Maine Coalition for Housing and Quality Services


October 21, 2013
Minutes 

Present:  Dee Karnofsky, Patrick Moore, David Cowing, Katie Halligan, Amy Moller, Larry Strout, Jen Stanford, Rachel Dyer, Beth MyLroie, John Regan, Kevin Reilley, Judiann Smith, Summer Bowie, Matt Giesecke, Siobhan Bogle, Perry Blass, Angie Bellefleur, Ed Doggett, Suzanne Boras, Brian McKnight, Dina Martinez, Mary Chris Semrow, Romy Spitz, Mary Lou Dyer, Peter Stuckey, Anne Nadzo, Tyler Ingalls, Kasey Ciolfi, Ben Strick, Therese Cahill Low, Cullen Ryan, Elizabeth Baranick, Vickey Rand, two sign language interpreters (Amanda and Erica). Via Skype/Bangor: Meg Dexter, Adam Marquis, Julie Howland, Mary Rush, and Jan Bisbee. There were several others in attendance who did not sign in.
Cullen Ryan introduced himself and welcomed the group.  Participants introduced themselves.  A motion was made and seconded to accept the minutes from last month’s meeting.  Minutes were accepted.  

Cullen:  This coalition was started by parents but has evolved to include service providers, DHHS, Special Education, transition specialists, SUFU and other advocates, relatives, and everyone else who has been part of the mix to advocate for housing and services for people with developmental and intellectual disabilities.  Housing has been in a bit of a stall due to lack of services.  There has been a mismatch of services to housing.  Services may be committed for a year but the covenants and restrictions on housing run for 30 to 99 years.  We developed a continuum of care model that has caught on. The idea of waivers being more flexible came from this group.  This is what we’d like to see – to meet people where they’re at, and ensure people have what they need – no more, and no less.  To the speaker:  Until Angie (Bellefleur) started coming to the meetings, the missing piece had been Child and Family Services.  Something is getting lost in the transition.  Special education departments are working with OFCS to make a person’s life experiences fluid.  We are hoping you will start a dialogue about how OFCS can coordinate services. 
Featured speaker:

Therese Cahill Low, Director, DHHS Office of Child and Family Services (OCFS) www.maine.gov/dhhs/ocfs.  Topic:  Transition Coordination between DHHS and all other systems.  

Therese:  We have the same goal.  Within DHHS there’s always been a distinction between adult services and children services and we have not always worked well together; some of it is due to funding.  People often say that children get everything and adults get nothing.  We’re now working with OADS (Office of Aging and Disability Services); recognizing transition can mean a lot of different things.  It might mean a reduction of services at 14 so people are more independent as adults.  Looking holistically, transitions happen throughout a person’s life.  We also haven’t communicated well with DOE (Department of Education) or DOL (Department of Labor) in the past.  Over the last 6 months there has been a push from Commissioner Mayhew to have us clarify what we are doing for people with ID/DD.  Meetings have been held with DOE, DOL, MaineCare, OCFS, OADS, OSAMHS (Office of Substance Abuse and Adult Mental Health Services), and Special Education directors, trying to tie in all of our statutes.  Some do not align and in a lot of places, our hands are tied.  We’re looking at all our mandates, federal and state, to determine where we have some wiggle room.  There has been no real collaboration between OCFS and schools to serve families in transition.  Often, we are not at the table for transition meetings.  It’s a broad continuum from child to adult services.  We are now meeting monthly and breaking it down; mandates, funding and what we want to do.  I have strong feelings about not starting transition work until 16.  It should start at birth or at the latest when enrolled in school!  It will require legislative movement for DHHS to start transition at 14.  You can identify stuff at 12.  We bump up services between 12 and 20, only to let them fall off the cliff when they age out 21. Turning 21 should be a time of celebration not to think it’s a detriment to become an adult.  We need to do a better job of preparing families for this.  In some districts, they have meetings as needed with young adults.  I struggle with things like having 12 and 20 year olds living in the same setting.  We’d like to start opening up funding at 18 rather than 21 and start adult services at the same time.  How can we at OCFS support adult services?  All of these conversations are going on.  It’s mostly internal for now.  The Districts are bringing more people in for specific individuals who are aging out and need solutions.  How can it happen that at 20, a person has no plan?  A lot of it is fear; we don’t want to talk about it because the adult system hasn’t been set up for people to succeed like children’s services.  They don’t have the money, that’s why there’s a waiting list.  We spend a lot of money on people between 18 and 21.  It could be cheaper if some of the money allocated went to adult services and could serve so many more people.  Funding is backwards in a lot of ways.  We need to look at the front end, pre-adulthood, and adulthood, and look at all populations.  After all, they’re children for a much shorter period of time than adults.  This may be a different message than you’ve gotten in the past but it’s the where we’re trying to head.

Comment:  I appreciate your candor.  It is a long haul.  When my daughter was in 5th grade, her case manager added another micro goal to her list:  go to the mall with a friend when she’s 18.  What does it take to get to macro goals?  We are educating kids to be in a service environment.  We need to prepare them to be far more independent than we have been so we don’t default to “yes you can learn to do this but there will always be someone there.”  
Comment:  I don’t understand why services are so separated.  My son lives independently but since the agency he works with doesn’t do Section 29, they’re trying to serve him through Section 17.  He has mental health issues and a disability problem.  It’s like people are trying to go through the back door of mental health services to get any services.  Why are all the agencies so separated?  The money is coming from the same place, so why can’t they work together?  Now my son is without services.
Therese:  Federal regulations drive funding that stops at 21.  I’ll let service providers speak to the rest.  Some specialize in different areas.  It’s a good question.

Comment:  Communication is terrible between services I have.  I’m missing things in between them.  It’s frustrating.

Mary Lou:  From what I’m hearing, she’s not asking about Section 17, she’s asking about services.  The Section 17 eligibility requirement comes back to you at DHHS.

Therese:  Part of the problem is funding.  There are mandates regarding what funding is supposed to be used for.  Essentially, there are eligibility criteria connected to every funding source.  Is your son’s primary diagnosis ID?  If so, it may be why SAMHS is referring you to OADS.  

Comment:  The gentleman I talked to said this is happening more and more lately.

Comment:  Honestly, OADS is telling people to do that and asking service providers to look at all available services.  It wasn’t happening before because services were more plentiful.
Comment:  There’s a need to raise consciousness about this.  Discussions around transition used to happen years ago.
Therese:  The message was different throughout the state.  Service providers were being pitted against each other.  We need meetings across the state, consistent messages, and better communication between OADS and OSAMHS.
Mary Lou:  There’s a larger issue.  Many people with ID/DD have dual diagnoses.  Your son is a perfect example.  Our system hasn’t done a good job of addressing mental health problems for people with ID/DD.  There are about 10 issues in your son’s situation.  It raises flaws in the delivery system we have right now.
Comment:  The bottom line is when someone goes without services; everything you put into that child is at risk.  They have a diminished ability to have a good, independent life.  Parents can’t babysit or give them what they need; work, friends, places to go.  There’s a loss every day. 
Comment:  How can you urge people to be independent as teenagers?
Therese:  It should start the day they walk into school.  Really, it should start at birth.  The goal is for the child to mature to adulthood.  It’s too hard to start as teenagers and young adults.  We must involve schools more instead of working in isolation. 
Comment:  I’m thrilled to hear you talking about starting transition earlier.  In Cape Elizabeth, we’ve decided starting transition when kids turn 16, is too late.  We start at 14 or middle school.  We talk about what transition means and the IEP (Individualized Education Program).  Transition is the driver.  People respond to the legal component which says that the IEP should be complete by 16 – but it should be started by 14.  

Therese:  I would love to see this introduced as legislation.  Oh, we have someone here who could do that?  (Laughter as people turned to Representative Stuckey.)
Comment:  To me the sky is the limit but you have to ask what you want at 14, 16, 20 and 28.  Then work on skills at 10 and 12 taking into account developmental aspects for kids on an individual basis.  Sometimes we’re not forthright about what it’s going to take and realize there is only so much job coaching available.  

Therese:  And when they’re 8, 9 and 10 work on skills to get them to where they need to be at 14.  It would be great to mandate it.  We’re so busy going from crisis to crisis; we must remember to look at the bigger picture for the child.  

Comment:  We are building towards a level of independence and thinking about what they’ll face in the working world.  We need a set of standards.

Rep. Stuckey:   I’m listening and trying to understand if this isn’t a challenge for the whole education system.  It should be done for everyone.  Isn’t that the goal for all our kids?  Is the problem the system isn’t there in the first place or is it preferential?  It’s too focused on things that are external to the vision of what you want to do at 10. 

Therese:  Kindergarten kids can tell you what they want to do when they grow up.  The challenge is figuring out how to get them there, to build towards a goal.  A 5 year old can tell you they want to be a fireman and it’s our job to get them there if they can. 
Rep. Stuckey:  Maybe I’m living in a parallel universe.  Most people can’t answer that question even when they’re older.  Part of a good education is to prepare people to live through their own evolution and guide it.  

Therese:  I’ve had several jobs in my adult life; I never had this job as a goal.  Adults typically don’t work at the same place for their entire working lives, things are forever changing.  
Comment:  I applaud you for being forthcoming about the need for departments to work with each other as well as with agencies and sub-agencies.  It’s so critical.  We need to teach kids to be problem solvers, thinkers, and humanists.  We end up talking about sections and waivers, but we need to talk about a child’s goals, housing, and work.  We’re stuck in the pattern of chasing a few dollars.  There’s never going to be enough money available to develop these programs to their full extent.  The formal plan developed in school by 16 should be started much younger; spreading needs over a wide continuum.  Our job is to make sure youngsters are prepared to explore.  For those who aren’t ready, we need to find a way to keep them in the game.  There’s a lot of policy work needed to break down what really needs to be done.   Sometimes you end up with a plan that has nothing to do with the child; they are lost in the sections.  There are a million transitions that happen along the way.  I invite anyone to come to Topsham to see some of our programs.  
Therese:  Ask, “What is your goal?” “How do we get here?”  It may something simple, like being invited to a party, or something larger, like getting a job.
Comment:  I don’t want people to think nothing happens before age 16.  There are lots of soft transitions.

Comment:  In Topsham, we are committed to working with parents and kids.  We meet with lot of youngsters who don’t have special needs, they’re in nowhere land, and they need help as much as anyone else.  The notion of taking this beyond people with ID/DD is a central part of the policy question.

Comment:  Why do we want people diagnosed or labeled?  We just want services.  
Therese:   Having honest and forthright conversations is very important if we want things to change.

Comment:  Jan Breton was a force in the organization of the conference on transition last week.  At the beginning of the conference, Commissioner Mayhew stressed the importance of departments at DHHS working in concert with DOE.  Right now, a lot of boundaries and obstacles get in the way.

Therese:  There are about 30 of us at DHHS sitting in on meetings.  We don’t know the statutes for all agencies, but are trying to break them down.  We have to start there so that we can make changes.

Question:  A lot of people my age don’t want to work.   They’ve been crushed along the way.  How can we keep them dreaming and wanting to work? 
Therese:  There are a lot of factors that go into crushing a kid’s dream, some we don’t have control over.  If children in Topsham are supported it’s not just due to laws or funding.  It’s finding out ways to make things work, and recognizing that not all goals will come true.  It’s problem solving and communication so they can achieve other goals.
Comment:  Some parents tell their kids if they work, they’ll lose benefits.  The flip-flopping around funding is scary.  
Comment:  I don’t think any 5 year old has any concept of what it means to be an adult, I barely do.  But you can ask them, “What would you like to have happen today?”   

Comment:  I think policies and mandates are great, but there is still the crisis that comes when they’re transitioning to adulthood and other services.  You can start as early as you want but you need to focus on the transition. 
Therese:  Honestly, we’ve done an awful job of talking to parents; we don’t prepare families for this transition.  We want to get to the point where it’s not a crisis.  
Comment:  But it is.  It’s all we’ve known.  Case managers come and go and parents aren’t always getting the right information.  We need structural changes and some standardized information from the department.  Then parents can check into things.  It’s a place to start.  We can’t expect schools to know all and things change all the way through.  
Therese:  I’m not sure where the department fits in.  We’re here (motions upward) but it’s at the service provider level where people get accurate information (motions downward).  
Comment:  Or so you would hope.  I’ve seen both sides.  Information is given to case managers, parents establish relationships with case managers, the child turns 18, and they have the option to stay with the child case manager or go with an adult case manager.  Experience matters.  When they switch, school is usually done, and now they’re in crisis mode.  There is no magic answer.  Some people don’t even have case managers.  Maybe there should be a more comprehensive intake at DHHS.

Therese:  Maybe the department could provide more technical assistance with agencies and case managers. 
Comment:  Parents don’t know if a case manager is good or not.  If they get the information from the department they can trust the source.
Therese:  It would be great if there was a warm handoff; some overlap between child and adult case managers.
Comment:  Like a year, so when a son or daughter turns 17, the overlap with OCFS and OAD begins. 
Therese:  And really work together to establish trust.  That would be great.

Comment:  I know a lot of other states have transition portfolios about transition planning.  They talk about resources available in the state.  They break everything we’re been talking about down into a readable format.

Therese:  It would be interesting to learn about other states’ funding sources.
Comment:  We need to provide materials to parents that can be shared whenever, that will educate them and give them the confidence to ask questions and advocate for their child. 
Comment:  I’m a transition case manager, working with kids from 16 to 21.  At Woodfords (www.woodfords.org ), I work within children’s services but specialize in transition.  I communicate with and attend adult meetings so I have an overview of what’s happening.  We definitely need more people within agencies who specialize in transition and can distribute better information.  I am often frustrated because while some schools are amazing, other school systems don’t know anything.  Schools vary widely; some providing in-depth planning and others having no plan at all; some schools don’t seek out vocational opportunities while others are super-connected.  You also get different messages from case managers.  Some lower functioning kids are discouraged from seeking career opportunities, while others get encouragement and have had great experiences working with Goodwill and other agencies.  I don’t see many people using MAPS or PATHS to work on plans with parents.  There seems to be lack of connectedness. 
Comment:  I think people are talking about having a transition infrastructure that involves lots of people.  My daughter is very bright.  She had lots of professional guidance along the familiar path for college-bound kids.  My son has DD and that familiar path doesn’t exist for him.  He won’t be living in a dormitory or eating in a cafeteria with his friends, experiences that would benefit him probably even more than my daughter. 
Comment:  I try to have monthly meetings with people to establish relationships and get as many other people together as possible.  If you wait until 21, you can lose everything.  Start shopping for an adult case manager at 18.   The Summary of Performance is information I can use but some people don’t even know about it.  How can you mandate collaboration?  And, let’s think about how can we listen to parents better? 
Mary Lou:  Great questions.  This group got together because parents felt passionately about kids aging out without services.  We developed the White Paper to be used to guide future services; as a more sustainable system than we have now.  This group wants to see change.  What role should we play?  We are wondering how different kinds of transition would look.  It’s great you are meeting within the department, but you need to share information with the kids and their parents.  We need to get beyond this and get to the blueprint. 
Therese:  We’re meeting among ourselves because we don’t know what other departments are doing and what their mandates are.  There are family members in these meetings.  Our families have been impacted as well.  We want to expand on this and bring other people in.

Mary Lou:  We should be working on it now so that we have a blueprint ready when you are.  How does that fit into the work the state is doing?  We don’t want to put in a lot of work if it won’t be used.
Therese:  I can’t guarantee the same people will be sitting around the table all the time, but I can guarantee the commitment is there.  Transition is better than it was 20 years ago. 
Mary Lou:  Twenty years ago there was no waitlist.  It’s great you’re working on it.  It’s a different situation now so twenty year old practices aren’t applicable to kids and families today.

Therese:  I think the age group for transition should be 14-29.  At 18, you don’t automatically become an adult.  Your brain isn’t fully developed until 28.  I would love to see a transition blueprint for kids 14-29, or 16-29; the age group 
where they’re not kids, but they’re not truly adults either.  

Cullen:  Is this group willing to take up the challenge to create a blueprint for transition? (Many nods of agreement.) 
Therese:  You’ll continue to see us here.  Angie will come to the meetings and can keep you abreast of timeframes, mandates, and other issues.  Statutory changes may be needed to allow some of the things people want.  
Mary Lou:  This group can decide the age range they want.  It’s a White Paper on best practices from the perspective of families, individuals, and everyone involved in the transition process.  It’s not necessarily what the law says.
Therese:  One more thing to keep in mind, if foster children are 18, they work with adult case managers.

Comment:  Several years ago, there was an initiative in Maine for a wraparound program that was initially supported by the department.  It might be an interesting model in thinking about transition services.   

Therese:  The problem was with accounting and reporting.  Two million was spent but not unaccounted for.  We had providers telling us, “We can do this for half the money”.
Rep. Stuckey:  Part of the message was case managers had a lot less control of discretionary spending.  The message from the community was keep the first piece and move the other part down the road.  It’s theoretical versus practical.  
Therese:  The DOC is still using that model; the tenets are still in place.

Comment:  What we’re all talking about is integrated planning and eliminating silos.  Right now, everybody has a different plan.  Most are based on services, not on identified needs.  We need plans that get kids to a meaningful and enjoyable level rather than chasing sections.  Plans based on needs not just funding, that was the key to wraparound. 

Comment:  Funding is always attached to mandates.

Cullen:  We’ll work on a blueprint for transition.  It’s important we have you back when it’s in place.  So much lies in lining up the statutes.  Clearly we can bring departments together.  I’ll make sure our agenda includes this.  Let’s get adult case managers working in concert with child case managers. 
Therese:  I don’t know how it will be funded. 
Mary Lou:  We can look at that. 

Cullen:  We’ve found that what is best for the individual is often the most efficient and effective way to a desired result.    Let’s continue this conversation.  Thank you very much for coming Therese. (Round of applause)
End of presentation. 
DHHS Update:  
Brian McKnight (DHHS - www.maine.gov/dhhs/oads):  As of October 11, 2013, the wait list numbers are: Section 21 – 842 people, Priority 1 – 80, Priority 2 –308, Priority 3 – 453, Section 29 – 453, people on both lists – 274.  Of the 842 people waiting for Section 21 but already receiving Section 29 – 474 People.  People most recently offered funding under Section 29 had an eligibility date of September 20, 2011.  As of this date, 30 people have been offered Section 21 and 46 people have been offered Section 29.  If accepted, this would reduce the numbers on the waitlists by about 80 people. 
Cullen:  Ricker (Hamilton) and Jim (Martin) have said the Department would like to move towards making Section 29 automatic rather than waitlisted, then have people assessed for Section 21 later on.  Has there been any progress on this?
Mary Lou:  Changes to the Section 29 waiver, including technology and home supports, are scheduled to take effect on February 1st.  The funding is already in place.
Question:  Do you know what technology that includes?
Mary Lou:  It’s “Assistive technology”.  I don’t know which technology.  They’re using the same definition as the TBI (traumatic brain injury) waiver.  This may be a bit limiting for what you’re thinking but that shouldn’t stop you from pushing for more.

Legislative Updates: 

Rep. Peter Stuckey:  The dental clinic is on the agenda for the meeting on the 29th.  The service contract has been signed between the department and Community Dental.  They’re starting to bring people in but the IV sedation piece is lagging.   There are some questions about the MaineCare dental program that are applicable to all of the programs.  

Mary Lou:  The recent bonds released by the Governor included money for dental services; I believe there are 6 grants going to FQHCs (Federally Qualified Health Centers) to expand their dental services.  This could start to meet the needs for folks who don’t have money.  The Penobscot Community Health Center has the highest levels of dental care for a health clinic than anywhere else in New England.  We talked to them about IV sedation dentistry.
Rep. Stuckey:  A big part of the bond is money to expand Community Dental in Portland.  It may include IV sedation.

Mary Lou:  Lack of dental health leads to other health care issues.  Transportation continues to be a problem.  The public thinks CTS is horrible and should go away.  They’re just bigger; others are having the same problems.  The public isn’t hearing about the same issues with Penquis because they have always been a regional carrier and have been dealing with these problems for years.  We had a meeting with CTS staff, and big, medium and little providers.  People reported missing work because of the transportation issue.  If someone has a job 5 days a week, transportation should be routine, not a hassle.  People want to know why there’s so much paperwork involved.  I’m hopeful we can sort this out.  The legislature isn’t around, so there’s not a lot to report.  It’s a great time to connect with your representatives. 
Rep. Stuckey:  I’m particularly interested in stories about Riverview.  There’s a new program at prisons that was put in place with a lot of speed but no vetting.  Please let me know if you know of any issues. 
Updates on the DD/ID Continuum of Care:
Cullen:  The ID/DD CoC committee is refocusing.  We’ve established it to be a watch dog of how the CoC model has been implemented.  

Comment:  Personnel changes and peoples’ schedules can make the continuity of work challenging but we’re meeting every month.

Housing Update:

Cullen:  At the federal level, Sequestration is still in effect, and may get worse due to the government shut down.  The CR (Continuing Resolution) is thinking of Sequestration as a base line.  This does not put us in a positive position going forward.  Some folks who were just about to get a Section 8 voucher were told they won’t get them now.
Mary Lou:  At the last meeting you said people being offered Section 8 had their voucher taken away while they were already searching for an apartment.  Has this started to happen?  

Cullen:  Yes, some were retracted.  The question they are wrestling with is:  Who will get knocked into homelessness?  The elderly, or the disabled?  It’s scary stuff.  We need to make sure our delegation is acutely aware of this consequence of the Sequestration.  Payment standards are being lowered.  The FMR (Fair Market Rent) baseline is now lower than the actual market.  Public housing authorities are trying everything they can to stretch their limited dollars to avoid removing people from the program.  The next step will be to take vouchers back.  
SMACT and Special Education updates:  Next SMACT meeting: Friday, November 1st, from 1-3 PM.
Other Business, Announcements, Events:

· Tyler Ingalls participates in and invites people to attend Maine Roller Derby events. www.mainerollerderby.com 
· Mary Chris Semrow invites you to Housing Information Sessions presented by Specialized Housing, Inc., November 15th at 6PM, November 16th at 9AM  Click here for more information
· On October 24th from 5-7 PM Woodfords Family Services is beginning a pathway to transition series.  Part 2 will be on January 24th.  www.woodfords.org   Click here for more information
Mary Lou:  Maybe our December meeting could be dedicated to our transition blue print.
Cullen:  As a reminder, our next meeting is November 18th, the third Monday in November due to the holiday.  This meeting will feature David Lawlor, Executive Director, Mobius Inc.  Topic:  Using goal analysis to drive improvements in performance and outcomes.  

Coalition Website:  www.maineparentcoalition.org
Visit our website!  If you have postings for the website, please email them to Cullen (cullen@chomhousing.org), Elizabeth (elizabeth@chomhousing.org) or Vickey Rand (vickey@chomhousing.org).  If you’d like to contribute a photo for the website, please send it/them to one of us via email.  We’ll also need you to sign a release to use the photo (available on the website).  The website has the meeting minutes, Action Alerts, postings of upcoming events, and helpful links to useful websites.  The Coalition is also on Facebook.  
Unless otherwise decided, all Coalition meetings are the second Monday of the month from 12-2pm (at 307 Cumberland Avenue in Portland).  
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