Maine Coalition for Housing and Quality Services


November 9, 2009 
Minutes
Present:  Laurie Raymond, Sue Murphy, Kim Humphrey, Lora Perry, Roberta Brezinski, Suellen Doggett, Edward Doggett, Vicky Shaw, Joan G. Rogers, Eric Knutsen, Kathy Brown, Priscilla Burnette, Deb Anthony, Sue Witt, Mary Chris Bulger, Rachel Dyer, Karen Johnson, Dan Chepman, Beth Jones, Bailey Thomas, Linda C. Campana, Charlene Kinnelly, Mary Lou Dyer, Arthur P. Clum, Jim Pierce, Cullen Ryan
From Whence We Came:  A History of Services to People with Developmental Disabilities in Maine – Charlene Kinnelly, Former Superintendent of Pineland 1978-80, Social Worker at Pineland beginning in 1966. 
Prior to the 20th century - People with significant disabilities generally did not live past childhood.  People with the mildest disabilities lived to adulthood and could help out on the family farm. People were cared for at home by their aunts, uncles, grandparents, etc.  
1900 - 1920s -  In 1908 legislation was enacted that called for the education of the “feebleminded.”  It was based on the premise that your mind didn’t work and you would always be a child. It was designed to protect the feebleminded from us because they were considered vulnerable. Pineland opened in 1908 with very few people. It provided education, work and protection for the population. In a working community males and females held stereotypical roles. In 1926 the title “Chief Herdsman” was used.  People were put into one of three categories: “Idiots” (high functioning); “Imbeciles” (moderately functioning; and “Morons” (low functioning).  There was a growing belief that although “Idiots” were able to take care of themselves they were defective and dangerous and best served in large groups.  Male “Idiots” were thought to be predisposed to violence and drunkenness and women “idiots” were thought to be predisposed to prostitution.  The general belief was that they needed to be protected from themselves and that society needed to be protected from them.  They needed to be “watched.” Until the latter part of the 20th century Pineland was the only place to get any kind of public service for a person with a Developmental Disability (DD). 

1930’s -  In the late 1920’s a growing eugenics movement led to change in societal perceptions: people with DD became objects of fear/menace.  The role of institutions was to protect society. The Great Depression and World War II led to social and financial pressures causing families to have greater difficulty caring for members at home. The rich were able to care for their family members at home while the poor often were limited to intuitions.  Improvements in medicine (antiepileptic and antipsychotic drugs) meant less people died at a young age, which led to a larger population of people with significant impairments. With the development of antipsychotic and anticonvulsive medications there was a belief that anything could be cured with the right medication.    Pineland population maxed in mid century which led to poor conditions. The treatment model transitioned to an educational model.
Terminology evolved such that the three groups were called “educables” (high functioning), “trainables” (mid-functioning), and “custodials” (low functioning).  The “custodials” were those with multiple challenges and more severe intellectual challenges – “you need custodial care.” 

1960s-1970s - Early parent advocacy (following path of civil rights) movement began.  The first federal funding of DD services occurred in the Kennedy Administration.  JFK had a family member with mental retardation and there was a growing societal belief that the federal government had an obligation to take care of its most vulnerable people.  This was the time of the development of AFDC (Aid to Families with Dependent Children), SSDI (Social Security Disability Income), and civil rights.  The belief was that as an American you have certain rights. Families who didn’t want their child institutionalized formed associations for retarded children (ARC), opened centers and schools, etc.

Deinstitutionalization began, especially for “custodials”; institution was still seen as a place that education was provided. 
· 1969 – Bureau of Mental Retardation was formed as essentially a public guardian for someone who could not act on behalf of their child.  (but watch decrease in stature in state government over next 35 years)

· 1970s: Public education legislation, special education. 
· 1974 – All children have the right to education.  Public schools had an obligation to all of its kids.  There was a philosophical belief that if not institutionalized you would be cared for in community.  
· 1975 – Pineland lawsuit filed.

1980’s and 1990’s – There was a real push to institutionalize, public school became better for the population.  First class of kids graduated from school into the community 
2000 on – DD population proves it can live successfully in community – inclusion is not questioned.  
2009 – There are no entitlements anymore.  There are 700 hundred members of the Pineland class.  The State has petitioned to release all from the Pineland Consent Decree.  

(Note to advocates from Charlene:  People serving in the legislature are of a similar age and remember this history.  Remember who you are talking to if you work to garner their support.  If you are 65 and never and haven’t worked within the current system of care for people with developmental disabilities, odds are your philosophy is 20-30 years old.)
(Not addressed in meeting: this link provides access to more historical information that you might want http://www.mnddc.org/wolfensberger/index.html )
Where we are now:  A summary of DHHS Budget cuts detailing which programs are closed and what that means – Mary Lou Dyer – MACSP, and Arthur Clum – DHHS Advocate
Mary Lou provided some background on the role of MACSP. (Maine association of community service providers…primarily developmental services for children and adults)

Both waivers are closed. 21 (comprehensive waiver) has essentially been closed for one year (approximately 9 people were added in summer 09. Section 29 (day and work supports) has also closed. 

Section 24 services (adults) are being terminated (currently in rulemaking). 

Current discussion is that Developmental Services are not slated for significant cuts due to previous cuts. Obviously subject to change…

After the recession in the early 90s it took 6 years for the system to catch up w/ unmet demand. 
Concern that people w/ residential supports will lose their community support programs (this has already begun) and that people who require a high level of support will not receive adequate services. 

The Crisis system is operating at or very near capacity. 

Other discussion re current situation
Concern regarding “silos” of services and increased demands of Medicaid/ “medical necessity”: focus on health and safety vs. quality of life. 

While much progress has been made, adults w/ DD are often seen as children. 
Parents of transition age kids are often surprised to find out that adult services are not entitlement. 

No true partnership w/ families. 

People are lonely! Community is hard to build. There are different ways to address this and none are easy. A link noted in the meeting:   http://www.socialsignal.com/ 
Impending Cuts in the Future:  What we face going forward

Curtailments due to continued shortfalls ($200 million is the current estimate) will be announced later this month. Depts. are preparing their recommendations. It appears likely that this situation will continue for the foreseeable future and may worsen if there is no additional federal stimulus. Unlikely that today’s children can expect to receive comprehensive waiver services as adults. 
Will there be mental health issues as a result of the lack of support?

Will people have to “demonstrate improvement” in order to receive services?

Where We Want To Be:  A Coalition discussion of what action this grassroots parent organization can take.
Discussion (paraphrased):

 “The sky’s been falling” for years and it’s time to look at this in other ways. 
Do families rely too heavily on agency supports? 
Do people w/ disabilities have meaningful community relationships/ involvement? 
Are people w/ disabilities seen as contributing members (directly involved, not accompanied by or accompanying staff)? Volunteers….
Can coalition members contact Legislators to let them know that there are people w/ DD who are not getting services? (counter the belief that everyone gets what they need). 

Updates:  
Tabor II and Excise Tax Repeal  - Thank you for your support – these were both voted down.
Review of Draft Continuum of Care Template – There was limited time to review that document. A small group committed to meeting to make next recommendations. 
Look to the Future Group – Lora Perry - This group has met a couple of times. Self directed supports do not seem to be on the table. 
Other business, and Agenda for next Coalition meetings Attorney for the Plaintiffs of the Consent Decree to speak at a future meeting (Dec?)
Next meeting: 12/14/09 12-1:30pm, same location 
Unless otherwise decided:  All Coalition meetings are the second Monday of the month from 12-2pm at 307 Cumberland Avenue in Portland.  
c/o Community Housing of Maine 309 Cumberland Avenue, Suite 203

 Portland, Maine 04101 207-879-0347 cullen@chomhousing.org  


