Maine Coalition for Housing and Quality Services


December 8, 2014
Minutes 

Present:  Jennifer Fales, Jaime Hoar, Patrick Moore, Carrie Woodcock, Ben Jones, Julie Snook, Sue Murphy, Karen Mason, Wendi O’Donovan, Darla Chafin, Melany Mondello, John Regan, John Tabb, David Cowing, Ed Doggett, Suellen Doggett, Joanna Bulger, Ben Strick, Betsy Mahoney, Sally Mileson, Julie Brennan, David Thompson, Perry Blass, Tyler Ingalls, Mary Chris Semrow, David Projansky, Romy Spitz, Laurie Raymond, Laurie Kimball, Beth MyLroie, Luc Nya, Betsy Morrison, Representative Peter Stuckey, Maura Fay, Amanda Eisenhart, Cullen Ryan, Elizabeth Baranick, Vickey Rand.  Via VSee – Bangor:  Julie Howland, Jeff Jones, Janet Hamel, Deb Somers, Bonnie-Jean Brooks, and Valerie Smith. Auburn:  Ann Bentley.  Sanford:  Gervaise Flynn, Michelle Anderson, Melissa Smith, and Cynthia Caron-Wilcox.
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:  Jen has come today to give us a parental perspective of the SIS (Supporting Individual Success and the Supports Intensity Scale).  She started at OADS about a year ago and we’ve been really pleased to work with her ever since.  

Featured speaker: Jen Fales, SIS Manger, DHHS Office of Aging and Disability Services www.maine.gov/dhhs/oads.  Topic:  Parent-centric presentation on the new service system 
Jen Fales:  It’s nice to put faces to names.  I’ve spoken or emailed with many of you over the past year.  I am hoping we can have a conversation today to talk through questions and concerns.  This family-friendly version of the SIS report (handout distributed - example family-friendly version of the SIS report) is what individuals, parents, and guardians will receive after the SIS has been completed.  This example shows the outcome for a fictitious person.  The first page is basic client information, including all respondents.  It’s important there are people, preferably 2 or 3, present who can talk about an individual’s service and support needs.  

Question:  What is the role of the observer? 
Jen:  There are times when a state case manager might go to an SIS assessment but not be a respondent.  They would observe the assessment to learn more about the client but wouldn’t add any feedback.  A new SIS interviewer or a new case manager may sit in on interview to gain a better understanding of the process.  This is only done with permission.  
Karen Mason:  A case manager may be a respondent, but only if they have known the individual for at least three months, and not be the only respondent.  It’s important they know an individual’s daily support needs.  Most case managers don’t have that level of knowledge.  
Comment:  My son has residential services and has moved from one situation to a new house.  We think it’s critical he have representatives from both places, plus his job coach.  I would think the more the merrier.

Jen:  Think of who is going to be there for the client and who can speak to things like support frequency.  We want the SIS to be an accurate reflection of the person and their needs.  The next page of the report has a rating key for scoring.  
Question:  Let’s say I have high needs, but you determine I have low needs, and set the money accordingly.  Can I appeal? 
Jen:  Yes, the SIS can be reviewed if you don’t feel it’s an adequate assessment.  On page 8, there is a break down with scores and rankings.  The scores and percentiles are based on the SIS Support Needs Index.  The graph shows where a person’s needs are; high or low.  It’s designed to help the team prioritize and set goals.

Question:  I’ve worked with percentiles for a long time and I find it confusing.  Does a high bar on the graph mean a higher need or higher skill in that area?

Jen:  Right, it’s not articulated well.  A high bar on the graph means high need.  

Question:  Can you take one category and explain where the score came from?
Jen:  On the graph, lifelong learning is the highest bar at 75%, representing the highest need.  The lower the bar on the graph, the lower the support needed.  Here’s how we get to the total score.  On page 3, each section is added up across and then down.  For Home Supports, the total score is 46.  Preparing food is rated as a 3 for the type of support needed; a 3 for frequency, and a 2 for daily support time, for a total score of 8 for that home living activity.   When all the Home Living Activities are added up, they total 46.  

Comment:  The total score is nowhere on that page.

Jen:  The form needs updating and we’ve told AAIDD (American Association on Intellectual and Developmental Disabilities) about it.  It’s a proprietary tool created by them that we’re using under contract and cannot change in-house. 
Question:  How do you decide what is included in preparing food?  It could invite subjectivity.
Jen:  At assessment, the SIS interviewer will walk you through what this means.  They’re skilled at asking questions and having conversations that go beyond “preparing food.”  That’s why it’s so important to have the right people at the table.

Question:  Can participants get questions ahead of time?  It’s a lot to ask people to walk in unprepared.
Jen:  We’re tied to AAIDD guidelines.  It’s a national tool with a strict process.  I can let them know the feedback.

Comment:  I’ve attended about fifteen assessments.  They tend to flow.  The people doing them are very skillful. The assessments are very helpful to have and sometimes lead to useful debates.  .  

Jen:  It’s quite a rigorous process.to become an SIS interviewer.  They go through a week of classes, three practicum interviews, and a formal testing period with AAIDD.  They have to pass the testing with an 85 to 90% accuracy rating from AAIDD.  They also have to be recertified every year for the first two years.

Comment:  It’s a data driven process.  Parents should keep a copy of their child’s supported living data.  In fact, parents should keep a copy of everything; keep all your own data.  It’s a reliable way of presenting facts.
Question:  What are the percentiles based on?  If 75%, 75% of what?

Jen:  I’m not a percentile guru but it’s my understanding that it’s where they lie within the population of Section 21 recipients in the State of Maine.  So, 25% of individuals on Section 21 in Maine have higher needs than the individual.  Comment:  So, it’s everyone’s assessments and could change?  
Karen:  Yes, but we’ve done almost 3,000 assessments and it’s been pretty steady. 
Representative Peter Stuckey:  I don’t understand not providing questions to families prior to the assessment.  There are professionals who have been at many assessments and know the questions before they get there.  It seems like families are being singled out.  I’m not sure I get the logic of denying families the information.  
Comment:  Also, most people with disabilities don’t know their rights.

Jen:  That’s something we’re working on.  Spreading the word about what people’s rights are and requesting reviews.  

Question from Bangor:  Jen spoke about the chance to put a name on a list in her office to question an SIS level/score.  Who is authorized to ask for a name to be put on the list?
Karen:  That request has to come from the guardian or the individual if he/she is able to do so.  The request can come through the case manager, but can’t come from a provider. 

Jen:  We released some information at the end of August including levels for people who had SIS assessments.  We started getting calls from people saying they had higher support needs than their assigned levels.  We compiled the information, and asked people to contact me directly.  I have 125 requests right now from that group.  An Extraordinary Review Committee is being set up this week.  It will consist of OADS staff with a variety of expertise, including a Resource Manager, Program Manager, Direct Service Manager, myself, a Nurse Manager, and we’ll consult with outside clinical expertise as needed.  We’ll look at trending and ask if we need more information to make the best decision.   

Question:  Percentage-wise, how many are saying they don’t like their level?

Jen:  I’m not sure about the percentage, but it’s maybe 80 people, but we’ll look at all of them.  
Karen:  It’s confusing.  We’ve had trainings with all the case managers at this point, and just updated the guide to include the three different processes from the draft policy; extraordinary needs request, requesting a reassessment, and the appeals/grievance process.  This information is still in the proposed policy, but that’s a 52 page document and we wanted it to be more easily accessible.  If you don’t like something, please call.  We’re looking at those who didn’t think their scores were accurate.  We’ve already reconnected 1 or 2 people with Goold (Goold Health Systems) for reassessments and then there are others asking for extraordinary needs requests.  We’re asking people, does the assigned package meet your needs?  

Question:  How long will you be taking requests from parents, guardians, or individuals?

Karen:  We’re still taking them.  It doesn’t make sense to have family members or individuals living with anxiety if they meet the criteria for a reassessment.
Jen:  The proposed draft policy outlines a couple different processes.  We’re looking at instances where the interview protocol wasn’t followed accurately and taking immediate action.  The supplemental verification team and the major life change process is also outlined in the draft policy.  We’ve already made some requests to redo the SIS assessments.  

Question:  Can the extraordinary needs request be submitted by an agency?

Jen:  The request can be started by a simple statement from a parent or guardian.  Think of it as a conversation with me about the individual’s situation.  Upon request, the agency can get the documentation together.  
Question:  Assuming everything is perfect and I love the score, how often will I be reassessed? 
Jen:  Every three years unless there is a major life change.  We can reassess as things change.
Question:  With aging folks, there isn’t a major A to B life change, but they may have a condition such as dementia where the changes are ongoing and they may need more constant or timely reassessments.  How does that fit within the SIS?

Jen:  I would encourage you to look at the proposed policy.  One of the proposed life changes is the increment in symptoms of dementia over time or the need for skilled nursing.  You just need to document there really is a need.  Medical personnel can write letters and provide documentation to prove there is an ongoing issue.  
Comment:  Part of the confusion may be related to the supplemental questions.  The same things trigger them. 
Karen:  There are supplemental questions that may have an effect on the final SIS level.  What we’re talking about is beyond that.  

Question:  What about people with exceptional medical needs? 

Jen:  Section 4 on the SIS assessment includes exceptional medical needs.  It may indicate that an individual needs more help than was captured in the SIS.  Page 10 addresses questions about exceptional medical needs.  The SIS interviewer is trained to ask respondents if there is a higher need in two major areas, one of which is medical.  If someone has a seizure disorder, they might not need attention every day, but may require extensive help at heightened periods.  The second area is behavioral.  A person may need one on one support to be safe in the community.  For exceptional medical support needs and exceptional behavioral support needs, the individual must score 2 or higher on the questions asked in each section.  A level is not immediately assigned because it goes for review by the supplemental verification team.  I run this committee with members of the OADS staff.  The committee requests six months of documentation outlining the medical or behavioral needs.  The team will either verify a higher need or determine it’s not needed.  If the need is verified, the original SIS level may go up to the next level, unless they were already at a 4 or 5, which are the highest levels. 
Comment:  This is where the SIS documented needs for my son that the other sections didn’t catch.  In the future, we’ll all have copies of the SIS assessment.  If you go to the AAIDD website there is a sample copy of the SIS you can access; it’s not secret data.  It’s useful for families to have.  I believe the normative data percentiles are based on national percentiles not Maine’s Section 21 population, but I could be wrong.

Jen:  I’ll ask HSRI (Human Services Research Institute) about the percentiles and AAIDD about the potential for respondents to see the questions ahead of time.  
Question:  If you appeal, are the individual’s services frozen at that time?
Karen:  Yes, just like it happens today.  
Jen:  There are the major life change and extraordinary review processes, if those are applicable.  Then there’s the appeals/grievance process.  To make an appeal, follow the grievance/appeal process.  The committee is just being formed and should meet weekly.  We’ll look at cases on a first come, first served basis. 
Question:  Is the SIS score in the family-friendly version? 
Jen:  The SIS assessment is completed online which generates a family-friendly version and a long version of the results.  The family-friendly version is provided to the individual, family, guardian and case manager.  AAIDD is contracted to do that, then HSRI does the level conversion.  The actual conversion happens outside this document.  The raw scores are converted using the syntax (Maine Support Need Levels and Decision Rules) that determines the levels.  

Comment:  It’s confusing.  I have the totals and the matrix, but something else is needed.

Jen:  The conversion happens externally from DHHS.  I have a database that provides me with the level assignment once it’s completed.  We’ve released everything we have.

Comment:  In the book there are normative scales.  I can take the home living score of 46, go to their chart and see a 46 equals a 7.  How do I convert the scores?
Jen:  You can do it, but I’m a social worker, you don’t want me playing with numbers!  That’s why we contract with someone to do this piece.

Comment:  It might be helpful to hold off sending the report until the level assignment is known.

Jen:  We’re looking at that.  Case managers have been asking for that too.

Jen:  I’m going to walk through the syntax quickly.  Level 1 is the lowest support need level with the lowest budget assigned to it.  Levels 4 and 5 are the highest levels with the highest budget.  They have the same budget package, but one is for high medical needs (Level 4) and one is for high behavioral needs (Level 5).  Under Level 1 the support need is a sum of parts A (home living activities), B (community living activities), and E (health and safety activities).  The score is added up and converted to a standardized score.  The same is done for the behavioral and medical sections.  If you score 25 in the first section, and 10 in behavioral section, you could be assigned a higher level because you have a higher behavioral need.  Higher numbers in the other sections could also bump you into a higher level.  

Question:  The whole system is being calibrated right now and there are a number of built in checks and balances.  Is there any opportunity for challenging it from an independent evaluation, one that’s outside of the system?
Karen:  The grievance and appeal process has three levels, one of which is with a hearings officer, who is independent.

Question:  Last Monday we saw changes to the narrative section to include service descriptions, including type of prompt and frequency.  I thought we weren’t supposed to write it this way.
Karen:  We updated our service description pages as part of the PCP (Person Centered Planning) in the EIS system (Enterprise Information System) for providers, case managers and their supervisors.  In each service description, we added higher rules given to us by CMS (Centers for Medicare and Medicaid Services).  There will be a higher level of scrutiny for waiver services.  Each service description has to document the type of service, scope, duration, intensity, and frequency in the narrative section.  That speaks to CMS’ increased rules coming as part of the transition process.  It made sense to make the changes now because we were updating the documents anyway.  It also asks if the individual had informed choice of service and informed choice of providers in each section.  These changes were not tied to the SIS.

Question:  When it asks if the individual had informed choice of services and providers, I assume the guardian would have that as well.
Karen:  Yes, but it’s really about the individual’s choices.  CMS is very clear about that.  But, will the guardian will be part of the conversation? 
Question:  What about informed consent?  Will we be allowed to record the SIS session so people can understand it better? 
Karen:  Any kind of assistive communication device that is needed for the individual is okay, but you can’t record the SIS assessment for privacy purposes.  If you have a unique situation, talk to the team about it.  

Question:  Have you thought about the effect it might have on others in group homes if you shuffle people out based on their SIS levels?  Sometimes, houses are integrated. 

Karen:  I don’t see this happening.  All SIS levels afford 24/7 support.  No one should be getting bumped out of their housing.  It isn’t about the score, it’s about the budget.  Budgets for SIS Levels 1-5 allow individuals to receive 24/7 support.  People can live together with different scores.   Group homes are 24/7 living arrangements, not per-diem.  There is an equation from which that home would have a certain level of staffing available to them 24/7.  It’s not tied to the person, it is tied to the home. 
Question:  Isn’t it different for people who are Level 1?  I thought new people coming into the system at Level 1 aren’t eligible for 24/7 group homes, just those already in them. 
Karen:  That’s correct.

Jen:  If anyone wants to talk to me one-on-one after the meeting I’d be happy to stay.  My telephone number is 287-4227 and the new email address that is separate from my personal email is, SIS.info@maine.gov.  It should be up and running soon.  I’ll still be maintaining it.  There is lots of information on our website as well.

Cullen:  All the handouts will be posted on the Coalition website, and we’ll include links in the minutes.  Jen, thank you for your presentation!
End of presentation.  (Round of applause)
DHHS Update:
Karen Mason: (Developmental Services Manager, OADS, DHHS - www.maine.gov/dhhs/oads):  As of November 24 2014, the number of people on the wait lists are: Section 21 – 1015, Priority 1 – 19 (all have pending offers, there are no individuals waiting to be offered services), Priority 2 – 380, Priority 3 – 616, Section 29 – 501, people on both lists – 316.  Of the 1015 people waiting for Section 21 but already receiving Section 29 – 563.  If you haven’t heard yet, as part of the recent DHHS settlement, we will be able offer services to everyone on the Section 29 waitlist between now and June 30th.  This includes folks who come on to the waitlist between now and then.  We will offer Section 29 to about 50 people right now.  In approximately 60-90 days offers will go out to those who have eligibility dates between 8/2012 and 9/2013.  Case managers and supervisors have this information so they can start planning.  That means a lot of people will be going into Section 29 services and a lot of providers need to ramp up.  By the end of June, there shouldn’t be a waitlist for Section 29 services.  As a result of the same lawsuit, we have also committed not to have a waitlist for Section 21, Priority 1.  Many folks may have already selected a provider.  It’s really exciting to know people who have been waiting a very long time will be getting services.  It will be a lot of work for everyone, but it will be good work.  

Question:  Has this information been received by special education teachers?  They may need it to make changes to PCPs.

Karen:  No, but it’s a good question.  There are some limitations on some Section 29 supports while a child is still in school.  I believe they can access home supports and career planning, but not community or work supports. 
Cullen:  I hope everyone understands that this is very big deal.  Children between 17-20 can still finish school and receive some Section 29 services; they don’t have to drop out of school.  This is an important change.  Everyone has been planning two years out because they didn’t want the waiver before their kids finished school.  With the waitlist at zero, your son or daughter will receive Section 29 almost immediately after applying for it.  That’s a big change and it’s come about because we’ve changed Section 29 to be more flexible.

Karen:  We’re getting the message out to everyone.  If a case manager says that’s not accurate point them in the direction of their supervisor.  They can also call me or they can look at the rule.

Comment:  The DOE (Department of Education) has strongly beefed up the transition plan.

Comment:  But, families can’t receive Section 18 and Section 29 at the same time.  No duplicative services are allowed.   

Question:  As a high school case manager, there was a lot of information needed for transition planning.  Once the application has been made for eligibility for adult services, how long does the process take?
Karen:  During the transition period, there are markers we have to meet for the intake and eligibility process.  We’ve had some complications accessing psychologists because of an RFP (request for proposal) process.  We’re going back to contracts for psychologists.  I’d recommend getting evaluations while kids are still in school.  We’re doing a better job with our district meetings, identifying youth, and reaching out to case managers if they don’t have the necessary evaluations that are up-to-date.  It helps make the process go smoothly.  At age 17 ½ you can make a request for intake, then at 18 get a determination of eligibility for services.  It’s good to have information at the ready.  If the information isn’t there, it delays the process.  The more information, and the more up-to-date information, the better.

Question:  Is the Aldridge Settlement you referenced a class-action suit?

Karen:  Yes, the settlement means we will offer services to everyone on the Section 29 waitlist before the end of June.

Cullen:  The class refers to folks on the current waiting lists for Section 29 and Section 21, Priority 1.  

Question:  Will this be covered with new funding?

Karen:  I believe it’s new funding.
Cullen:  What about people on the Priority 2 and Priority 3 waitlists?
Karen:  Priority 3 is for people who may need Priority 1 services in the future.  We offer five people a month Section 21 services.  If they’re waiting for Priority 1, they’ll get an automatic offer.  There may be months when there isn’t anyone waiting for Priority 1, so services would be offered to people on Priority 2.  This hasn’t happened so far.  We’re constantly looking at individuals on the Priority 2 and 3 waitlists.  We also have reserve capacity for those in institutional care.  Out-of-state youth coming back to Maine have been added as a category under institutional care.  We work with our colleagues at OCFS (Office of Child and Family Services) to make sure we have accurate numbers of individuals in out-of-state placement, and assign case managers if they don’t have one.  Offers first go to Priority 1, then anyone who is requesting reserve capacity for services in institutional settings, then to Priority 2.

Cullen:  This is great news about Section 29 and Section 21, Priority 1.  There are 996 people on the Priority 2 and 3 wait lists.  What’s going to happen to them?  Will these lists grow again?

Karen:  It’s hard to say because we continue to have increases in intakes.  In general, case managers are doing a better job at looking at all MaineCare services available.  In fact, we’ve had some declines for Sections 21 and 29 because other waivers are meeting people’s needs.  But, it’s a lot of people, and even though those on the Priority 2 list don’t qualify for Priority 1 services right now, we understand they may have aging parents, health issues, or other circumstances that may change their status to Priority 1.  It’s difficult.

Cullen:  We still have work to do.  We’ve had this as a standing agenda item, and both Jim Martin and Ricker Hamilton said it would make sense to have Section 29 be a universal offer.  We’re getting close.  I commend DHHS and OADS in particular for the tremendous progress you’ve made.

Karen:  We’ll continue working towards that goal.  I don’t know if you heard, Jim Martin accepted the position of Director of OCFS.  He officially starts on the 15th.  Gary Wolcott has been appointed Director of OADS.  Gary will be wonderful, but we’ll really miss Jim.  

Cullen:  This is a big loss, but hopefully, we’ll continue to work with Jim.  He did a lot of work to get the changes to the waivers and the new service system to go through.  Gary has presented here in the past.  We look forward to working with him!
Question:  How is Priority 2 structured?  Is it first come, first served?  Are there different tiers?

Karen:  It’s not first come, first served.  Section 21 has varying definitions.  We’ve talked about reworking it and looked at how other states prioritize.  I think over the next year it’s something we may want to explore.  People on Priority 2 are not in different tiers but we don’t have a rule about how we select those people.  We look at all individuals with reportable events but recognize that folks living with family don’t have reportable incidents.  We also have people in emergency transitional housing we need to consider.  We work hard to identify people who need services the most.  This is the stuff that keeps us up at night, weighing the amount of jeopardy a person may be in.  It’s a very difficult decision. 
Question:  Are new case managers being hired?
Karen:  We have a community and a state case management system with close to 300 case managers across the state.  Some still have room for more cases. 
Comment:  Anyone on the waiting list already has a case manager; they will be looking for agencies to provide services.

Housing Update: 
Cullen:  Congress is working on a hybrid Continuing Resolution/Omnibus bill.  Funding for HUD will be in it.
Legislative Updates:

Representative Peter Stuckey:  We need to focus on getting good information to people.  There are a lot of new Legislators that may not know anything about your issues.  I’m delighted about the end of the waitlist but curious about the revenue stream to support it.  

Karen:  I need to go back and look – I’m not sure what the source is.  Update:  The funding provided to address the Section 29 waitlist and all on Priority 1 is the funding approved by the Legislature during the supplemental budget process last spring that has been discussed in previous meetings and was added to the budget baseline.   
Representative Peter Stuckey:  It’s a mandate, so it has to happen.  The question is, where the does the money come from?  This group needs to be clear about its priorities and available resources.  It’s a sensitive matter because there’s a finite pool.  If more resources are coming to address the waitlists, it’s being taken from somewhere else.  It’s important we don’t compete for funding and that’s a real challenge.  We’ve squeezed the budget as much as we can, which means other needs just pop out somewhere else.   

Question:  What’s the tab for individuals coming onto the service?
Response:  For Section 29, the cap is $23,753 per person.  Multiply that by 700 newly served individuals, plus those added in June, and you get about $1.6 million. 
Cullen:  Newly elected Legislators need to hear from you.  Educate them so they make informed decisions.

Update on the DD/ID Continuum of Care:
Cullen:  The DD/ID CoC Committee is working closely with DHHS now that the Section 21 and 29 changes have gone into effect.  We’ve started meeting monthly again.  We’re looking at the changes taking place.  

Update - Blueprint for Effective Transition:

Cullen:  The Blueprint for Effective Transition, a subcommittee of this group, is making great progress on the goals and are on the home stretch.  There will be a presentation at the next meeting where we’ll review the subcommittee’s final drafts.

Other Business, Announcements:
Disability Rights Center: www.drcme.org 
Ben Jones:  We want to hear from people working through the SIS (Supports Intensity Scale) assessment to make sure due process is followed or if you want to file an appeal.
Cullen:  Check out our updated website www.maineparentcoalition.org!  You can find the title of any of our past presentations:  Click the link, and you will be right in the minutes.  The website can always use more pictures! 
Cullen:  At our next meeting on January 12, 2014, our featured speaker will be David Cowing, Laurie Raymond, and Annemarie Salzberg.  Topic:  Blueprint for Effective Transition.
Unless changed, Coalition meetings are on the 2nd Monday of the month from 12-2pm (307 Cumberland Ave., Portland).  

PAGE  
6
c/o Community Housing of Maine 309 Cumberland Avenue, Suite 203                 

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


