in social communication and social interaction and 2) restricted repetitive 
behaviors, interests, and activities (RRBs). Because both components are required for diagnosis of ASD, social
communication disorder is diagnosed if no RRBs are present.

http://www.dsm5.org/Documents/Intellectual%20Disability%20Fact%20Sheet.pdf

BHC PARENT ASSOCIATION COMMENT

With this change of language from “mental retardation” to “intellectual disability” it is important to point out that 
families and policymakers must be watchful concerning how individuals are diagnosed in the future, and how 
funding and services could be affected.

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

CENTERS FOR MEDICARE AND MEDICAID SERVICES (CMS) FINAL RULE 

On January 10, 2014, the Centers for Medicare & Medicaid Services (CMS) released a long-waited final rule 
CMS-2249-F/CMS-2296-F42 CFR Part 430, 431 about home and community-based services (HCBS) provided
through Medicaid waivers.  The final rule is the result of multiple proposed rules and public comments over the 
past five years. The rule and related CMS fact sheets are available at www.medicaid.gov/HCBS.

The main purpose of the rule is to define “home and community based” waiver funding eligibility.  

However, the rule shows a continued bias against all congregate care, presuming that “community” is not 
possible in congregate care settings.  

The burden is on states to convince CMS that a home and community based congregate setting is 
“community” enough per the rule. 

COMMENT: If CMS determines some home and community waiver settings to be too “institutional,” and 
requires affected individuals to choose from other eligible home and community waiver settings, there could be
higher costs to accommodate transitions to smaller, scattered settings. Quality of care and access to 
specialized services may also be affected, putting lives of persons with intellectual disabilities in harm’s way.
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FEDERAL FUNDS ENCOURAGE DEINSTITUTIONALIZATION

The Community First Choice Option (CFOC) is a new state Medicaid option under the Affordable Care Act.  
Community First Choice Option provides states choosing to participate in this option a 6% increase in federal 
Medicaid matching funds for providing community-based supports to those who would otherwise live in a 
nursing home or other institution. 

Money Follows Person (MFP) and Balancing Incentive Payment Program (BIPP) are previous grants favoring 
deinstitutionalization.  MFP pays states up to 90% of the first year of care for persons who transition from an 
institution.  Until 2016, BIPP pays 2%* above the federal match rate for care outside an institution.

MISSOURI LEGISLATIVE SESSION 2014

http://www.medicaid.gov/HCBS
http://www.dsm5.org/Documents/Intellectual%20Disability%20Fact%20Sheet.pdf


The 2014 legislative session began on January 8, 2014, and ends on May 16, 2014.  Developing an ongoing 
relationship with your legislators is an important aspect of advocating for our family members and other 
residents living in habilitation centers.  Invite them to visit a habilitation center home. To find your legislators 
call the Missouri Capitol Switchboard at 1-573-751-2000 or go to www.mo.gov.

Also at www.mo.gov, choose Government, then Legislative to follow actions on bills and listen to live debates.

SUPPORT THE RESIDENTS OF BHC 

---Use the TRIBUTE FUND.  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.

---Shop at the Hidden Treasure Thrift Shop for Spring bargains. The Hidden Treasure 
Thrift Shop may have just what you are looking for. Wednesdays 9:00 a.m.-3:00 p.m.

PHONE  314-340-6002

A REMINDER ABOUT 2014 DUES

PARENT ASSOCIATION MEMBERSHIP DUES FOR YEAR 2014
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.
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TRIBUTE FUND FORM (please print)

ENCLOSED CONTRIBUTION__________________________________________________________

IN MEMORY OF_____________________________________________________________________    

ON THEOCCASION OF_______________________________________________________________

PLEASE SEND TO (name)______________________________________________________________________

                               (address)____________________________________________________________________

FROM      (name)______________________________________________________________________

http://www.mo.gov/
http://www.mo.gov/


  (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.

WHAT TREASURE IS WAITING FOR YOU?

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


