STATE COUNCIL FOR PERSONS WTH DISABILITIES

FULL COUNCIL MEETING MINUTES

March 15, 2010 – 1:30 PM

Appoquinimink State Service Center, Middletown
MEMBERS PRESENT

Daniese McMullin-Powell, Chair;  Jack Akester, GACSAMH; Bill Adami, Easter Seals; Ray Brouillette, Easter Seals; Connie Hughes, DelARF; Janet Leitch, Consumer; Dale Matusevich, DOE; Carolanne O’Brien, DOL; Bob Goodhart, DVI; Brian Hartman, DLP/DDC; Bonnie Hitch, DART; Don Moore, Consumer; Dan Muterspaw, AAB; Loretta Sarro, DOL/DVR; DODHH & CODHHE; Liz Schantz, Consumer; Debra Veenema, National MS Society/DE Chapter; Jamie Wolfe, Consumer; Nick Fina, Hearing Loss Association of Delaware/CERTS; Nancy Widdoes (for Susan Cycyk), DSCYF; Jennifer Janney, Interpreter; Kyle Hodges, Staff and Jo Singles, Support Staff.   
MEMBERS ABSENT

Sandy Tuttle, Vice-Chair; Ernest Cole, Freedom Center for Independent Living; Lisa Furber, State Rehabilitation Council; Regina Byers, GCAAPD; Ann Phillips, Parent; Tony Horstman, Council on DDDS/Parent; Christine Long, DDDS/DHSS; Alisa Olshefsky, DPH; Wendy Strauss, GACEC.
GUESTS

Larry Ballen

Gary Cassedy, Easter Seals

Tina Fredrickson, Statewide Coordinator for the Deaf and Hard of Hearing Program

Roberta Golinkoff, Ph.D.

Ellen Hall, Parent

Andrea (Vicky) Hinson, DMMA

Barbara Lewis, DMMA

Pat Maichle, DDC

Mia Papas, Ph.D.

CALL TO ORDER

Daniese called the meeting to order at 1:40 pm.  Everyone introduced themselves.  
ADDITIONS DELETIONS TO THE AGENDA
Jamie wanted to add an announcement regarding the Human Relations Commission. 

APPROVAL OF MINUTES

Motion was made, seconded and approved to accept the February 15, 2009 minutes.
Business

Education of Children with Hearing Loss – Nick Fina, Roberta Golinkoff, Ph.D. and

Mia Papas, Ph.D. 
Nick stated that he and a group of other concerned parents formed a grassroots organization called Making Language Choices Available to Delaware Families of Children with Hearing Loss (also known as Choices).  Nick stated that last summer he visited other states and other institutions that have programs that could be emulated in Delaware.  This group of more than 20 presented to the Delaware Early Childhood Council last fall.  Nick then introduced Dr. Roberta Golinkoff (who is a Full Professor in Education, Psychology and Linguistics and is an expert in infant language acquisition, and directs the Early Language Project, as well as the author of 12 books, has published numerous papers and presented all over the world) and Dr. Mia Papas (Adjunct Professor at Public Health, graduate of Johns Hopkins and teaches at Drexel University, and is a parent of a child with profound hearing loss).
Dr. Golinkoff gave a PowerPoint presentation (similar to handout) and explained why Delaware needs a new model for educating children with hearing loss.  Their group, Choices, consists of parents, a professor, audiologist, research scientist, lawyer, and epidemiologist.  The group’s goal is to make all language modalities available to the children of Delaware.  Dr. Golinkoff stated that parents have a right to make informed choices for their children.  Dr. Golinkoff commented that babies are genius at language learning.  Dr. Golinkoff also stated that while 4% of children with moderate to severe hearing loss have deaf parents and learn American Sign Language (ASL), 96% are born to hearing parents and she asked what happens to them.  The Individuals with Disabilities Education Act (IDEA) offers free and appropriate public education in the least restrictive environment.  Dr. Golinkoff went over the different communication modalities and how modern technology makes spoken language accessible to most deaf kids.  Dr. Golinkoff added that ASL is an option, not a necessity for most deaf children.  
Dr. Papas presented from a parent’s perspective.  Dr. Papas referenced a News Journal article from 1997 (handout) regarding frustrated parents of deaf children who were told of no other options except ASL and to attend DSD.  Dr. Papas also stated that the bi-lingual methods are not used at DSD, as claimed. She stated that these parents learned of other options.  Dr. Papas commented that this was happening then and is still happening today.  Dr. Papas commented that language needs to be experienced, not taught, as with all languages.  Dr. Papas spoke of her own personal story with her daughter who was born in 2006 and developed hearing loss from complications from medications.  Dr. Papas said that her daughter misdiagnosed as autistic, and at age 15 months had her tested again and discovered that her daughter was profoundly deaf.  Dr. Papas went on to say that a visit to the Clarke School changed their lives.  Dr. Papas stated that her daughter, who heard nothing the first 15 months of life, is now 3 and ½ years old, and is accessing sound in the classroom, and is reading at over a 5-year old level; her expressive and receptive language have tested beyond her age.  Dr. Papas commented that recent studies show that children with Cochlear implants and amplification devices, are having as happy lives as their hearing peers and they do as well as hearing children on language measures by the time they reach elementary school.   Dr. Papas said these kids are reaching the same goal as their peers.  Early intervention is important as we hear with our brains, not our ears; between birth and three is when the auditory cortex plasticity:  maximal for a 3 ½ year old.  Dr. Papas stated that the Clarke School recommends the following: 

· Identify at birth

· Amplify before 3 months

· Intervene by 6 months

· Implant (if appropriate) by 12 months.  

Dr. Papas stated that the cost of sending a child to DSD is substantially greater than mainstreaming children to a local school.  Dr. Papas gave an example in New Jersey where 14% attend the State School for the Deaf; in Delaware, it is 46%.  Dr. Papas concluded by saying that Delaware is not providing a free and appropriate public education in the least restrictive environment for many children with hearing loss, and a change in public policy and practice is urgently needed.
Nick stated that one of the handouts distributed in the meeting packet was a suggested draft letter to Dr. Lillian Lowery to be sent by the State Council, for example, offering early intervention programs.  Pat suggested clearly defining early intervention.  Nick commented that while the first process (through the newborn screening program) of early intervention has happened in the last several years, what is needed is a program like the one at the Clarke School.  Nick commented that the Clarke School has made previous overtures in Delaware and would be happy to provide services similar to that provided at their Bryn Mawr Campus.  He said the program they offer is called double auditory intervention.  Dr. Papas further explained that this means providing therapeutic services, along with educational services.  Dr. Papas stated that the State should provide people who are trained in auditory, verbal, educational techniques to work with the children and give the families the knowledge they need to develop listening and spoken language skills, starting at birth.  Kyle suggested putting this into the proposed letter.  Nick added that there are nearby states that have really good public school programs that Delaware could learn from, for example, in Bergen County, New Jersey.  Daniese suggested making the tone of the letter more proactive, for example, on page 2 (last paragraph), saying “We would like you to consider implementing an intermediate unit approach…,” instead of “Have you considered implanting an intermediate unit approach.”  Nick commented that was a good suggestion.  Carolanne suggested also sending this letter to DHSS Secretary Rita Landgraf and copying Rosanne Griff-Cabelli (who coordinates Part C Coordinator of the Birth to Three Program).  Pat suggested adding Secretary Vivian Rapposelli (DSCYF).  Motion was made for Kyle to receive email feedback from Council members and make appropriate changes to the letter in support of Choices concerns.  The motion was seconded and approved.  Kyle will send out a revised letter to the Executive Committee (including Nick) to make sure everyone is comfortable with it before sending to the respective Secretaries.  Loretta suggested also copying the Council on Hard of Hearing and Deaf Equality on the letter.  Kyle will do that.      
Medicaid for Workers with Disabilities (MWD) – Barbara Lewis, Andrea “Vicky” Hinson
Kyle stated that he had spoken to Steve Groff and Steve had asked Barbara to give an update on this new program (formerly called Medicaid Buy-In) which was implemented in October, 2009.  Barbara stated that she is the Social Service Administrator for Medicaid and Medical Assistance and Vicky processes these cases.  Barbara added that they received the first application in November and that case is now open.  Vicky commented that they have received 11 inquiries, 5 applications (one was denied due to exceeding unearned income limit, which is $956), and have approved 4 applications, with 1 pending because disability has not been established.  Daniese asked about earned income limits.  Barbara commented that it is 275% of poverty (about $5,000 gross per month).  Brian suggested changing the Regs so that they are automatically updated for the Cost of Living increase.  Barbara commented that the COLA increase is done prior to January 1.  Brian suggested adding that statement to the Regs and Kyle suggested that it might be something they may want to consider.
Kyle asked about marketing and outreach efforts as the numbers seem so low and asked what the State Council could do to promote this.  Barbara commented that Jay Lynch is working on a publicity campaign with Rosanne Mahaney.  Barbara added that they had spoken to folks at DOL.  Donnie commented that he had concern that the DOL counselors do not seem to know about this program.  Carolanne added that workshops were started last month to train staff about the program, so that is being rectified.  Jamie commented that, although the unearned income limits were raised, this income cannot be controlled by federal and State statutes.  Donnie commented that there is a significant difference between SSI and their rules and SSDI and their rules.  Donnie added that there should be some separation so there is a better understanding of one vs. the other.  Kyle asked about DMMA considering raising the amounts of unearned income if the numbers continue to be low and that it might be something the State Council would recommend at some point.  Barbara will present this concern to Steve.  Carolanne commented that DMMA has been very quiet (lack of publicity) since the program started and suggested sending out blasts of letters like other states have done.  Carolanne also asked about an 800 telephone number since Vicky is located in Dover.  Vicky commented that people can call through the Delaware Helpline.  Comments were made that people do not know that information.  Vicky added that the 800 number would be on the publicity materials.  Jamie added that there is $698,800 (except for $25,000) budgeted for this program (in State tobacco funds).  Bill asked about the projected numbers.  Kyle thought the numbers were under 200.  Barbara will get the projected numbers to Kyle.  Carolanne added that for the first year rollout she thought the numbers were around 20-25.  Jamie commented that she thought the number was 39 and then triple that for the 2nd year.  Bill also asked who was responsible for an outreach plan; Kyle commented that Jay was responsible for part of this.  
Jamie commented that the application says “Delaware State Health Plan” and felt that it was confusing to people as there is no reference to MWD.  Barbara commented that there was not a separate application, but there is a separate cover letter that goes out which addresses this program.  Jamie asked if she went to one of the State Service Centers, would she get just the application or would she also get the cover letter.  Barbara stated that she would just get the application.  Jamie commented that this is what is confusing to people.  Kyle suggested making it clearer.  Barbara added that they would have to use the applications they currently have and that it would take some time.  Carolanne commented that DVR is doing outreach through Goodwill Industries or OIS and Horizon House.  Bob indicated that DVI is doing the same with DVI/DVR consumers by having training for staff and doing outreach via mass mailing to age 18-64 special populations.  Kyle will follow up with Jay Lynch and Rosanne Mahaney regarding publicity and outreach.  Kyle will also follow up with Steve Groff regarding the level of unearned income limits and the numbers being so low.  Barbara commented that in order to get the unearned income limits increased, she would encourage people to apply knowing that they are over income because it will give DMMA statistics to work with.  Jamie offered the Center for Disabilities Studies as a place to do presentations for that geographical area.  Pat suggested having this information available in high schools for students transitioning.  Carolanne added that this could be included in the Transition Conference in April.                  
Public Hearings on Changes to Paratransit – Bonnie Hitch (handouts)
Bonnie gave an update on the proposed changes.  One of the proposed changes was for individuals outside the service area being on a fixed schedule.  This proposed change has been eliminated from the plan due to feedback received.  Bonnie added that DART must ensure compliance with the ADA federal mandates (which could impact funding) and ensure a sustainable system for the future.  Bonnie stressed that there is no elimination of service and added that the only time service would be eliminated would be is through the Governor’s Office.  

Bonnie went over the impacts to consumers as follows: 

· For those individuals living in an ADA required service area, where both the origin and destination are within ¾ mile of a fixed route.  If a fixed route service is running outside of the traditional service hours, a trip would still be available on Paratransit.   

· When traveling outside ¾ mile of fixed route service, they may need to offer a slightly different “be ready” time than what is requested.  DART will be grouping individuals traveling from similar locations to similar destinations.  This is more cost effective. 

Donnie commented that the map provided was not very descriptive.  Bonnie stated that more detailed maps will be available.  Donnie also commented that a lot of agencies downstate may not be in that ¾ mile radius and that will affect a lot of service agencies and is of great concern.  Bonnie stated that the only thing that will change outside the service area would be “be ready” time, which is now one hour.  The new system will calculate distance and speed and be more accurate about how much time is required while recognizing that people will be grouped together.  Daniese questioned the standard operating schedule listed on one of the handouts (ADA Paratransit Service Changes - Frequently Ask Questions) and why the earliest pickup time is listed as 6:00 am vs. the fixed route bus schedule online, where the earliest pickup time is 4:10 am.  Bonnie explained that earlier or later times may be available if fixed route bus service is available, but the origin and destination must be within ¾ mile of a fixed route.  Bonnie further explained that the ADA says if you have commuter route service, you do not have to offer complementary Paratransit service.  DART has opted not to make a distinction between commuter and fixed route service, so it is either Paratransit or fixed route.  Bonnie added that unless Paratransit continues to grow beyond their expectations and there are budget cuts, this will remain.  Bonnie said this change opens up some services that are ADA that technically are not ADA. 
Brian referenced page 5 of one of the handouts (Statewide Paratransit Plan – Proposed changes to current Paratransit service) which states:  “If the demand at any given time exceeds available resources, DART First State reserve the right to prioritize trips outside the ADA mandated service area to ensure people are able to get to medical appointment, to work, and to school.  Trips outside the ADA mandated service area will be grouped in order to achieve maximum efficiencies.  Alternative travel times may be offered in order to accommodate trip requests.”   Brian questioned that if someone had a non-priority trip, the request could be denied and this would be a substantive change to the current system.  Bonnie   explained that was not the intent and they will provide Paratransit services not required by the ADA to the extent that DART is not in violation of the requirements of ADA.  Bonnie added that this is currently done to a certain extent.  Bonnie offered to reword and add any language about not denying trips.  Kyle commented that at the JFC Hearings, Stephen was specifically asked if they were looking at cutting service and Stephen answered “yes.”  Bonnie commented that was not his intent.  Jamie suggested that a memo needs to come from Stephen addressing this issue because of the concern his statement has made.  Brian also recommended not limiting prioritization to the examples given and show flexibility and suggested saying “other good cause.”   Bonnie will take these remarks as part of the public comment process and will take these concerns back to DART or the State Council could do a letter.  Bonnie stated that they have 12,000 customers in their database, of which 6,500 are active.       

Nick asked if DART had the ability to overflow to the private providers.  Bonnie stated that they contract with one company for overflow and could do more if they had more funds.  DART had looked at multiple contractors, but had difficulty in having some provide a high level of service.  There was some discussion about the how the “be ready” time would work.  Also, a question was raised about prioritization and how would DART know if the consumer is really going to work.  Bonnie commented that it was on an honor system.  She added that feedback from consumers have noted that it is more important to get somewhere on time than what time they are picked up.  Kyle asked about whether the Final Plan would be printed through the Register of Regs.  Bonnie commented that they are not a State agency so they would not go through Register of Regs; they are considered a not-for-profit corporation.  Brian asked about DART’s contract with Logisticare.  Bonnie commented that they only contract with Logisticare specifically for air service for Medicaid for persons with disabilities, not just someone being on Medicaid and for what they are eligible.

Bonnie commented that they have the potential to look at statistics with an individual agency and identify how many are inside or outside the service area.  Bill added that putting the two pieces of information together (from both DART and Easter Seals) would be beneficial.  Connie will also provide information on providers.  Bonnie offered to pull out the original plan and pull the language from that; although it was about 100 pages, it contained a lot of maps and routes.  Brian asked if this was a new or amended plan.  Bonnie added that no new plan had been done since 1994, which brought them into compliance with ADA (the feds do not require updates).  Brian asked about an operational manual.  Bonnie commented that operationally they have to follow what ADA tells them they can and cannot do, but she will look at the original plan and forward any documentation.   She added that their operational plan would cover the day-to-day issues.  DART is identifying the non-ADA (required by the feds).      

A motion was made for the State Council to write a supplemental letter offering the following observations to the Proposed Plan and attach the letter presented at the JFC Hearing:
1. The map should be more informative, for example, superimpose the roads on it. 

2. Clarify or state that they are not denying service because of demand.  

3. Define the prioritization so that it is not just the three things mentioned on page 5 of the Proposed Plan and add something about “other good cause”.
4. There is concern about potential impact on other State agency’s budgets and consumers, for example, Easter Seals, DDDS, DVR clients could potentially be impacted if oversubscribed in certain areas.  Also, add statistics, for example, 78% of Easter Seal’s clients use DART, day program sites, potential impact of DVR clients; show statistics regarding New Castle County vs. Sussex County since there is less ADA-service in Sussex County.  Connie Hughes (DELARF) will also provide some statistics.  Brian stated that if statistics are broken out, it might be provide useful information.  Also scheduling could be problematic for certain individuals.      

5. It would be helpful to see what the current plan is and then what the exact changes are (rather than the outline form as done in the proposed changes). 
The motion to write a supplemental letter was second and approved. 
CNA Training – Jamie Wolfe
A copy of Title 16 – Chapter 38A:  Regulatory Provisions concerning Public Health – Training and Qualifications for Nursing Assistants and Certified Nursing Assistants was provided in the meeting packet.  Jamie stated that the law requires the above mentioned be trained in a facility setting, for example a nursing home or hospital.  Jamie added that nothing is required for those who provide personal care in a home situation (paid by Medicaid) to be trained and gave examples of her experiences.  Jamie states that some kind of home health training should be required.  Comment was made that other states require training.  Jamie gave an overview of the training required in Title 16, for example, 37.5 hours of clinical training in a facility; 37.5 hours of clinical training in a facility.  There is no mention of a community-based setting.  Donnie added that he had to have his doctor write a letter of medical necessary to have an aide trained for two (2) hours to take care of him, although he gets six (6) hours of care a day.

Brian commented that there are separate statutes that for home health agencies and personal assistants and mentioned the consolidation of the Medicaid Waivers operated by DSAAPD, where they will pay for CNAs and Personal Assistants.  Jamie commented that is not present modeling and that is with consolidation.  She added that the agencies hire CNAs; they do not hire home health aides.  Donnie commented that his experience is that the agencies are more apt to hire home health aides and train them in-house and they would not receive the same training as CNAs, and that is where the real issue lies.  He added that if a home health aide is working on a total care case, they need to be trained to do total care.  Comment was made that would go back to management and how they hire people.  Brian suggested looking at the curricula for CNAs and personal assistants and home health aides.  Kyle stated that there are the following regulations:

· Home health aide regs
· PASA regs

· Skilled nursing regs

Jamie commented that many of the home health agencies are temporary agencies, which means they can accept nursing home cases or home health cases.  Brian asked if the point is that these people need to be trained better (and not just in institutional care).  Donnie added that the agencies will say they are not the primary source of care and that is how they get out of it.  Donnie suggested looking at the regs listed above to see how they overlap.  Kyle stated that there is a group that will be looking at the health care acts delegation issue and possibly this same group could look at these regs, although it would be a separate issue.  Jamie added that Title 16 – Chapter 30A is the only statute she could find on training people and that the others refer to actual agencies.  Pat commented that they are also unprepared in taking care of elderly people.  Carolanne added that the agencies also need to look at job descriptions when hiring people and that there are different levels of care required for each case.

Brian stated that he had recent contact with DSAAPD because they are trying to develop standards and he recommended that the Waiver standard require the agency they contract with to include the full extent of the defined service.  Brian added that, although it only affects the three Medicaid waivers, it will help.  A motion was made to write a letter to DSAAPD (Guy Perrotti and Lisa Bond) reinforcing that the scope of service be clearly defined.  The motion was seconded and approved.  .                                 

Committee Reports

none
OTHER BUSINESS

Nancy handed out information on some new initiatives with DSCYF:  

· Family Partners

· The Delaware Parent-Child Interaction Therapy Roster

· Trauma-focused Cognitive Behavioral Therapy

ANNOUCEMENTS
Jamie is representing the State Council on the Human Relations Commission since appointed in December.  Director Romona Fullman has asked Jamie to take the lead with the Human Relations Commission on Secretary of State’s request for comments on HB 237.    
ADJOURNMENT

The meeting was adjourned at 3:55 pm.  The next meeting is scheduled for Monday, April 19 at 1:30 pm at Delaware Public Archives in Dover.
Respectfully submitted,

Kyle Hodges

SCPD Administrator
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