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MISUSE OF DD ACT PROGRAMS’ POWERS & RESOURCES
Summary of Concerns/Objections

 to 

Activities of Programs Funded

 Under the 

Developmental Disabilities Assistance & Bill of Rights Act of 2000

(Public Law 106-402) (“DD Act”)
Prepared by 

Voice of Retarded (VOR) Task Force on 
Developmental Disabilities Assistance & Bill of Rights Act of 2000
“Federal funding is a powerful tool, which, in the hands of ideologues, can unduly influence policy makers to make decisions which disenfranchise the rights of our children and family members who reside in well-run state operated facilities.

Federal funding should not be granted to agencies that fail to represent and protect the most vulnerable people with developmental disabilities, our children and family members.”






Rita Burke,






President of IL League of Advocates for the







Developmentally Disabled






Regarding the Developmental Disabilities 

Assistance & Bill of Rights Act 2000






(See www.Vor.net/ILTestimonial)

Excerpts - Letters from families re: DD Act programs
“The advocacy center [FL Protection & Advocacy Program] here in Florida has operated without consulting parents and families. They have pursued policies that they have determined will benefit all of us, without asking what we would like to see happen for our loved ones. They have used our money, Federal funding, to work against us. Even once our opinions have been made known to them, they have dismissed them as unimportant.
There are numerous cases in Florida where the majority of families have asked the Center to stop what they are doing, and it totally ignores the wishes of those they are charged with assisting.
One case currently is Brown v Bush, where the Center petitioned the Federal Court to close the DSI [FL state-operated Intermediate Care Facility for persons with Mental Retardation] on the west coast, near Fort Myers called Gulfcoast Community Center. The overwhelming percentage of parents and guardians want to keep this fine residential campus open, but the Center has ignored the wishes of those served there and demanded closure.
It is frustrating and infuriating to see a federal agency behave this way, using our funds to fight us, after they know what we want is 180 degrees away from the policies they are pursuing.
Please stop this abuse now. Many other families in other states have suffered through the same experiences.”
 

Leni and David Engels

Hollywood, Florida





Parents of M. Jordan (1982 - 2005)
Letter of August, 2007 to VOR Task Force

On DD Act
“I strongly disagree with the agenda of the MDLC [MD Protection & Advocacy Program] – close Residential Centers.  I find it outrageous that these agencies receive Federal dollars to promote an agenda that is not supported by MANY taxpaying citizens.  These agencies do not represent my daughter and her rights to continue to receive care in the most appropriate setting – Holly Center.”





Mary Lou Chandler 





Salisbury, Maryland

Testimony for Public Forum






Administration on Developmental Disabilities






July 10, 2006
“Concerning the DD Council DRAFT 2007-2011 State Plan….I have a toddler-aged adult with challenging behaviors……I would certainly like some support from organizations like the DDC [WA Council on Developmental Disabilities Program] .  But I see nothing in your plan that includes people like Eric.  Why did you leave him out?  Why are the RHC [WA Intermediate Care Facilities for Persons with Mental Retardation] parent groups not mentioned in your identified parent coalitions and collaborators? And why is there no mention of an RHC as a choice?”







Paul Strand, 







Father of Eric

Comments on WA DD Council State Plan







 (p. xi 2007 – 2011 WA DDC State Plan)

“Families of ICF/MR [Intermediate Care Facilities for Persons with Mental Retardation] residents cannot meet the challenges brought by P&A [Protection & Advocacy Program] suits without incurring enormous financial burdens. The well-funded, unchecked ability of P&A groups to bring and settle “systems-change” lawsuits (at taxpayer expense) places them in powerful positions which cannot be matched by families/guardians on the basis of costs and financial burden.”
 







William F. Sherman,







Attorney at Law







Father of John







Little Rock, Arkansas







(See www.Vor.net/ARTestimonial/ )

“The opposition [to publicly-operated Intermediate Care Facilities for Persons with Mental Retardation] is relentless.”*






Mark Engberg,







Brother of Beth (8/12/1968 – 11/13/2004)







Salisbury, Maryland









Message to VOR Task Force on DD Act






October 30, 2007*

*“The Governor announced yesterday that Rosewood Center [a state-operated ICF/MR] will close ...”






Mark Engberg,







Brother of Beth (8/12/1968 – 11/13/2004)







Salisbury, Maryland









Message to VOR Task Force on DD Act






January 16, 2008
Note: For Additional Family Testimonials, See: www.Vor.net/ARTestimonal/)
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    Inappropriate Activity Examples 

Summarized in this Document
	Programs Funded Under Public Law 106-402 

(“DD Act”)
	Number of Inappropriate Activity  Types Summarized in this Document
	Number of Examples*

Given in this 
Document

	Protection & Advocacy (“P&A”) Programs
	14
	63

	State Councils on DD (“CDD”) Programs
	 6
	18

	University Centers for Excellence in Developmental Disabilities (“UCEDD”) Programs
	 5
	12


* Examples are drawn from only 14 states.  In future, this document may be amended to reflect examples in other states.

	
	Inappropriate DD Act Program Activities

Summarized in this Documented &

Drawn from only 14 states.
	P&A Example

Count
	Council on DD Example Count
	UCEDD Example Count

	1.
	Programs testify against ICFs/MR* before policy makers. 

*Intermediate Care Facilities for Persons with

Mental Retardation 
	4
	2
	

	2.
	Programs undermine ICFs/MR in media.
	4
	2
	

	3.
	Programs provide paid committee leadership to undermine ICFs/MR.
	5
	
	1

	4.
	Programs eliminate guardians in Programs’ “system change” litigation.
	6
	
	

	5.
	Programs employ litigation as a tool to eliminate or weaken ICFs/MR.
	5
	
	

	6.
	Programs support & advocate for community-based care as superior to licensed facility-based care. 
	7
	
	

	7.
	Programs misrepresent Olmstead decision.
	4
	
	

	8.
	Programs distribute position papers supporting elimination of ICFs/MR.
	2
	
	

	9.
	Programs set policies and procedures or priorities to harm ICFs/MR.
	6
	5
	

	10.
	Programs cause anguish for ICFs/MR

residents and their families
	8
	
	

	11.
	Programs support self-advocates to accomplish deinstitutionalization through “system change” goals.
	7
	
	

	12.
	Programs collaborate with others to undermine ICFs/MR system of care.
	3
	1
	3

	13.
	Program uses litigation to promote an ideological agenda  (“community care” vs. “congregate care”).
	1
	
	

	14.
	Program selectively uses its resources and does not always extend  its protection & advocacy services to those harmed in “community” settings.
	1
	
	

	15.
	Programs’ decision-makers show bias against ICFs/MR services & the individuals with disabilities who would benefit from such care
	
	3
	

	16.
	Programs use federal grant funds to support activities of “self-advocates” to accomplish closure of licensed ICFs/MR.
	
	5
	

	17.
	Programs distribute misleading reports to policy makers.
	
	
	3

	18.
	Programs distribute reports with inflammatory language.
	
	
	2

	19.
	Program misuses public trust and public funds.
	
	
	3

	
	TOTAL EXAMPLES
	63
	18
	12


I.  Protection & Advocacy (“P&A”) Programs
>
Funded under “Subtitle C” of the Developmental Disabilities Assistance & Bill of Rights Act of 2000

>
Each state has a Protection and Advocacy Program

Documented Examples
The Table on page seven shows a total of 14 different types of inappropriate activities conducted by Protection & Advocacy (P&A) Programs. Sixty-three specific examples are provided here. 

 Documented Reports from the States 

re:

 Protection & Advocacy (“P&A”) Programs
Arkansas

California
Florida
Illinois

Kentucky
Maryland

Ohio
Pennsylvania

Texas
Utah

Washington
Wisconsin
Re: Protection & Advocacy (“P&A”) Programs
Item 1.
Some P&A programs testify against state-operated facilities

for persons with mental retardation before policy making bodies


STATE
INAPPROPRIATE ACTIVITY


AR P&A 
testified against adequate funds for Arkansas’ developmental




centers before legislative budget special language committee.   

   
(2003 Legislative Session)
FL P&A
testified against Senate Bill No. 402, which, if passed, would 

require that (1) closure of state-operated developmental center decisions would be made by the Florida Cabinet and (2) Florida would formally include family input prior to closing a facility for persons with mental retardation.

Testified against companion House bill (Senate # 402)

(5 Hearings - 2007)
MD P&A
testified before the state legislature against the option of


ICF/MR care.  (February, 2006)*
(See P. 10 VOR position paper “The Need for Immediate Reforms www.vor.net/DDAct2007.htm )



joined with four organizations in submitting testimony at MD




Senate Budget & Taxation Committee and House Ways and




Means Committee.  The groups’ written testimony calls for




closure of Rosewood Center and shifting the center’s funds to




“people in need on the waiting list.”   (October 30, 2007)*






* The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.

Re: Protection & Advocacy (“P&A”) Programs
Item 1. Cont’d


STATE
INAPPROPRIATE ACTIVITY

Utah P&A 
called for closure of Utah Developmental Center before a  legislative task force on Medicaid.


“_____ _________, director of the Disability Law Center . . .asked


the task force to explore selling the center and putting the profits


in a trust fund to pay for less expensive care options, such as 


group homes….  Institutionalized care is “outmoded.’”

(Salt Lake Tribune - August 1, 2006)

Re: Protection & Advocacy (“P&A”) Programs
Item 2.
Some P&A programs undermine state-operated centers in 


media


STATE
INAPPROPRIATE ACTIVITY



KY P&A
undermined proposal to place additional, smaller 





ICFs/MR units on the campus of Hazelwood Center.





Director of KY P&A stated:




“By clustering the smaller boxes with the bigger





box, in a sort of disability ghetto, if you will….
We oppose this proposal.”






(Louisville Courier-Journal May, 2007)


MD P&A 
undermined a licensed ICF/MR - Rosewood Center 
(Baltimore Sun - November, 2006).





 The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.



MD P&A 
undermined choice of facility-based care.

“The truth is that institutional care is an outdated service model.” 

  (MD P&A Public policy director
 
Baltimore Sun – November, 2006)

TX P&A
undermined option of facility-based care in a special

article to Houston Chronicle. 



Executive Director: “It doesn’t make sense to



continue pouring precious dollars into an archaic system



that isolates people based on disability labels and some



unfortunate stereotypes and assumptions.”

(___________, Executive Director





        
  August 27, 2007, in a special article to






  Houston Chronicle)
Re: Protection & Advocacy (“P&A”) Programs
Item 3.
Some P&A programs provide paid leadership for 
“workgroups,” “committees,”  “stakeholders,” coalitions,” “consortiums” with goals of closing state-operated ICFs/MR


STATE
INAPPROPRIATE ACTIVITY



MD P&A  
serves on “Close Rosewood Coalition.”  Provided





meeting room for “Close Rosewood Coalition”





meeting December 6, 2006.

(Cross Disability Rights Coalition e-message

December, 2006, available upon request)





 The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.



OH P&A
serves on numerous policy-influencing





committees in state government providing biased





influence against the option of  ICF/MR services.






(See P. 1. www.VOR.net/OHTestimonial.htm)



PA P&A
Ex. Dir. served as Chairman of a committee formed to

write an “Olmstead Plan” (a/k/a “Community Integration Plan for People with Mental Retardation”).The draft plan (March, 2005) made two recommendations: (1) State will “select two state centers for closure or merger” and (2) “within the next five years, the Commonwealth should cease to directly provide services in public ICFs/MR.”


(See P. 1. www.vor.net/PATestimonial.htm)

Re: Protection & Advocacy (“P&A”) Programs
Item 3. Cont’d



STATE
INAPPROPRIATE ACTIVITY

TX P&A
serves as contact office for Texas Disability Policy Consortium (“DPC”).  The group urges letters to state legislators regarding funding for services and has

adopted the following recommendation:

 “the immediate re-direction/reallocation


of resources from State institutions (including…state


schools for the mentally retarded) to community living


programs.”



(See http://ga4.org/ucptxactionenter/alert-description.tcl?alert_id=7599482 )
(2007)

WI P&A
staff attorney _________ chairs Governmental Affairs Committee for WI Council on DD.  Committee recommended “close Southern Center by the end of the biennium.”






(Minutes of WI DDC, January, 2007)*





(*available upon request)





(See also Item 4 – DD Councils – P. 35 of






this document)
Re: Protection & Advocacy (“P&A”) Programs
Item 4.
Some P&A programs attempt to screen out legal guardians 


in P&A “systems change” litigation 



STATE
INAPPROPRIATE ACTIVITY

AR P&A
brought 3 federal lawsuits (successively) in the name of persons adjudicated mentally incompetent without consultation with legal guardians.    (2003, 2004). 
(See www.vor.net/ARTestimonial.htm)



CA P&A
brought lawsuit irrespective of the fact that 98%





of the developmental center family/guardian survey





respondents opposed P&A representation of their





family members. 

(See P. 9, VOR position paper “The Need for Immediate Reforms  www.vor.net/DDAct2007.htm)


FL P&A
settled its federal lawsuit with provision to close the





targeted state-operated center (Landmark) and also a




provision that the state would close a second state





operated center (Gulfcoast), unnamed in the original





lawsuit.  Gulfcoast Center families learned of the





settlement in the newspapers.

 
(See www.vor.net/FLTestimonial.htm
KY P&A
settled its lawsuit against the state with a provision which closes admissions to state-operated developmental centers.  Developmental center services were not part of the complaint.  KY parents/guardians were not included in settlement discussions; there was no opportunity for public comment prior to the inclusion of this draconian provision.
 (See www.vor.net/KYTestimonial.htm)

Re: Protection & Advocacy (“P&A”) Programs
Item 4. Cont’d


STATE
INAPPROPRIATE ACTIVITY



PA P&A
brought federal suit against state-operated Western

Center without notifying parents or guardians. The 1992 settlement led to closure of Western Center.



 (See www.vor.net/PATestimonial.htm)

UT P&A
brought federal lawsuit against Utah State
Developmental Center.

“It was called the “Lisa P Law Suit.”  A notice of the lawsuit  was mailed to families but provided inadequate time to respond along with notarized information which was also required and no clear information . . . how to respond which left parents unable to opt out of the suit.  It took over 11 years to end the suit and millions in cost to the state.” 







From Carola Zitzmann,








Mother of Robert, aged 42,








a long time resident of








Trinity Missions Wide








Horizons, a licensed ICF/MR

(See also P. 10 VOR position paper “The Need for Immediate Reforms  www.vor.net/DDAct2007.htm) 
Re: Protection & Advocacy (“P&A”) Programs
Item 5. 
Some P&A programs employ  litigation as a tool to eliminate/weaken Intermediate Care Facilities for persons with Mental Retardation ( “ICFs/MR”)



STATE
INAPPROPRIATE ACTIVITY

AR P&A
challenged admission and discharge procedures to state- operated ICFs/MR in 3 federal lawsuits, successively filed


after dismissals of the previous case.  
(2003, 2004) 


(See Item 4, P. 14, this document)

 (See www.vor.net/ARTestimonial.htm)



FL P&A
settled its lawsuit resulting in the closure of the targeted 
licensed center for persons with mental retardation (Landmark);  the settlement also called for a plan to close a second licensed facility (Gulfcoast) – a public

center not named in the original complaint.

(See P. 9 VOR position paper “The Need for Immediate Reforms” www.vor.net/DDAct2007.htm)
IL P&A
brought a lawsuit that threatens closure of private


ICFs/MR with more than 9 beds

(See P. 10 - position paper “The Need for 
Immediate Reforms” www.vor.net/DDAct2007.htm)

Re: Protection & Advocacy (“P&A”) Programs
Item 5. Cont’d



STATE
INAPPROPRIATE ACTIVITY

KY P&A
settled a federal lawsuit re: waiting list for services in KY with a provision which calls for the closure of admissions to the state’s developmental centers (a policy which would likely lead ultimately
to closure of the state’s ICFs/MR).
(See P. 9 VOR position paper “The Need for Immediate Reforms”www.vor.net/DDAct2007.htm)
“The settlement calls for…………


Adoption of “money follows the person” for


people leaving publicly funded ICFs/MR, with


a pledge to leave those beds empty.  This policy


is expected to encourage the downsizing of


institutions for people with MR/DD.”

(P. 2  March, 2006 “Rights Advocate,” a publication of KY P&A, available upon 

request)

PA P&A
brought federal lawsuits which resulted in the closure of Western Center and Embreeville Center.
(See P. 10 VOR position paper “The Need for ImmediateReforms”www.vor.net/DDAct2007.htm )





(See www.vor.net/classactions.htm )

Note:

For a list of P&A class action lawsuits against ICFs/MR including those which closed ICFs/MR see:  www.vor.net/classactions.htm  

See also Pages 9 & 10 of “Request for Immediate Reforms”

 @ www.vor.net/DDAct2007.htm  

Re: Protection & Advocacy (“P&A”) Programs
Item 6.
Some P&A programs operate well-funded offices which support and advocate for “community care” programs as superior to state owned and operated facilities for persons with mental retardation, refusing to represent families who have chosen center-based care for their loved ones with disabilities


STATE
INAPPROPRIATE ACTIVITY



IL P&A
used its website to call for closure of institutions.







(See www.vor.net/ILTestimonial.htm)



IL P&A
called on IL Governor and IL Dept. of Human Services to





close institutional settings.






(See www.vor.net/ILTestimonial.htm)


OH P&A
used its office to discourage the choice of Intermediate 




Care Facilities for Persons with Mental Retardation
care and to provide personal, ideological statements meant to harm the option of licensed facility services. 
“elimination of the ICF/MR program is inevitable, and consumers want community placements instead.”

OH P&A Chief Legal Counsel  



(See www.vor.net/OHTestimonial.htm)


OH P&A
told an elderly mother seeking assistance in getting





her 47 year old child in a state developmental center:




“We don’t help place people in institutions, our mission





is to get them out of institutions.”







(See www.vor.net/OHTestimonial.htm)
Re: Protection & Advocacy (“P&A”) Programs
Item 6. Cont’d



STATE
INAPPROPRIATE ACTIVITY



PA P&A
filed amicus curiae brief in federal case “Steven B.”





in support of transfer of an individual from a state-





operated ICF/MR over parents’ objections.






(See www.vor.net/PATestimonial.htm)
PA P&A
joined with other groups asking a U.S. District Court to



vacate its decision granting family members’/guardians’

right to veto transfers of their loved ones from state-operated centers to unwanted community placements.  At issue was the right to reject “community” placements and to choose placement in another state-operated center.





(See http://www.vor.net/PATestimonial.htm)



TX P&A
serves as contact point for information for





letter writing campaign to Texas Legislature

calling for “re-directing” funds from one needed





program (state-operated facilities) to another needed





program (care in the community).
(See http://ga4.org/ucptxactioncenter/alert-
description.tcl?alert_id=7599482
Re: Protection & Advocacy (“P&A”) Programs
Item 7. 
Some P&A programs misrepresent the Supreme Court decision in “Olmstead” 


STATE
INAPPROPRIATE ACTIVITY



IL P&A
joined with other “advocacy” groups in  a  letter
to the IL Governor chastising him for his alleged failure to comply with Olmstead, which they stated “directs states to move their disabled population from institutional to community-based settings.” (2004)





(See www.vor.net/ILTestimonial.htm )



IL P&A
voted in an “Olmstead work group,”  against





including the majority opinion Olmstead language 





protecting institutional care as an option.






(See www.vor.net/ILTestimonial.htm )

KY P&A
undermined option of ICF/MR care in an op/ed


article to the Louisville Courier Journal citing



Olmstead:





“By clustering the smaller boxes with the bigger





box, in a sort of disability ghetto, if you will, the





segregation sought to be avoided in Olmstead would





be assured…We oppose this proposal.”







Director KY P&A in









Louisville, KY Courier-Journal May, 2007

UT P&A
cites Olmstead as a reason to call for closure of Utah


state – operated Intermediate Care Facility for Persons with 


Mental Retardation.



 
P. 3 Disability Law Center Policy





Brief Re: USDC Closure August, 2006
Re: Protection & Advocacy (“P&A”) Programs
Item 8. 
Some P&A programs have  produced & disseminated position papers based on a narrow ideology as a tool for “systems change” (to eliminate congregate care)



STATE
INAPPROPRIATE ACTIVITY



IL P&A
produced a document “ Segregation & Community  





Integration” which disparages the choice of licensed

state-operated developmental centers.





(See www.vor.net/ILTestimonial.htm)



UT P&A
produced a policy brief which calls for closure of 





a licensed state-operated ICF/MR.  The document





begins: 





“Why Disability Law Center [Utah’s 





P&A program] is Calling for Closure of the Utah State 




Developmental Center… As a civil rights 






organization…the Disability Law Center is opposed to 




placing individuals in segregated institutional settings.”







UT Disability Policy Brief August, 2006

Re: Protection & Advocacy (“P&A”) Programs
Item 9.
Some P&A programs set harmful policies and priorities 


with respect to center-based programs; and work to achieve 

their policies


STATE
INAPPROPRIATE ACTIVITY


CA  P&A
described its program in this manner:





“_________of  Protection and Advocacy, Inc.,





a nonprofit legal advocacy group that  helps people





with disabilities, said the state is legally required to





move people from institutions into community care.





Her agency is suing the state for not moving people





out of state institutions quickly enough.”






(M. Marcucci article – “Inside Bay Area -





Oakland Tribune” published in VOR

e-newsletter November 3, 2006)





MD P&A
opposed legislative amendments in Maryland’s

House of Delegates which would require a





Study of Rosewood Hospital Center (March, 2007)





“_____________, of the Maryland Disability





Law Center, said her group will push for closure,





which she says doesn’t require legislation.”






(“Delegates Back off Rosewood Closure.”

The Examiner, March 28, 2007)



 
The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.



UT P&A
opposes offering ICF/MR services; calls for closing




UT state-operated ICF/MR






(See Item 8, P. 21 this document)


Re: Protection & Advocacy (“P&A”) Programs
Item 9.  Cont’d



STATE
INAPPROPRIATE ACTIVITY
PA P&A
listed as priorities the following overreaching action steps harmful to the constituency currently benefiting from licensed facility-based care and to those qualified individuals who would benefit in future from such care.




“Advocate for the movement of dollars from 





segregated facilities to integrated options”

“Close state hospitals, state mental retardation





Center and residential treatment facilities and reduce





Nursing home beds”

“Provide consumer-to-consumer outreach at all state-operated mental retardation centers ….in preparation

for eventual closure of the centers.”

       Pennsylvania P & A  Priorities - Year 2006









(Exhibit A)

TX P&A
See Item 6. P. 18 of this document.

 UT P&A
published a Policy Brief calling for closure of



Utah state-operated ICF/MR and urging readers to “Call



your legislators…, write a letter to editor…



Support this work with a donation to Disability



Law Center [UT P&A program] and become a



Partner in this important effort.”





P. 5, Disability Law Center Policy





Brief Re: USDC Closure August, 2006

Re: Protection & Advocacy (“P&A”) Programs
Item 10. 
Some P&A programs contribute to and are the cause of 
unease and anguish for ICF/MR residents and their families, due to (1)  lack of accountability in P&A lobbying for elimination of ICFs/MR and (2) P&A bringing “systems change” litigation aimed at the elimination of/ weakening of congregate care settings


STATE
INAPPROPRIATE ACTIVITY

AR P&A
brought 3 lawsuits in 2 years successively against state-operated ICF/MRs using named plaintiffs adjudicated incompetent without their legal guardians’ consent.






(See www.vor.net/ARTestimonial.htm  
CA P&A
commenting on the avoidable death of former Agnews Developmental Center resident Donald Santiago:
“It’s tragic that he then died.  It’s also nice that he got to move after so many years of living in an institution.”  (_____________ of Protection and Advocacy, Inc.).
(See statement of D. Emde, January, 2007 www.vor.net/CAEmde.htm 


FL P&A
responded to a family member who





expressed concern about the FL P&A lawsuit





calling for closure of public ICFs/MR by





writing: “Florida’s Developmental Services





Institutions constitute a despicable way for





government and society to treat people who

happen to have a developmental disability.”


(See www.vor.net/DDAct2007.htm  P. 9)

Re: Protection & Advocacy (“P&A”) Programs

Item 10 cont’d



STATE
INAPPROPRIATE ACTIVITY


IL P&A
resigned from the legislatively formed “IL Disability 
Services Advisory Committee” to which the program was appointed, stating it chose “other methods to obtain the State’s compliance with the Supreme Court’s decision in Olmstead.” 

(see IL P&A statement re: use of litigation as a tool below)
IL P&A
stated “litigation has played a role in almost all the states where deinstitutionalization has occurred, often providing the initial impetus for closing or downsizing institutions.” 
(2004).  

Above statements are viewed by families as a threat of litigation.






(See www.vor.net/ILTestimonial.htm )

KY P&A
settled its waiting list lawsuit with a provision which closes admissions to state-operated developmental centers.  As families age and seek safe and appropriate developmental center placement for their loved ones, critical services will no longer be available.  As KY developmental center residents die or transition, the closed admissions policy will result in a reality that the centers will no longer be cost-effective; “consolidation” will then occur and center residents will be forced from their long-time homes; the trained workforce and specialty services will downsize and ultimately cease; the state’s safety-net for persons with mental retardation will disappear.

(See www.vor.net/KYTestimonial.htm)
Re: Protection & Advocacy (“P&A”) Programs

Item 10 cont’d



STATE
INAPPROPRIATE ACTIVITY
MD P&A
testified before the state legislature


“No one should have to live in an institution…The model



of warehousing people…..is an outdated relic of history”

 (February, 2006)
(P. 10 VOR position paper “The Need for Immediate Reforms”www.vor.net/DDAct2007.htm)



OH P&A
proposed a settlement with the State to eliminate

the entire OH ICF/MR program.  For 16 years, families of individuals who chose to live at an ICF/MR wrote to OH P&A asking to be removed as part of the class.  31,000 people, including families and guardians, successfully opposed the OH P&A settlement.

(P. 9 www.vor.net/DDAct2007.htm)



Re: Protection & Advocacy (“P&A”) Programs
Item 11.
Some P&A programs purposefully support “self advocates” to accomplish deinstitutionalization through “systems change” goals


STATE
INAPPROPRIATE ACTIVITY



MD P&A
provides funds for “Cross Disabilities Rights Council”





- comprised of ADAPT and other organizations





opposed to congregate care.  ADAPT represents





individuals with physical disabilities.  ADAPT





leads efforts to eliminate funding for institutional





care for persons with mental retardation.






(See MD CDRC mission statement






www.thecdrc.org)






(Provides office space for meetings of

“Close Rosewood Coalition”






(e-mail message from MD CDRC






December, 2006, available upon request)




 The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.



MD P&A
participated in a rally in front of the MD Governor’s 




mansion led by persons with physical disabilities in an
effort to “turn up the pressure on Gov. Martin O’Malley

to close Rosewood Center.”


(Baltimore Sun 10/11/2007)

PA P&A
states it will “Coordinate the Freedom March [of self advocates] to bring awareness to the public and state legislators about unnecessarily institutionalized persons.”










(Exhibit A)

PA P&A
states it will “Facilitate self-advocate participation on public policy groups to address institutional issues including the Olmstead Committee, Altoona Closure Oversight Committee and the Stakeholders Planning Team.”










(Exhibit A)
Re: Protection & Advocacy (“P&A”) Programs
Item 12.
Some P&A programs collaborate with other groups to

undermine the existence of ICF/MRs through “systems change” activities


STATE
INAPPROPRIATE ACTIVITY



MD P&A
is a member of “Close Rosewood Coalition”






(e-mail message from MD CDRC






December, 2006, available upon request)





 The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.



PA P&A
chaired a committee formed with 17 members to





write an “Olmstead Plan” for the state. (See





Item 2, P. 11, this Document).  Of the 17 members,
13 were declared advocates for closure of all ICFs/MR.  Only 1 member openly supported the choice of  ICFs/MR.





(See www.vor.net/PATestimonial.htm)
PA P&A
joined with other groups in filing a motion in federal

Court asking that the State be prohibited from admitting or transferring any person to a State ICF/MR.





(See www.vor.net/PATestimonial.htm)
Re: Protection & Advocacy (“P&A”) Programs
Item 13. 
Some P&A programs have used litigation as a tool to promote an ideological agenda (“inclusion”) to undermine specialized programs for persons with disabilities



STATE
INAPPROPRIATE ACTIVITY

WI P&A
filed a federal lawsuit to halt the expansion and renovation of Lakeland School, a special education school for children



with disabilities, calling it a “segregated school.”

 (July, 2006)
In response, over 100 families filed a Civil Rights



Complaint.  The federal judge dismissed the P&A lawsuit.



(March, 2007)




WI P&A appealed the dismissal.  Oral arguments are



scheduled for Friday, November 9, 2007

(See www.vor.net  March 23, 2007 e-newsletter)

Item 14. 
Some P&A programs use office to promote an idealistic, speculative agenda (“inclusion”) – its protection and advocacy services do not always extend to those harmed in community settings



STATE
INAPPROPRIATE ACTIVITY

UT P&A
refused request of a mother of an autistic adult son to investigate an incident in which her son was severely burned in a UT group home.
 Letter report to UT Lt. Gov. G. Herbert




 from Mary Paulsen, mother of  Phillip
dated October 18, 2007)   






(Exhibit B)
II. Councils on Developmental Disabilities (“CDD”) Programs
>
Funded under “Part B” of the Developmental Disabilities Assistance and Bill of Rights Act of 2000
>
Each state has a Council on Developmental Disabilities
Documented Examples
The table on page seven shows a total of six different types of inappropriate activities conducted by Council on Developmental Programs (CDD). Eighteen specific examples are provided here. 

Documented Reports From the States 

re: 

“Councils on Developmental Disabilities (“CDD”)”
Florida
Maryland

Missouri

Washington State
Wisconsin
Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 1.   
Some CDD programs testify against state-operated 
ICFs/MR before policy making bodies


STATE
INAPPROPRIATE ACTIVITY

FL CDD
testified against Senate Bill No. 402, which, if passed, would 

require that (1) closure of state-operated developmental center decisions would be made by the Florida Cabinet and (2) Florida would formally include family input prior to closing a facility for persons with mental retardation.   


(5 Hearings 2007)
Ed Carraway,

Fernandina Beach , FL

To VOR Task Force









September, 2007

MD CDD 

joined with four organizations in submitting testimony at 




MD Senate Budget & Taxation Committee and House 




Ways and Means Committee.  The groups’ written 





testimony calls for closure of 
Rosewood Center * and the 




shift of the Rosewood Center’s funds to “people in need on 




the waiting list.”     (October 30, 2007)







 *The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 2. 
 Some CDD programs undermine state-operated centers in 

  
  media

STATE
INAPPROPRIATE ACTIVITY


MO CDD
 paid for full page ads inserted St. Louis area papers

with false, derogatory information about Missouri’s licensed intermediate care facilities.
“Missouri spends $100,000,000 each year to keep

people who have committed no crime locked away from

society.”

 (St. Louis Dispatch weekend September, 2007).

 




(Exhibit C)

MD CDD
advocated in media for closure of Rosewood Center.*





“____________, Executive Director of





Maryland’s Developmental Disabilities





Council said the state monitor’s report





is the latest in a long line of reasons to





close Rosewood.”

“We do not believe this broken facility 

can be fixed.”

__________, Executive Director -

Maryland’s Developmental Disabilities Council

“The Jeffersonian,” Towson, Maryland

12/12/ 2006




 
*The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 3.
Some Councils on DD have collaborated with others to undermine licensed programs for persons with developmental disabilities


STATE
INAPPROPRIATE ACTIVITY

MD CDD
MD CDD joined with other organizations and called on MD Gov. Robert Ehrlich ………to close Rosewood Center.*
“We do not believe this broken facility 

can be fixed.”

__________, Executive Director -

Maryland’s Developmental Disabilities Council

“The Jeffersonian,” Towson, Maryland

12/12/ 2006

joined with four organizations in submitting testimony at MD Senate Budget & Taxation Committee and House Ways and Means Committee.  The groups’ written testimony calls for closure of Rosewood Center and the shift of  the Rosewood Center’s funds to “people in need on the waiting list.”     (October 30, 2007)







* The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 4.
Make up of Councils & State Plans of some CDD programs 


unfair, inappropriate and biased toward an ideology that 


excludes facility-based care and the individuals with 



disabilities who benefit from such care


STATE
INAPPROPRIATE ACTIVITY

WA CDD
adopted a state plan for services which does not reflect the requests and experiences of families whose loved ones
receive care in congregate settings

(See letter from parent Paul Strand,

Father of Eric – (P. 3 of this document &
         P. xi “2007 – 2011 WA DDC State Plan”).
Mr. Strand registered his complaint that State-RHC (Residential Habilitation Centers – ICFs/MR) are not mentioned as a choice in WA DDC plan. The plan excludes services for persons with the mental capacity of toddlers and those with severe behavioral disorders and complex medical profiles in addition to mental retardation.)
When licensed facilities are mentioned in WA State DDC materials, it is to dismantle them: “Continue the process of  consolidating the RHCs and redirect the resources to community supports and services that enable people with developmental disabilities to live and work in their communities.” *


(*WA State DDC 2006 Legislative Agenda    


brochure, available upon request)

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 4. Cont’d


STATE
INAPPROPRIATE ACTIVITY



WA CDD
[Continued from previous page]





In 2007, Bill Anderson, father of Matthew, and a long time 




WA DDC member (seven years) resigned in exhaustion 




over WA DDC leadership’s continued anti-institution bias 




and use of public funds to promote anti-institution 





advocacy groups, such as ARC.

WI CDD
permits WI P&A Attorney ________to serve as chairman of its WI CDD Governmental Affairs Committee which recommended “close Southern Center by the end of the biennium. (January, 2007).”  WI DD Council accepted the recommendation.






(Minutes of WI DDC, March, 2007*)







(*available upon request)

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 5.
Some Councils on DD set contrary policies and priorities and work to achieve these



STATE
INAPPROPRIATE ACTIVITY

MO CDD
adopted the following policy on state-operated centers:
 “New admissions to Habilitation Centers [MO Intermediate Care Facilities for Persons with Mental Retardation] should be eliminated….”







(See www.mpcdd.com 2007)



WA  CDD
adopted (11/15/1991) Council Policy No. 103: 
“The WA State DDC…… recommends the continuation of funding the downsizing process of RHCs [publicly-operated WA Intermediate Care Facilities for Persons with Mental Retardation].”

“We recommend that when budget cuts occur they should be distributed across each DSHS budget section with the priority of  keeping community programs [and not Intermediate Care Facilities for Persons with Mental Retardation programs] viable.”

“It is the position of the DDC that 1) the Legislature should pursue a policy on downsizing IMR/RHCs [WA state-operated ICF/MR] with the goal of eventually closing institutions…”

(WA CDD Policy No. 103 remains in force, despite parents’ objections)

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 5.  Cont’d



STATE
INAPPROPRIATE ACTIVITY

WI CDD
adopted the following harmful policy:

“The Wisconsin Council on DD supports the continued movement of
people from Central and Southern Centers to the community.  The Council 
also supports the closure of Southern Center by June 30, 2007.”








WI  DDC   “DAWN”   2005*







(copy available upon request)
WI CDD
Calls for the closure of Southern Center “by the end of the biennium – June 30, 2009.” 

http://www.dawninfo.org/advocacy/budget/07_09_budget_compare.cfm  Item #7 from DAWN –
Parent/Guardian Comment on WI DDC action:

`
“It is important to note that no residents are requesting transition to community living from Southern Center.”







Becky Underwood,





Mother of  Aaron






To VOR DD Act Task Force






10/30/2007

WI CDD
See also Item 4, P. 34 of this document

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 6.
Some CDD programs use federal grant funds to support activities of “self advocates’” and other “advocacy” organizations opposed to congregate care to accomplish closure of licensed congregate care facilities.


CDD program activities are protected by “Non-Interference” language in PL 106-402 (“DD Act”)




“any agency, office or entity of the State will not interfere with 



the [CDD’s] advocacy, capacity building and systemic change 



activities, budget, personnel, State plan development or plan 



implementation.”    42 USC 15024 Sec. 124 State Plan




(5) Assurances. (L) Noninterference.  (Emphasis added)



STATE
INAPPROPRIATE ACTIVITY

NACDD*
collaborated with 6 other advocacy organizations to produce and disseminate the “Community for All” Tool Kit, a document which provides: …..

“information for advocates involved in campaigns to close institutions…..”
“Information about policy and governmental action, and strategies that states can use in closing institutions.”







See “Community for All” toolkit 

(http://thechp.syr.edu/toolkit/ )










(Exhibit F)


* National Association of Councils on Developmental Disabilities

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 6. Cont’d



STATE
INAPPROPRIATE ACTIVITY

MD CDD
provides funds for self advocacy group Cross Disabilities Rights Council (“CDRC”).  2007 is the 6th year of funding.

CDRC is a member of “Close Rosewood Coalition*”







(e-mail message from MD CDRC







December, 2006, available upon request)





*The Governor of Maryland announced the closure of 




Rosewood Center January 15, 2008.





A CDRC goal:

“The First Goal is to get  people out of State Residential Centers/Nursing Facilities”







(See http://www.thecdrc.org)







(See also Item 11, P. 27 this document)

WA CDD
funds ARC & SAIL (“Self Advocates in Leadership”) groups which openly call for the downsizing and closure of state-operated ICFs.


WA CDD funded “legislative advocacy” in the amount of $200,000 (Year 2005) and  $210,000 (Year 2006).

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 6. Cont’d



STATE
INAPPROPRIATE ACTIVITY

WI CDD
provided funds to “People First Wisconsin” -

$ 6,000 - 1999

$25,000 - 2001

$20,000 - 2003.

People First WI goals:

“- work toward closing all institutions and making life in the community a human right for people with disabilities….”

“…..Moving people from institutions is a priority issue for People First of WI…they say they will not rest until all the state centers in WI are closed.”





See:
(WI DDC Spotlight, Spring, 1999*)

 (WI DDC Minutes, November, 2001*)

 (WI DDC Minutes, January, 2003*)







 (*Available upon request)

Re: Councils on Developmental Disabilities (“CDD”) Programs

Item 6. Cont’d



STATE
INAPPROPRIATE ACTIVITY



WI CDD
denied request from WI Parents Coalition for

The Retarded, Inc. (“WPCR”) for funds to counter the People
First advocacy activities (see above).  In its denial  letter to Kevin Underwood, President of WPCR, the chair of WI CDD replied 

“The use of our resources is governed by our

State Plan…….In addition the federal Developmental

Disabilities Act (PL 106-402) requires that all Councils include in their State Plan a goal to support a state self-advocacy organization.  People First [Wisconsin] is the only organization in Wisconsin that qualifies. The intent of the DD Act and the Council is that people with DD find their own voices and become involved in advocacy, without regard to the issues they choose to advocate about.”  (emphasis added).



Chair, WI CDD Program to



 Kevin Underwood,





Father of Aaron 





March 24, 2005







 (Exhibit D)
III. National Network of University Centers for Excellence in

       Developmental Disabilities Education, Research and  

      Service Programs (“UCEDD”)

>
Funded under “Subtitle D” of Developmental Disabilities Assistance & Bill of Rights Act of 2000
>
Forty (40) states have one University Center for Excellence in Developmental Disabilities Education, Research and Service Program
>
Eleven (11) states have more than one University Center for Excellence in Developmental Disabilities Education, Research and Service Program
Documented Examples
The table on page seven shows a total of five different types of inappropriate activities conducted by University Centers for Excellence (UCEDD) Programs. Twelve specific examples are provided here. 

Documented Reports from the States

re:

University Centers for Excellence in Developmental Disabilities Education, Research and Service (“UCEDD”) Programs

Arkansas
Kentucky
Minnesota

Texas

Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 1.
Some UCEDD programs have collaborated with others to undermine licensed programs (ICFs/MR) for persons with developmental disabilities


STATE
INAPPROPRIATE ACTIVITY



KY UCEDD
collaborated with ARC Kentucky in distributing two





Powerpoint presentations which promote one needed





system of care (“community care”) over another system





of needed care (licensed “Intermediate Care Facilities for





Persons with Mental Retardation care”).








February, 2008








See: 







http://www.ihdi.uky.edu/ilssa/projects/TASH/infrastructurePresentation.pdf

http://www.ihdi.uky.edu/ilssa/projects/TASH/rollinsCostSavingsMeeting.pdf 

MN UCEDD
collaborated with 6 other advocacy organizations to produce and disseminate the “Community for All” Tool Kit, a document which provides: …..

“information for advocates involved in campaigns to close institutions “ …..

“Information about policy and governmental action, and strategies that states can use in closing institutions.”






See “Community for All”  toolkit 

(http://thechp.syr.edu/toolkit/ )











(Exhibit F)

Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 1. Cont’d



TX UCEDD
joined with other organizations to lobby the Texas 





Legislature to adopt budget policies which would cause





“the immediate re-direction/re-allocation of resources from

State Institutions (including nursing facilities, Intermediate Care Facilities for the Mentally Retarded (ICFs/MR) and ‘state schools for the mentally retarded’) to community living programs.”

“Policy Statement on Community Services and Supports” 

 Texas Disability Policy Consortium http://www.dpctexas.org ) November, 2007





Exhibit F
Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 2.
Some UCEDD programs provide the paid leadership for “workgroups,” “committees,”  “stakeholders,” coalitions,” “consortiums”  to lobby policy makers with goals of closing state-operated ICFs/MR


STATE
INAPPROPRIATE ACTIVITY



TX UCEDD
 joined with other organizations to lobby the Texas 





Legislature to “develop and implement a plan to close





at least three state institutions, also known as ‘state

schools for the mentally retarded.’”  

TX UCDD serves as the contact organization for the effort.

 “DPC Issue Brief” 

“Policy Statement on Community Services and Supports” 

 Texas Disability Policy Consortium http://www.dpctexas.org ) November, 2007
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Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 3.
Some UCEDD programs prepare and disseminate incomplete, misleading reports to policy makers regarding the states’ service systems of care for persons with developmental disabilities. 


STATE
INAPPROPRIATE ACTIVITY

AR UCEDD
joined with other advocacy organizations to prepare



and disseminate “Report of the 2006 Disability Policy



Summit.”  The 12 page report* -

- eliminates questions from families whose loved ones

with disabilities receive services at publicly-operated   ICF/MRs;  

- eliminates the invited policy makers’ responses re: 

  ICFs/MR (all supportive of the ICFs/MR); 

- lists only two categories of services for persons with 

developmental disabilities (Home-based and Community-     based) and eliminates participants’ statements of support for facility-based (ICF/MR) services.  (Report p. 7*)

- provides incomplete statements regarding per diem costs

   for waiver and institutional services. (Report p.7*)








* Report available upon request



KY UCEDD
collaborated with ARC Kentucky in distributing two





Powerpoint presentations which give misleading 





information regarding costs of  long term care for persons





with profound mental retardation and which omit other 




critical information (causes of reduction of congregate 




care).







February, 2008








See:  Item 1, P.44; See







http://www.ihdi.uky.edu/ilssa/projects/TASH/infrastructurePresentation.pdf

http://www.ihdi.uky.edu/ilssa/projects/TASH/rollinsCostSavingsMeeting.pdf
Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 3. Cont’d



STATE
INAPPROPRIATE ACTIVITY

MN UCEDD
prepared and disseminated report* giving statistical data on 
the nation’s residential service system for persons with mental retardation and other developmental disabilities through 2006.  The report shows (1) the number of state-operated residential centers decreased in Fiscal Year 2006; (2) the population of large state facilities continues to fall; and (3) the closure of large state facilities continues
Critical information NOT given to the reader in the MN UCEDD report: (1) causes of the elimination of the state as a provider of services for persons with mental retardation, (2) causes of the falling population in state-operated facilities and (3) causes for the closure of state facilities. 
Known causes for the closures of  Intermediate Care Facilities for Persons with Mental Retardation are:  (1) litigation and (2) intense pressure by groups opposed to congregate care.

*“Residential Services for Persons with Developmental Disabilities: Status and Trends Through 2006” (http://rtc.umn.edu/risp06)
Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 4.
Some UCEDD programs prepare and disseminate reports to policy makers using inflammatory, misleading language regarding facility-based systems of care for persons with developmental disabilities. 


STATE
INAPPROPRIATE ACTIVITY

AR UCEDD
joined with other advocacy organizations to prepare



and disseminate “Report of the 2006 Disability Policy

Summit*.”  (See Item 3, P. 45, above). The 12 page report lists the following questions for policy makers:

“What is your position on moving funding for services

in the community so that “money follows the person”

rather than segregation institutional services?”  

(Report*  p. 7 – emphasis added)

“Have you thought or do you know about Arkansas’ high

rate  of institutionalization*?   How do you propose to decrease this number and increase community services?”

(Report* p. 7 – emphasis added).

* The report omits the following critical information:

In Arkansas over 3 times as many persons receive waiver

services (3,356) as state ICF/MR services (1,070).  

Arkansas has no private ICF/MR facilities larger than

10-bed homes.






*Available upon request.

Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 4.  Cont’d



KY UCEDD
collaborated with ARC Kentucky in distributing 





two PowerPoint presentations which lists the following





unfair, short sighted and potentially harmful cost savings 




measures: the State might use its powers as public legal 




guardian for fifty-two residents currently receiving services 



at a public Intermediate Care Facility to transition these 




vulnerable individuals from facility-based care to 





“community care.” The State would receive one full year of 



“free” care for these individuals from its “Money Follows 




the Person”  grant funds.  








February, 2008








See:  Item 1, P.44







http://www.ihdi.uky.edu/ilssa/projects/TASH/infrastructurePresentation.pdf

http://www.ihdi.uky.edu/ilssa/projects/TASH/rollinsCostSavingsMeeting.pdf
Re: 
University Centers for Excellence in Developmental 
Disabilities Education, Research and Service (“UCEDD”) Programs 
Item 5.
Some UCEDD programs misuse the public trust & misuse public funds


STATE

INAPPROPRIATE ACTIVITY



KY UCEDD

See Items  1, 3 & 4 P. 44, P. 47 & 50 of this 






document, above
MN UCEDD

See Item 1, P. 42, this document, above.







See “Community for All”  Tool Kit 

(http://thechp.syr.edu/toolkit/ )


TX UCEDD

See Items 1 & 2, P. 42 & 43, this document, above

EXHIBIT A 
3 PAGE DOCUMENT

State of Pennsylvania -
2006
PA P&A Published Priorities

EXHIBIT B
ONE PAGE DOCUMENT

State of Utah -
 Letter report to Lt. Gov. G. Herbert of Utah from Mary Paulsen, mother of Phillip

October 18, 2007

EXHIBIT C
ONE PAGE DOCUMENT

State of Missouri -
ad inserted in St. Louis area papers by MO DD/C 










2007
EXHIBIT D
ONE PAGE DOCUMENT

State of Wisconsin
 - 
Letter from Chair WI CDD to Kevin 
Underwood, father of Aaron, dated  March, 2005
Exhibit E
TWO PAGE DOCUMENT

State of Texas – 

Handouts at  Disability Policy Consortium 

(November, 2007)
Exhibit F
TWO PAGES FROM “COMMUNITY FOR ALL” Tool Kit 

(1) National Association of Councils 

on Developmental Disabilities (NACDD)  - 
Collaborator

  

(2) State of  Minnesota  –  UCEDD Program  - Collaborator 

 



(http://thechp.syr.edu/toolkit/ )
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