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MEMBER VOICE

--------------------------------------------------------------------------------------------
1. Part 1 of 2:  One parent’s experience with the Microboard Model
--------------------------------------------------------------------------------------------
Introduction:  It is difficult to believe that a father with a 28-year record of active advocacy for the choice of facility-based care and adamant objection to community placement for his daughter with profound/severe intellectual disabilities would voluntarily remove his daughter from a facility where he was president of the parents’ association and place her in a community home.  Yet the former chair of VOR’s State Coordinator Committee and principal author of the VOR manual detailing how to effectively challenge forced community placement has in fact done just that.  Read on to see why. The second of this 2 part article will appear in next Friday ‘s VOR Weekly E-Mail Update.  

A Non-Traditional Alternative

Part 1 of 2

By Bill Haas
January 2010
Our experience is typical of many VOR members.  Bridget was born in 1964 cerebral palsied as a result of first trimester rubella.  She functions at 18 months intellectual and is non-verbal.  She can walk short distances with the aid of arm crutches.  Bridget lived at home with us and her two older sisters until she was 13, when it became painfully obvious that we needed external assistance far beyond what special education could provide.  Our case worker referred us to several community homes, and we were appalled by what we saw, heard, and frequently smelled.  Only with political intervention were we able to place her in an Illinois state facility where she resided for 12+ years.  When we were transferred to Alabama, Bridget moved to an Alabama state facility where she resided for the next 15 years.

While facility-based care is not perfect (no setting is), it is far more capable of caring for the multiply involved profound/severe than are the typical three-person homes that we have seen over the years.  In those homes, rapid turnover of minimum wage direct care staff and make-work day care programs are the norm.  In defense of the community providers, they are probably doing the best that they can given the required managerial oversight, necessary administrative record keeping, and the limited funds available.  Were Bridget verbal and functioning in the moderate range, a three-person community home might be a viable alternative.  But, the 5% of the retarded population—the profound/severe multiply involved—require a degree of protective oversight and a breadth, depth, and intensity of care that, in my opinion, cannot be delivered in a traditional three-person community home.   

For 27 years we were quite satisfied with Bridget’s care in both the Illinois and Alabama facilities.  She was safe, clean, medically cared for, reasonably well fed, and participating in a training program into which we had input.  Further, we could have her home for visits at any time of our choosing.  Then, in 2004, two things caused us to question whether Bridget should continue to be cared for in an institution.

First, Alabama had just closed four of its five facilties, and the remaining one where Bridget resided was being downsized at the rate of three or four clients per quarter.  While no resident whose parents objected had been sent to a community home, I could see a strategy unfolding.  While direct care staff decreases in proportion to client reduction, overhead costs do not.  Hence, as population decreases, cost per client increases.  A powerful argument for closure to state legislators is “It is costing us X dollars per client in the facility, and we can deliver the same care in the community for ½ X dollars.”  Yes, the figures are bogus when quality of care and Medicaid billing for medical services are factored into the equation, but the cost of services argument in Alabama was winning over policymakers.  As a result of our analysis, we started wondering if we had best find a more permanent acceptable placement before we were forced into a placement not of our choosing.

Second, and at about the same time, I was one of Alabama’s delegates to a national Quality of Life initiative.  One of our sessions evaluated individual happiness and self-satisfaction.
While we were very pleased with the institution because our concerns for Bridget’s physical well being were met, we did wonder if Bridget might enjoy having a place of her own with more opportunity to control her surroundings. 

These considerations – especially a desire to find a permanent alternative to the facility that would  permit us to direct and control Bridget’s care – brought to mind a short movie—Joshua’s Home—that Tamie had shown us at the 1999 annual meeting held in Philadelphia.  Jackie Golden had moved her son, Joshua, from the facility where he had lived to a house near her residence.  Joshua was the sole resident of the house but was cared for by a staff that Jackie hired.  I investigated and found that Jackie had elected to provide care for Joshua under a Medicaid approved program called a Microboard.  While traditional community boards manage the care of a large number of clients, a Microboard exists to serve only one client.

The more I learned about the Microboard concept, the more intrigued and excited I became.  While it is a waivered community home just like the traditional three-person community home, its charter is more directive and more limited in scope.  It must serve one and only one client, and it must incorporate with a board of at least five directors, one of whom must be the parent, blood relative, or legal guardian of the client being served.  The voting majority of the board, however, must not be related to the client or employed by the client’s parents or legal guardian.

Like all community homes, the Microboard is paid with Medicaid dollars for providing the services directed and approved by the oversight agency—normally the state Department of Mental Health.  Further, like all community homes, the Microboard must adhere to the regulations and policies of the oversight agency.  The most exciting aspect of the concept to me was that the “how, where, and in what manner” I delivered the services to Bridget would (with board’s concurrence) be entirely at my discretion.

Prior to requesting Microboard status, it was essential that we ensure continuation of the Microboard and of Bridget’s care in her home after our deaths or inability to manage the project.  We were fortunate in having a daughter and grandson who readily committed to assume responsibility when we become unable to do so.  It isn’t necessary that anybody considering Microboard status have a family member who will commit to assuming responsibility, but it is necessary to find a caring person who will commit to doing so.

In November of 2004, I requested Microboard status for Bridget.  My request was approved in December, and we became Alabama’s sole Microboard.  What followed was six months of preparation—incorporating, recruiting board members, finding and outfitting a house, designing forms for recording activities, and having Bridget make several visits to the home.  

Bridget moved into HER home on June 1, 2005.  Nearly five years later, she is a much different person.  She smiles more, is more social with other people, and is decidedly more in control of her life and leisure activities.  In her home, she moves about the premises, the deck, and the yard (under watchful supervision) as she chooses.  At the same time, her safety, health, and essential services are in place and functional.  We are pleased beyond our expectations.

PART 2:  A discussion about the various issues relating to the Microboard alternative, including board composition, sufficiency of funds, continuity of services, staffing, etc.  

STATE NEWS

--------------------------------------------------------------------------------------
2. MISSOURI: Outcry puts state privatization plan on hold 

--------------------------------------------------------------------------------------

By TIM KRAKOWIAK 

Daily American Republic
Nov. 18, 2009
    SIKESTON – State plans have been put on hold to establish new independent supported living situations, following a public outcry from area families and guardians of the disabled. 

    “As of yesterday, we are no longer pursuing ISL locations for Sikeston and Poplar Bluff,” Anita Green announced Thursday at the Fellowship Baptist Church in Sikeston. 
    Green, who is the superintendent of Southeast Missouri Residential Services, received a positive reaction from an audience comprised of more than 50 legal guardians, union organizers, state employees and legislators, who gathered on their own accord. 

    Last week, an open house was held at the SEMORS habilitation center in Poplar Bluff, that was intended to encourage families and guardians of the mentally retarded and physically disabled to move their loved ones or wards into individual homes within the community 

    The habilitation centers, which employ more than 100 people each, were asked to move three residents out by June 30, according to an internal memorandum provided to the Daily American Republic. The request came from Bernie Simons, director of the developmentally disabled division of the Missouri Department of Mental Health, who was appointed to his position by former Gov. Matt Blunt. 

   “It is believed that we have very few guardians that are willing to consider state-operated ISL’s as an option, so it will require some education on our part before families can make these decisions in an informed manner,” stated the memorandum dated Oct. 20 and stamped ‘confidential.’ 

    Attendees at the Poplar Bluff meeting reportedly became emotional about an alleged deprivation of the quality of care, accusing the state of closing down the homelike facilities and attempting to privatize the treatment. The open house in Sikeston was subsequently canceled so state employees can instead talk one-on-one with families and guardians. 

    “The discussion was really intended to provide information to people about opportunities in the community for their loved ones,” said DMH spokesperson Bob Bax on Wednesday. “It moved into a conclusion by some folks that something was going to be required or forced on people. We didn’t want to create another situation that was going to lead to people being concerned about the future of SEMORS.” 

    Under the direction of the American Federation of State, County and Municipal Employees headquartered in Jefferson City, concerned citizens decided to meet in Sikeston anyway to protest the proposed change, and SEMORS officials showed up. 

    “We’re only as strong as our weakest link, so we need to link together if we expect to win the battle,” said Joyce Dixon of Poplar Bluff, the mother of a special needs son at SEMORS. “Our battle is just beginning.” 

    While Bax said in an interview that community providers have similar regulations as the DMH, Dixon provided literature that cited drastic decreases of services from state-run habilitation centers, to state-run ISL programs, to the private sector. Each category has less inclusive Medicaid waivers, going from having a nurse on site 24 hours per day to 1.25 hours per month, for example. 

    Dixon, who began her career as a state aide to the elderly, said she gained her information days ago from administration of a habilitation center in Nevada, Mo. that was set to shut down in recent years, but the decision was reversed after the situation was made public. 

    A center in Bellefontaine was up for closure in 2005 after allegations of abuse of residents circulated, but in the end $18 million was earmarked in federal stimulus money to build a new facility in St. Louis County, apparently due to community support and union direct care representation 

    Tom Young of Jackson, who has a daughter residing at SEMORS, said 40 percent of the program’s funding comes from the state and 60 percent from the federal government. If clients are shifted to the community, the state would only have to pay 20 percent, according to his understanding. 

    “Do not mess with money taxpayers provide,” Young said, claiming he is being targeted because he represents such a small minority of constituents. “Americans are supposed to take care of the ill, infants, elderly and vets. If you want to save some money, cut your bureaucrats out. Leave us alone.” 

    The transition is presumably to remain state operated, noted Rita Dongas, AFSCME researcher, although the fear is it will lead to for-profit services, like most ISL programs in Missouri’s free market, she explained. 

    Over the past few years, the number of people living at the Poplar Bluff center, comprised of seven group homes, has gradually dropped from approximately 48 to 34. There are currently 28 residents at the Sikeston center, which has a capacity of 40, according to Bax. “The availability of community options is increasing,” the spokesman explained. 

    While Pam Dirnberger, the Scott County public administrator, believes habilitation centers ought to be managed by the state, she pointed out that there are good privately operated caregivers too. 

    “You all have to remember, they can’t force you to move your wards,” Dirnberger said. 

    A question came up whether clients who moved out into ISL programs would be able to return to the habilitation center. Legal guardians always have a choice, Green responded. 

    Even still, the department’s stance shifted about two years ago to no longer allowing the admissions of new long-term clients, according to the SEMORS superintendent. She added that there is a crisis unit in Poplar Bluff that accepts clients for 1 – 3 months at a time, depending on the intensity of the case. 

    There are hundreds of people in need on the waiting list to enter habilitation centers at state regional offices, according to Dixon. 

    Mo. Sen. Rob Mayer, RDexter, noted that state revenue is down about 10 percent from a year ago, so legislators need to set priorities. However, he said, as vice chair of the appropriations committee, he will fight with all his resources to assure that court-ordered guardians always have their say in the matter. 

    “Who knows best about the needs of your loved ones?” Mayer asked. “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.” 

    The commission is holding an open house Nov. 12 in Jefferson City, Dixon concluded, and she would gather a group of families and guardians to submit a petition to keep their loved ones or wards in SEMORS. 

    To stay informed, concerned citizens will look into meeting monthly at the First Baptist Church in Dexter, halfway between Poplar Bluff and Sikeston.
VOR and YOU

-------------------------------------------------------------------------------------------------------------

3. VOR welcomes Memorial and Tribute Donations!  Recognize your loved one or honor an advocate in VOR’s Newsletter or in the 2010 Conference Program. 
-------------------------------------------------------------------------------------------------------------

In each VOR newsletter (The Voice), VOR lists the names of individuals whose families and friends have honored or remembered them with a donation to VOR.  Tribute and Memorial Donations are a wonderful way to honor the people you love and admire and also support VOR. 
Recognition sponsorships are also a great way to honor a family member, advocate, businesss or organization. Recognition space can be purchased in VOR’s 2010 Annual Conference program. See, http://vor.net/events/listing/sponsorship-opportunities for details.

For questions or to obtain additional support and membership material about VOR, contact Julie Huso at husoj@sio.midco.net or at 605-370-4652

------------------------------------------------------------------------------------------------------

Tamie Hopp, Director of Government Relations & Advocacy

THANK YOU FOR YOUR SUPPORT!

Dues and Donations to VOR can now be made ONLINE. 


See, http://www.vor.net/giving/donate/online-donation-form for Donations


See, http://www.vor.net/giving/join/online-membership-form to Join or Renew

TO JOIN, RENEW OR DONATE BY FAX or MAIL:

TO JOIN OR CONTRIBUTE: $25 per individual, $150 per family organization, or $200 per provider/professional organization. Extra donations are welcome!

You may pay by check or credit card:
VOR
836 S. Arlington Heights Rd., #351
Elk Grove Village, IL 60007
847-253-0675 fax (for referrals or credit card payments)
Tamie327@hotmail.com (for referrals or credit card payments)

____________________________________________
Name

_____________________________________________
Address (if paying by credit card, use billing address). All forms must include complete address including zip code)

_____________________________________________
City St Zip

_____________________________________________
Phone Fax

_____________________________________________
E-Mail

_________________________________________________
Family/Professional Organization Affiliation (if applicable)

If paying by credit card, please provide the following information:

Amount to charge to card: $_______________________
Card Type: _____ Mastercard _____ Visa  ____ Discover

Card Number: ___________________________________

Expiration Date: __________________________________

Cardholder's Signature: ___________________________
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