MDSOAB Annual Report 2020
Executive Summary
Recommendations for the Department of Health and Human Services and the
Maine Legislature to improve service for those with Intellectual or Emotional
Disabilities or Autism Spectrum Disorder.

Increase Rates and Reimbursements.
The Board understands that DHHS/OADS is conducting a rates review. As we also
current state of the service support system, the Department needs to take more
immediate action in four areas:
A) Support legislation that sets pay for Direct Care Workers at 125% of the
minimum wage and provides indexing to keep pace with raises to the minimum
wage.
B) Support legislation to create a reimbursement rate structure for Direct Care
workers that allows for incremental pay increases and differential pay rates
based on training and experience.
C) Support legislation to increase the reimbursement rates for targeted case
managers. Overloading case managers contributes to turnover. Case manager
turnover contributes to problems navigating the system.
D) Create a reimbursement structure that recognizes the costs involved in
supporting residents with severely challenging behaviors. We have a
differential rate for those with severe medical needs. Funding to make
environments safe and for repairs and replacement of damaged property needs
to be extended to providers who serve those with severe behavioral needs, or
their needs will go unmet.

Improve Transition

.

Improve the process for families making the transition between services for children and
for adults. Create a joint study group with OADS, OCFS, and stakeholders to identify
and address issues in the transition process.
Provide training and education for families in el-hi years to aid transition to adult
services. Explain group homes, shared living options (including the option for families
to be shared living providers), Section 29 services, etc.

Work with stakeholders to make the processes involved in Section 21 and 29 more
transparent, especially the selection of people from the Priority 2 pool to receive
services. The prioritization of those classified as Priority 2 needs to be clearer.
Provide more flexibility in housing options for those entering the adult system.

Increase flexibility and choice within waivers.
Lack of flexibility in the system means that planning that is truly person-centered is
difficult to achieve. Similarly, lack of available options means that significant choice is
limited.

Recognize the Important of Case Management.
Unmet needs (as for a Volunteer Correspondent) are often not acknowledged because
they require an interim plan and generate work (part of the workload issue).
Training for case managers and direct care workers needs to recognize the frequency
of turnover in both jobs. Online modules that cover all the basics need to be made
continuously available and be kept up to date. Classroom instruction needs to be
provided on a regularly scheduled basis across the state to supplement self-paced,
computer-based training. Not all case managers welcome the presence of advocates.

Promote self-advocacy and full participation in the Person-Centered Planning
process.
OADS should conduct a review to determine whether the system is still focused on
increasing independence among those served by Section 21 and 29 waivers.
The MDSOAB endorses the concept of supported-decision making, and allowing all
residents to participate fully in making life decisions. The Board also urges that OADS
support full guardianship for those for whom it is the most appropriate option.

Support the Volunteer Correspondent Program.
In 2019, the VCP has received updated information from OADS for 1038 individuals
who were matched with a Volunteer Correspondent or who had been identified with an
unmet need for a Correspondent. The department provided current addresses for the
consumers, case manager/agency contact information, and guardian(s) contact
information. Approximately 30% of those in our files were found to be deceased, many
of whom were members of the class action suit that led to the closing of Pineland. The
VCP database has been updated to reflect the date of death provided by OADS and the

folders have been removed from the active files.
For living members, their current case managers have been contacted to learn whether
there is still a need for a Volunteer Correspondent. From early returns, the case
managers have indicated that approximately 25% do not need a correspondent at this
time, due to strong family involvement, or a correspondent who has become a guardian,
or because the individual has stated that they do not want correspondent involvement.
The VCP database is being updated as case managers respond.
The VCP has followed up existing matches with Status Update letters, requesting that
the correspondent return a short form reflecting their involvement and the needs of their
match. Included in the mailing is a current job description to provide information around
what is expected from a Volunteer Correspondent. Sending these annually will be a way
to verify correspondent activity and keep contact information current. There are 84
Volunteer Correspondents with both an active status and current information on file.
There are another 163 whose status is somewhat less certain. These are being
contacted and as the correspondents respond, their files are updated and information is
tracked in the VCP database.
The VCP continues to process requests for a correspondent and applications to
become a correspondent though as a slower pace. In October 2017, the VCP was
working on 24 matches, and in October 2019 we processed five. With the cooperation
of OADS and better access to contact information, the process has become more
streamlined, so requested are being cleared, rather than remaining open through lack of
follow-up contact information.
On the positive side, we ar
(for example, Section 29 services and/or no day programs) as we did in previous years.
We still need more new volunteers, with more emphasis on recruiting correspondents
and publicizing the program, which we will undertake in the next biennium.
Support appointments to the MDSOAB.
The Oversight Board has been operating for almost the last three without most of the
Department of Board and Commissions that this is acceptable and does not delegitimize
on the Board would like the formal acknowledgement that they are serving the
Legislature, DHHS, and the IDD/ASD community. The Board would like to request that
Office of A
Department of Boards and Commissions to expedite all pending appointments and
reappointments of MDSOAB members.

MDSOAB Annual Report: Introduction
The Maine Developmental Services Oversight and Advisory Board (MDSOAB) is
charged with oversight of all Maine services and supports for adults with intellectual and
developmental disabilities and autism.
MDSOAB submit this report to the Joint Committee on Health and Human Services, the
Office of the Governor, the Commissioner of the Department of Health and Human
Services in partial fulfillment of the responsibilities as outlined in statute. In this report,
we provide an overview of concerns and recommendations to address systemic issues
-B MRSA §1223 8. B.)
The MDSOAB is comprised of individuals with intellectual disabilities and autism, family
members, disability advocates, service providers, and community members, and
employs an Executive Director with provisions for a part-time Volunteer Correspondent
Program Coordinator.
This report is informed by the Board's work on various collaborative committees and
work groups beginning from the date of the last report (June 2018), as well as
comments from the Public Feedback Forums described in the Executive Summary.
Again this year, we focused most of our attention on the Office of Aging and Disability
Services (OADS), although Vocational Rehabilitation Services (VR) continues to be an
area of concern identified by individuals, their family members, and their caseworkers.
The processes of the Office of MaineCare Services (which funds all the waiver
programs), the Office of Child and Family Services (partner in transition from child
services to adult services , and the Office for Family Independence (which determines
eligibility) were often mentioned as well.
This report covers two calendar years, from July, 2018 to March, 2020. The Board had
intended to file this report in July of 2019, but decided to defer until the new
administration of OADS had time to begin to carry out their own agenda and address
some of the difficulties and problems in the service delivery system that have been the
subject of past OAB reports. The next Annual Report will cover April, 2020 through
June, 2021, the end of the first year of the next biennial budget.
Mark Kemmerle
Executive Director, MDSOAB

MDSOAB Annual Report, March 2020
Problem Analysis and Recommendations
Further recommendations for specific action from the Department of Health and
Human Services, the Office of Aging and Disability Services, and the Maine State
Legislature.
1. Crisis Services
(From June, 2018 OAB Report) Issue: Lack of available crisis beds. The MDSOAB
has become aware over the past year of numerous situations in which a person finds
him/herself in a crisis placement for weeks or months while a new placement is being
sought. A person may be placed in a crisis bed for a number of reasons, but the
placement is most often accompanied by a discharge from the provider. Rarely does a
person return from a crisis bed to their former placement. Essentially, when a person is
placed in a crisis bed, it means that the provider has exhausted its ability to provide for
the client and is removing itself from the equation.
Status/Findings, March, 2020: Some increased staffing, No additional beds.
The Community Consent Decree at the closing of the Pineland Center required 24 crisis
beds in the system of care. Of those 24, 12 were to be state-run and 12 were to be
privately run. In December 2016 the provider who staffed the privately-run beds
withdrew from its contract and announced that it was discontinuing the service. Those
beds were lost to the system of care and they have not been replaced or replicated.
The state currently provides four two-bed crisis homes and has contracts with three
providers for additional Emergency Transitional Housing. In practical terms, it is often
inadvisable to house two residents who are in crisis together in the same house, which
reduces the number of available beds to four, widely dispersed around the state (Gray,
North Monmouth, Bangor, and Caribou). When no crisis beds are available in a
reside
placed in Emergency Transitional Housing.
When a resident is placed in a Crisis bed, the direct care is provided by the OADS
Crisis Team members, which reduces their availability for Outreach (phone
consultations, on-site visits, etc. anything less immediate. One of the homes has been

OADS recently received budgetary approval to add eight positions to its Crisis
Management group and is using the opportunity to revamp its intake procedures.
OADS will move from four local intakes with backup provided by Behavioral Health staff,
to a state-wide intake structure for IDD and autism, with the staff in all four regions

acting as backup for each other. This change will allow an immediate response to a
crisis call instead of a call-back within 15 minutes as under the current system and will
allow for more Outreach to avoid emergency interventions.
Recommendation:
Recommendation:
Reinstitute a robust respite care program. Respite beds could be used for crisis
beds in an emergency.
Recommendations:
Refocus the role of Crisis Services staff to providing training to providers and shortterm consultations and interventions. The role of Crisis Services staff should not be
to provide direct care, but to help avoid the need for crisis placements, teaching
specific techniques for supporting people with challenging behaviors to lessen the
need for out-of-home placements.
2. Wait List Management
From the 2016 MDSOAB Annual Report:
ure, per
recommendation from the Joint Committee on Health and Human Services, have
devoted to eliminating wait lists for those seeking Section 29 services and for those
formerly on the Section 21 Priority 1 Wait list. We were encouraged to learn that OADS
was developing a process for selecting the next individual to receive Section 21 funding
and hope that this effort continues. Finally, we applaud OADS for their effort to contact
every person who was on the Priority 2 Wait list for Section 21, and to collect the same
information from each in order to select the people to be offered the recently funded 200
additional slots. Each of these things demonstrates the Department's commitment to
From the 2018 MDSOAB Annual Report:
In May of 2018, there were still over 1,700 people on the waiting list, over 400
classified as Priority 2 (at risk, though not at immediate risk, of Adult Protective Services
intervention).
UPDATE included in 2018 MDSOAB Annual Report: The Legislature recently
(July, 2018) allocated funds to move 300 people from the waiting list into Section
21 group homes
UPDATE, 2020: The MDSOAB continues to ask for a better understanding of the
process for selecting candidates from the Priority 2 group on the Section 21
waiting list. OADS is hampered by the delayed implementation of their new
integrated IT system (Evergreen). OADS also believes that the selection process
is not reducible to a formula (a belief not contested by the Board).

Status/Findings, 2019- 2020: Some progress made, more needed
It took over a year and a half for OADS to extend offers to 300 people on the Section 21
waiting list.
The 129th Legislature has before it several bills that would help reduce the number of
people waiting for services, specifically:
LD 1984 - An Act to Eliminate Waiting Lists for Home and Community-based
Services for Adults with Intellectual Disabilities, Autism, Brain Injury and Other
Related Conditions
LD 1940 - Resolve Directing the Department of Health and Human Services to
Increase MaineCare Reimbursement Rates for Targeted Case Management
Services to Reflect Inflation
Both bills include provisions for addressing inadequate compensation for direct care
all those who qualify for services. OADS has testified against bills that propose raising
reimbursement rates for direct care workers and community case managers, arguing
that a rate study is under way that will address the issue. However, the rate study is not
scheduled for completion until March, 2021, and the matter demands immediate
attention.
Existing state law requires the DHHS Commissioner to provide funding to retain
qualified direct-care workers employed by community services agencies serving Maine's
citizens with intellectual disabilities or autism. [See 34-B M.R.S. Section 1208(7)] and to
perform an annual review of MaineCare fee schedules. This annual review of fee
schedules must be part of the Department's annual Medicaid report to the legislature.
(See 22 M.R.S. Sections 3173 and 3174-B.) The last time Maine did a review that met
these statutory requirements was in 2007.
In a separate development, in a letter of February 10, 2020, the United State
Department of Justice has informed DHHS that they are out of compliance with the
Americans with Disabilities Act and the Olmstead decision [Olmstead v. L.C., 527 U.S.
581 (1999)], in a case where the department is failing to provide care in the least
restrictive environment to individual approved for Section 21 services. The letter
directed the state to take specific actions that have broad implications on the legitimacy
of maintaining a long waiting list for services. That letter is included in this report as as
an Appendix to this report.
Recommendation:
The state must assure that pay rates remain adequate to attract, train, and maintain
a healthy, skilled labor force.

Improve ongoing connection, communication, accuracy of data, with those on
waiting lists, especially those classified as Priority 3. It has been demonstrated many
clients) is often outdated and inaccurate. Develop a way outside of EIS one that
does not rely on Reportable Events and APS reports -- to stay in contact with
individuals and their families.
Develop a selection process, with input from a stakeholder group, that is equitable
and takes into consideration a variety of factors, including impact on family and
erosion of an individual's skills and health while waiting for services -- factors that
are not measured by EIS or captured as Reportable Events. It is important to move
Priority 2 and 3 individuals off the waiting lists. Their lives can be changed and
enhanced without incurring all the costs associated with meeting the needs of
Priority 1 individuals in small group homes.
The delay in the provision of services under Section 29 is an indicator of how far
removed the system of care is from providing for Maine residents who qualify for waiver
services OADS acknowledges that serious regression is often the consequence of
having insufficient care in the transition f
3. Section 29 Services
Delay in providing Section 29 services continues to be an issue. The waiting period for
Section 29 services is as long as a year as of this writing. As of January, 2020, there
are over 1,600 people on the waiting list for Section 29 Services. Of these, almost 500
are receiving no services at all. The delay in the provision of services under Section 29
is an indicator of how far removed the system of care is from providing for Maine
residents who qualify for waiver services OADS acknowledges that serious regression
services to adult services. Families need Section 29 in-home or community supports in
order to stay employed themselves. They need the Shared Living service provided by
Section 29 so that they may either be compensated while not able to work themselves
or in order to ensure adequate care for their loved in another home. Shared Living with
period to help families who opt for this solution.
Recommendation: Eliminate the Section 29 Waiting List
In its work session on LD 1984 - An Act to Eliminate Waiting Lists for Home and
Community-based Services for Adults with Intellectual Disabilities, Autism, Brain Injury
and Other Related Conditions, the Health and Human Services Committee added three
important amendments to the bill.
Increasing the cap on Section 29 services from $58,000 per year to $70,000, but
only for four years - ending 6/30/24.

Funding all Priority 2 members on the Section 21 waiting list who are currently
receiving no services.
Funding all new people qualifying for Section 29 services (about 30 per month)
through June 30, 2021.
The MDSOAB fully supports these amendments. In the February Reform Plan, OADS
has committed to end the section 29 waiting list if funding is provided in the
Supplementary Budget.
4. Adult Protective Services
For many years, problems with APS investigations were brought up at the public
listening sessions held by the OAB. These investigations are helpful when carried out
in a timely manner and when results are shared, not only with the person who filed the
report, but with the MDSOAB as well. However, when more than two weeks passes
before an incident is investigated, or when results of the investigations are not shared,
or when calls to APS investigators and supervisors are not returned, the system is not
working and the risk of harm to individuals increases.
Input from the MDSOAB annual public forums consistently cited a lack of information
about actions taken after reports were filed with Adult Protective Services. It was
difficult or impossible to learn whether a reported incident had been investigated,
whether the report had been substantiated, or whether any action had been taken.
Rather than respond with greater transparency, OADS, through the rule-making
process, emended section 10-149, Chapter 1 and 5 on Adult Protective Services in
May, 2018. All reports to Adult Protective Services are now made directly to the APS
intake desk and are not entered into EIS as previously. The new process means that
caseworkers and providers are completely excluded from the process once the initial
report has been filed. In effect, the Department took one of the most frequently noted
shortcomings of the APS system and made it even more difficult for anyone outside
APS to learn the disposition of a report.
Recommendation: Restore/create transparency
Emend the rules governing APS reporting to ensure that every non-routine event
sent to APS is acknowledged by notifying the reporter of the investigator's intent to
investigate (or not) and the timeline by which this will happen.
Follow the directive in Chapter 12, 6.04 G. 3(c) "The final report will be forwarded to
the provider agency, the person or their guardian (except when the guardian is the
SC,
Regional Office, the
Office of Advocacy and the Consumer Advisory Board, or its successor." In the
event that there is an issue of confidentiality, a partially de-identified copy may be
shared . Reports must also be shared with the MDSOAB.

Increase staffing so that investigators have time to respond to inquiries beyond
responding to reportable events forms.
Designate an APS staff member to ensure that every inquiry receives a prompt
response.
5. Transportation
The OAB changed its format somewhat for its Listening Sessions in 2019. So many of
the same issues had been year and year in these sessions that there was little need to
bring them up yet again, especially when the OAB knew and DHHS/OADS also
recognizes that there are still problems in these areas. Transportation problems could
To recap, the issues are the same: individuals being served report drivers who arrive
early, late, or not at all; or who drive too fast, smoke, swear, yell at them, and have
questionable hygiene. They report being stuffed into small cars without adequate room,
or missing appointments because no accessible vehicle was available the day of the
appointment although one had been requested in advance. Clients have been delivered
to the wrong location. Some people have lost jobs or day program hours because of
inconsistent transportation.
Guardians and family members report rude brokers or contractors, lack of consistent or
safe drivers, and an unresponsive complaint process. They identified an unequal
process: individuals cannot be late or miss a ride more than twice or they are denied
services; but there appear to be no consequences (accountability) for transportation
brokers or contractors for missing appointments or for tardiness.
Case managers and providers worry about individuals losing medical specialists, being
left alone at their destination up to and before their scheduled appointment, or picked up
more than an hour late. Many providers have re-assumed transporting their clients out
of fear for their safety.
Transportation continues to be a barrier to employment, community participation, health
care, and safety.
Issue: MaineCare funds can only provide transportation to MaineCare services
(primarily medical appointments). A monumental and systemic gap exists in providing
transportation for community integration activities jobs, recreation, volunteer activities,
social and family visits, etc. Providers are expected to provide transportation for
community inclusion activities out of the home support hourly rate without line-item
reimbursement.
Issue: Drivers arrive early, arrive late, and sometimes do not arrive at all. The current
service agreement between brokers and OADS permits transportation providers to be

up to ½ hour earlier or later than scheduled. Individuals are missing work, community
supports program, and needed medical appointments as a result.
The 2016 and 2018 Annual Reports identified a number of issues on this topic and
made numerous recommendations concerning inappropriate behaviors by drivers,
inadequate or unsafe vehicles, weak scheduling requirements, lack of accountability for
drivers or brokers, and lack of training for the staffs in dealing with individuals with
IDD/ASD. Recommendations included involving internal Quality Management Teams in
DHHS, hiring external contractors to review the system, and creating a stakeholder
group to redesign the system from top to bottom.
Recommendation:
A system must be funded and developed to serve both the MaineCare-funded
medically-related services and the community inclusion needs of the IDD and
ASD community. Proper training must be provided to drivers so that they are
sensitive to the needs of those they are transporting.
The primary goal of community-based service is to provide adults with IDD and ASD the
same services and experiences as other community members.
As in 2018, the OAB recommends that DHHS strongly consider approaching the Maine
Department of Transportation for their assistance in developing a new plan for providing
non-emergency transportation for access to MaineCare services and for community
integration of those with intellectual and developmental disabilities and Autism
regional mass transit providers and, working with a stakeholder group, would bring
considerable expertise to the issue. DHHS needs partnership with Education,
Transportation, and other state agencies to deliver comprehensive solutions for the
IDD/ASD community.
6. Communication with OADS and DHHS
A recent Forum Series conducted by OADS for individuals and family members
focused on ways to improve communication between the Department and those it
serves. We find all these developments to be positive signs that OADS is aware of the
communication issues experienced by those outside the Department, and is actively
Report.) The report described the
following difficulties in communicating with the department. Unfortunately, based on the
most recent public forums, all the same difficulties still exist today.
Communication between OADS and those outside the agency is
difficult for individual service users to understand,
difficult for family members to access
primarily one-way communication with stakeholders,
unresponsive to attempts to contact OADS administrative staff

inconsistent across offices
often too late to be of use.
It is often impossible to determine the right OADS staff member to contact, and
key names and telephone numbers are not posted or shared.
These shortcomings aside, in the past year OADS is doing a much better job listening to
families and providers than in recent years. OADS sends at least one high-level
administrator to the monthly meetings of the Maine Coalition for Housing and Quality
Services, a group representing fourteen parent and provider organizations. The
meetings are accessible in a dozen locations from York to Aroostook counties and have
been a good venue for two-way information sharing. OADS also attends the monthly
meetings of the OAB, listening, answering questions and sharing plans and
announcements. The Director of OADS also attended OAB Listening Sessions held in
Bangor and Lewiston, and many in the audience expressed their thanks for coming to
the local meetings and listening to the concerns of the stakeholders.
In the past year, OADS is making better use of their website in an effort to communicate
more clearly with the public.
also utilized stakeholder groups in several
instances to work on legislation to increase wages from Direct Support Professionals
and Community Case Managers and to gather input for the HCBS Transition Plan.
The MDSOAB continues to have difficulty getting data from OADS on a regular basis.
The Board is also rarely notified in advance of major developments (especially ones that
reflect negatively on the department), and generally learns of things through the
newspapers.
OADS reports that they have been hampered in gathering and analyzing data by the
delay of their new integrated information system called Evergreen which is replacing
three older systems. Most disappointingly, an OADS representative stated at the March
meeting of the OAB that providing the data that the Board had requested would not be
practicable until the Evergreen was fully deployed. The Board has made repeated
requests and emphasized that we would be glad to start with whatever data is most
easily available. Over a year into the new administration, we had expected to be at a
different place in sharing data and getting a better understanding of the progress being
made on important issues like eliminating waiting lists and improving crisis services.
It is clear that DHHS and OADS have much to contend with. They seem to have taken
the first year to listen, to study, to prioritize, and to plan for the next two to five years.
We hope that the next two years will see more concrete results.
Respectfully submitted,
Mark Kemmerle, Executive Director, MDSOAB
March, 2020

Appendix A
Board Membership
Current appointed members as of March 2020: Rory Robb, Jennifer Putnam,
Cullen Ryan, and Ann-Marie Mayberry. (All these appointments have lapsed, but
the members continue to serve, as permitted in the by-laws of the Board and
Nominations submitted May 8, 2017 but never acted upon:: Richard
Estabrook, Kim Humphrey, Mark Kemmerle
Nominations submitted February 23, 2018 but declined by the Governor:
J. Richardson Collins (self-advocate, re-appointment), Josh Weidemann (selfadvocate), Bonnie Brooks (former Board member), David Cowing
(parent/guardian)
Nominations and reappointments submitted in 2019 but not yet acted upon:
Rory Robb, Jennifer Putnam, Cullen Ryan, Ann-Marie Mayberry, David Cowing,
Kim Humphrey, Richard Estabrook. There are four Board members, also not
officially appointed, who receive waiver services and have served on the Board
for over two years: Kim Christensen, J. Richardson Collins, Amy Madsen, and
Joshua Wiedemann.
Representatives from Maine DDC and DRM - Each organization has seat on
the MDSOAB as specified in statute.
As reported in the previous two annual reports, the MDSOAB experienced a lack
of response from the Office of the Governor from January to December of 2015,
when no new members were added. In January, 2016, several nominated
members did receive appointments from the Governor. This was the last date
that anyone was confirmed for membership on the Board. No members have
been appointed in 2017, 2018, 2019 or so far in 2020.
The three nominees proposed by the Board in May of 2017 for appointment by
the Governor were never acted upon. They were not appointed, nor was any
ignored.
In February, four nominees were proposed for membership (two self-advocates,
a parent, and a former Board member). Six weeks after the nominations were
submitted, the Executive Director of the Board received this reply from the

Kindly note that the candidates you proffered were fully vetted, however, they
were not selected to serve as appointees to the MDSOAB. If you have other
individuals you wish to have considered for nomination to the MDSOAB, kindly
forward them to Boards and Commissions Director Scott Van Orman who is
copied on this email.

All the 2017 and 2018 nominees had been vetted by the Board, attended and
participated in meetings while their nominations were being considered (though
without voting power), and completed and submitted all the required
documentation for approval by the Governor.
As stated in the last two Annual Reports, the MDSOAB continues to function as a
non-partisan advisory board. Political party affiliation is not asked at any point in
our nomination process; nor is it relevant to any responsibilities outlined in
statute. We seek individuals with great depth of knowledge about services for
adults with IDD and autism and a willingness to work hard to ensure that these
services become or remain of high quality and great availability. Board members
are all volunteers and do not experience any political benefit from their
participation. If any issue in the political process is non-partisan, surely it is the
welfare of the intellectually and developmentally disabled and those on the
autism spectrum.

Appendix B:
Public Feedback Forum Prompts 2019/2020:
”Propositions for a Continuum of Care”
Prepared by the Developmental Disabilities Continuum of
Care Work Group
Background: The MDSOAB has conducted public listening sessions each year since
the Board was formed. When I became Executive Director in April of 2018, my first
tasks were to write an Annual Report and conduct the listening sessions.
To prepare for the listening session, I started by looking at the minutes from the 2017
Annual Forum to look at what had issues had been addressed and what we needed to
continue to discuss. Then, when I looked at the Board’s Annual Reports from previous
years, I saw that the same list of concerns had been brought up year after year.
In 2019, we have a new OADS organization, led by a new Director, Paul Saucier.
OADS is listening and have acknowledged that concerns previously generated in these
annual forums are all important issues that need attention. OADS has already included
many of them in their planning.
This year I wanted to get a slightly different perspective and ask the group whether the
service delivery system of care for people with intellectual disabilities or Autism
Spectrum Disorder is really living up to ideals refined over the years by the
Developmental Disabilities Continuum of Care work group. The DD CoC was originally
a parent and family advocacy group, but was joined by OADS and became a
collaborative effort.
The prompts that follow represent the principles of an ideal service delivery system.
What we wanted to explore in the listening sessions this year is whether these
principles are accurate and complete and describe the system we want, or if they need
to be revised. More importantly, does the system of care in Maine live up to these
values? Do services line up the way we think they ought to? Where does our current
system exhibit these characteristics, and where is it falling short?

See following pages for 2019/2020 meeting prompts.

Appendix C:

Public Feedback Forum
Conducted by the Maine Developmental Services
Oversight and Advisory Board and
the DHHS Office Of Aging And Disability Services
Monday, July 8, 2019
One Civic Center, Portland, Maine
With remote participation in Auburn, Orono,
Sanford, and Winthrop
12:00 Noon to 2:00 PM

See following pages for meeting minutes.

Public Feedback Forum
Monday, July 8, 2019
One Civic Center, Portland, ME
with remote viewing in
Auburn, Orono, Sanford, and Winthrop
2019 was the third year that the Maine Developmental Services Oversight and Advisory
Board (OAB) has used the resources and the cooperation of the Maine Coalition for
Housing and Quality Services to host its public forum.
Member organizations of the Maine Coalition for Housing and Quality Services include:
Autism Society of Maine
Maine Parent Federation
Community Connect ME
Disability Activists and Allies of Maine
MACSP
SMACT (Southern Maine Advisory Council on Transition)
Center for Community Inclusion and Disability Studies
SUFU (Speak Up For Us)
Maine Developmental Disabilities Council
G.E.A.R. Parent Network
Community Partnerships for Protecting Children (CPPC)
Independence Advocates of Maine
Maine Disability Alerts
The Coalition holds monthly meeting in Portland, with the opportunity for remote
participation at twelve locations around the state from Kittery to Presque Isle. The goal
of the Coalition is to make the monthly meetings available for remote participation from
every county in the state. By utilizing the resources of the Coalition, the MDSOAB is
able to reach a large diverse group of people all over the state and share the
information gathered at the public forum by published the minutes of the meeting on the
Coalition website and linking them from the MDSOAB website.
In addition to the Portland meeting, the Board held hold two other public listening
sessions this year, both of which were attended by Paul Saucier, the Director of the
Office of Aging and Disability Services. The sessions were held in Bangor from 5:007:00 PM on Thursday, August 21st and in Lewiston from 5:00-7:00 PM on Thursday,
September 28th.

Minutes from the Portland meeting
Monday, July 8, 2019
Cullen Ryan introduced himself and welcomed the group. Participants introduced
themselves. Minutes from the last meeting were accepted.
Featured Speaker: Mark Kemmerle, Executive Director, Maine Developmental
Services Oversight and Advisory Board (MDSOAB). mainedsoab.org
Topic: MDSOAB Annual Forum

feedback for DHHS.

Cullen: Each year the MDSOAB holds community forums across the state to pull
people familiar with and/or receiving services together to provide input on how services
could be improved, point out issues, and provide general feedback. Today we have
Mark Kemmerle, Executive Director of the MDSOAB. I want to welcome you and thank
you for being here. This forum is designed to start a dialogue. This year will be a little
different from MDSOAB annual forums in years past. Instead of a freeform discussion,
there are a handful of identified prompts/principles on which the group will focus and
comment. The DD CoC is being reworked to become a more linear presentation,
featuring a series of one-pagers, and the group will be focusing on these principles as
well. We wa
(kemmerle.mdsoab@gmail.com) so that you can continue to provide feedback, even
after the meeting.
Mark Kemmerle: Last year at this time, I had just taken my job a few months prior and
was fairly new to the process. I started with the input from the 2017 Annual Forum to
look at what had been addressed and what we needed to continue to discuss. The
same list of concerns had been populated year after year. Paul Saucier, the new
Director of OADS, has attended a number of these meetings as well as meetings of the
MDSOAB which is such a refreshing change from the previous administration. OADS
is listening and they want to know our concerns, and they recognize that the list of
concerns previously generated in these annual forums are all important issues that
need attention and have already included them in their planning.
sent with the
meeting materials, and slightly revised in the DD CoC meeting immediately before this,

are accurate, complete, or if they need to be improved, revised, etc. More importantly,
does the system of care in Maine live up to these values? And, do services line up the
way we think they ought to? The system has to be adequately financed to address
these needs. Where does our current system exhibit these characteristics, and where
is it falling short? Both the MDSOAB and OADS would be very interested to hear your
perspective. (Click here for the Prompts for the 2019 MDSOAB/OADS Listening
Sessions) [Also included as Appendix E to this report.]
Forum Discussion: The following bulleted list is the direct feedback generated from
attendees, with any responses to questions/comments indented and identified by the
speaker, as relevant.
More accountability across divisions within the Department, which is
siloed.
places within the Department with no one person or office taking
accountability. Part of this is communication, but i

We can address the problems in a way that creates a better system for
everyone. Working in Special Education, I saw that a lot of the effort was about
improving the classroom environment for everyone. Communicating both that
this is such a significant need, whatever that need might be for instance
transportation, as well as possible ways of addressing it while thinking about
having a more robust system for everyone.
and other people what it means for someone to have disabilities. To increase
natural supports we need to educate people and reduce the fear and stigma
around people with ID/DD.
consumers.
those choices are and what it really means for people and their families to have
their needs met.
Providers need to work together.
we tend to work in a very siloed way. Perhaps working across provider agencies
would help with this.

There is a distinct lack of choice for services, specifically for people who need
one-on-one support, as well as day programs. The overall lack of capacity limits
choice as well, including where people can live, etc.
now what it looks
All of us coming together to work on a couple big issues
would help. Things tend to get pushed towards the bottom of the pile, so we
need to really tackle that pile, and point out the very dysfunctional aspects of the
system so that we can get some functionality.
We see that the Section 21 waitlist has 1600 or so names on it, but that can be
misleading. Every case manager gets everyone eligible for Section 21 services
on the waitlist, and everyone is eligible for both Section 21 and 29. We have a
misleading number of people who are currently in need of Section 21 agency
home supports one of the differentiators between Section 21 and Section
29. The Department finding a way to differentiate what those needs are and how
many people are actually in need of Section 21 services, and being transparent
about it, is important. How many people are on the Section 21 waitlist who are
also not receiving Section 29 services people who are receiving nothing right
now except perhaps case management?
Emily Kalafarski: I believe that roughly 70% of the people on the Section 21 waitlist
are receiving Section 29
Maine
Maine Statute
Title 34b, which came about in preparation for the closing of the Consent
Decree. One of those elements speaks to the importance of identifying unmet
needs, who has them, how many, and in what categories. This is supposed to
inform the budgeting process. Taking a fresh look at 34b would be
advantageous.
Communication from the Department has deteriorated in general over the
years. There was a time when we knew more about what services were out
there when we had a DHHS website that was user friendly and could be easily
navigated. Also, the Department used to send emails with more regularity.
One requirement which came from the Consent Decree was the Department
maintaining a current resources directory, published every year. Providers used

to be able to list the services they offered, and have it published on the DHHS
website. This has fallen by the wayside.
The current system is extremely confusing for families.
I have child who had to move out of the state and was finally able to come back
to Maine. When I think lifespan, I think that I want to be able to die in peace and
her. Families make ongoing efforts to see that their children can live as
independently as possible. Moving from the family home into whatever
residential option is chosen is better for everyone. Helping someone become
more independent from childhood throughout the lifespan

it all comes down to

money, having support available for the individual and family. My daughter lived
a very rich life on paper

she did all of these activities which she loved, but they

ended after she left that scheduled activity. What she really needed was peers;
peer relationships are essential and is larger than what a family can do.
The Blueprint for Effective Transition really contemplated personal relationships,
which is one of those more elusive things to write on paper, yet is pivotal to
someone leading a fulfilling life.
e supporting the goal of
independence. This is an essential goal about which everyone ought to care.
truly independent

how to cook

meals, etc.
How
are they supposed to be able to foster independence and community inclusion
There appears to be a real problem with lack of community awareness for
instance a DSP in Biddeford trying to navigate the Brunswick-area community.
Social media has drastically changed the landscape for community inclusion; this
is where social connections are made now. This is a barrier to community
acce
people with ID/DD using social media.
The workforce landscape is changing in general.
There is a workforce crisis. There are people who want to work but lack a high
school diploma or GED; this requirement has been a barrier to hiring very
qualified people.

As a former DSP, I was getting paid less than a cashier at Hannaford to do this
DSP pay
needs to be commensurate with the work people are being asked to do.
A resource directory for DSPs, with things that staff have found out in the
community that are inclusive etc., would also be very helpful. DSPs want to do
new to this too.
Some states have gone with a standardized software system to document
services. The ability to go in and look across a similar playing field at agencies
and develop those quality outcomes and the ability to desk audit those does not
exist in Maine. It may exist within case management, but as far as the other
developing quality measures and
finding a way to consistently review those.
Years ago, OADS had created its Roadmap to Services, which was very helpful.
There needs to be flexibility within the system as people grow and evolve as
service wants/needs ebb and flow.
-andin school, before they enter the workforce both on the part of the Department
and providers. Perhaps creating partnerships between the schools, providers,
and the Department.
Every year you have to ask people about their choice of provider

it feels more

like a fals
what they offer.
Additionally, if there
is only one provider in your area is that choice?
Building resource
binders with the agencies, their missions, and the services offered for informed
decisionhelp. Some of this might depend upon the program and service type people
often tour day programs for instance, but this is probably a lot less common for
residential programs.
There are still issues with community case managers and how well they provide
the service. This affects every aspect of service delivery for people.
Choice unfortunately boils down to availability and capacity in within the system.
Not being able to receive other services from the same agency at which their
choice.

communication consults.
achieve their goals.
Generally, families have a huge investment, knowledge base, and presence in
the community. The system as it currently exists has a heavy reliance on
parents and guardians subsidizing the state. There are also ways the system
discourages this as well. When my son went through transition planning I did
know what a group home was, what a waiver was, etc., but I knew my son, I
knew what he needed for modes of support, and could share that with someone
if someone would have listened.
: I think this is what is meant in the partnership and lifespan principles. If natural
supports were extended in a partnership with formal supports it might produce
better outcomes, as you could weave that into the lifespan.
Being nationally connected (ANCOR American Network of Community Options
and Resources), these types of conversations are happening in every state
across the country. There are some leading practices in other states around
certain topics. If we could develop a way to have some of these leading practice
ideas it would be helpful.
: Perhaps ANCOR would be able to disseminate some of these leading practices
at a future Coalition meeting through one or more of its members.
Age-friendly communities are disability-friendly communities there is an
immense overlap between the issues, barriers, and needs of these populations,
and there are ways in which we can work together for a mutually beneficial
partnership.
Person-centered planning (PCP) meetings are not personchecklist for the case managers.
followed through.
Prevention is also important and is largely overlooked.

one in August in
Mark:
the Bangor area in the evening at OHI, and one in September in the Lewiston area.
Cullen: If you have any additional feedback please attend one of the upcoming forums
or reach out to Mark directly via email: kemmerle.mdsoab@gmail.com.
Mark: Also, regarding community inclusion, the Home and Community-Based Services

meeting it, and provide guidance on how we can get there.
Cullen: Mark, thank you for being here. This generated a great discussion!
End Presentation (round of applause)
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Public Feedback Forum
Conducted by the Maine Developmental Services
Oversight and Advisory Board and
the DHHS Office Of Aging And Disability Services
Wednesday, August 21, 2019
203 Maine Avenue, Bangor, Maine
5:00 PM to 7:00 PM
GENERAL:
Approximately 85 people attended this two-hour forum. The venue was able to provide
Zoom capability, including recording of the proceedings as well as a hand held
microphone to support the speakers. Unfortunately, this was the first time that ZOOM
was used at this location and the recording was inadequate. The participants consisted
primarily of family members and people who receive services. Also present were
representatives of provider agencies, including Direct Support Professionals, Disability
Rights Maine, the University of Maine, two OADS consultants and the Operations
Manager of OADS present.
This Listening Session was hosted by OHI. Primary listeners for the OAB and OADS
were Mark Kemmerle, Executive Director of the OAB and Paul Saucier, Director of
OADS. Mr. Kemmerle reviewed the News Flash that the OAB had provided to the
attendees that included Propositions focusing on how well the current system of care
serves Maine citizens with intellectual and developmental disabilities or autism
spectrum disorder and how well it embodies certain principles. Mr. Saucier made it clear
that they were both there to listen and to take feedback to the Department that is in
various stages of developing its prioritized Work Plan based on the identified System
needs.
Following, were major themes that emerged during this Forum:
1. Unmet needs of parents and their children with autism
a. Lack of knowledge of services that are available
b. Lack of seamless transition from
to adult services
c. Lack of adequate and timely diagnosis, particularly related to autism
spectrum disorder
d. Inadequate resources at Eastern Maine Community College to
accommodate students with autism
e. Difficulty for children with autism developing avenues to find friends
f. Single parents trying to cope with raising a child with autism with
challenging behaviors and trying to work and support a family

g. Difficulty for parents in getting to meetings to network with other families
and to learn more about services that are available
h. One parent
i. Another parent said
j.
2. Waiting Lists
a. Several people spoke of the waiting lists for Section 21 and Section 29
services. Several examples were provided.
b.
c. Another parent worried that she was fearful she would die before her adult
person receives services.
d. Others talked about the stressors and the toll on the family unit.
3. Communication
a. There are challenges with identifying what services are available for
people with intellectual disabilities and their family members.
b.
person get public information?
c. Lack of responsiveness from professionals and from OMS to telephone
calls of inquiry
d.
e. Case Managers are often not given enough information to adequately
answer questions and their explanations
f.
g.
h. The local DHHS office does not know the answer to questions. Others
i.

There needs to be more opportunities for parent and family networking.

4. Personnel
a. There is excessive turnover of Direct Support Professionals which creates
inconsistency, injuries to both staff and people receiving services
b. There is a failure of agencies to meet hours of support recommended by
the Person Centered Plan due to lack of staff
c. There is a lack of adequate pay, benefits, and quality and quantity training
for Direct Support Professionals, particularly for those who are supporting
people with complex needs, including dual diagnoses and medical
conditions
d. There are workforce shortages which cause Direct Support Professionals
supervisors to spend significant part of their day in filling vacancies doing
direct support.
e.
f. There is an inadequate number of staff to assist people to access and be
fully included in their communities

g. There was a question about how Maine can reach compliance with the
Community Settings Rule when there is lack of staff to support people to
be fully included in their community.
h. There were concerns that Direct Support Professionals doing complex
work under difficult circumstances with vulnerable people are not paid a
.
i.
process HCBS Waiver Applications.
professionals. Several mentioned that it is
necessary to professionalize the workforce and this is impossible to do
when the rate does not accommodate hourly wages competitive with
Walmart Greeters, McDonalds and retail establishments.
k. Some said that it is impossible to assist people to reach their goals when
there is inconsistent staffing and the turnover is getting worse.
l.
is difficult to accomplish with the staffing crisis.
m.
Clinicians do not get paid enough so there are serious
recruitment and retention challenges.
n.
o.
There needs to be more effective quality training.
p.
unemployment rate.
q. One person who receives Personal Support Waiver services said that she
does not receive all of the hours that are approved because the agency
j.

LESS hours.
5. System Redesign and Issues
a. There were questions about self-directed services. What does this mean?
these services?
Who would be eligible?
b. There needs to be more community inclusion.
c.
services available for people [esp., community activities for higher
functioning adults]
d. There needs to be system changes that will result in not so many people
e. People need to be exposed to options for services
f.
g. Rates are going down but costs are increasing!
h. There was praise for the availability of the Katie Beckett Waiver.
i.

j.
k.
l.
m.

n.
o.

There needs to be seamless continuity of services when a person turns
18.
It was recommended that the state be transparent in sharing waiting list
numbers, in sharing data about the service delivery system, and in stating
what the true unmet needs are.
Transportation is an issue.
There is a lack of access to appropriate and adequate services and
resources for people with complex needs. What is the data about who has
received these services and who has not? Who has lingered in the
emergency rooms or been sent out of state because of lack of resources?
Some believe that emergency rooms are not designed to hold people for
days when there is not a place in the community for them to go and/or the
availability of a psychiatric in-patient bed.
Addressing the loneliness and isolation that some people with disabilities
feel is as important as other things!

p. Lack of adequate number of vehicles to transport people to community
opportunities was brought up several times.
6. Other
a. A Model to be looked at by Maine is being used in Florida very
successfully. It is known as
suggested one person.
b. Child Development Services (CDS) is not supportive and the turnover in
when she could get them over the phone and still not being able to talk to
anyone to get answers.
c. The PEERS Program at the University of Maine was discussed. It was
recommended that there be more available information about this
program.
d. Concerns were raised about the failure of some school districts to comply
with the federal law (IDEA) in providing special education services. One
ended up paying for Occupational Therapy. She said that she was
financially able to do it but most parents are able to do so and their
children should expect the school and state to be in compliance with
federal law.
e. One guardian shared the story of her 2 nephews both of whom ended
up in the local emergency room one ultimately sent out of state at a
much higher cost than he could have been managed in Maine. The other
nephew ended up there because of lack of approval of the resources
needed to environmentally engineer his space and to live in a home by
himself. She recommended that DHHS meet with all Maine E.R.
departments and evaluate their ability to serve complex persons with
disabilities.

f.
Better coordination is needed. Each group needs to know more about
services provided by the other.]!
g.
she believes that this requirement, in
some aspects, is in violation of the Olmstead Supreme Court case.
h.
New Hampshire and recommended that Maine look into this program.
In Closing: There were several people who expressed their appreciation to OADS and
OAB for holding this Listening Session. They were thankful that someone was listening
to them. Mr. Saucier and Mr. Kemmerle thanked the listeners for their thoughtful
comments and recommendations. They made it clear that there are many issues and
many of them are complex and will take resources, collaboration and innovation to
solve. At this time, they are learning and developing a strategy for resolving as many
issues as possible.
Respectfully submitted:
Bonnie-Jean Brooks

OAB Member and CEO of OHI

Additional notes prepared by Craig Patterson,
Operations Director, OADS:

Executive Director for The Maine Developmental Services Oversight and Advisory
Board. Mr. Kemmerle provided a brief background regarding the MDSOAB history and
then outlined how the Board works to advocate for services, sharing many of the same
important standards in delivering care to the individuals they serve and their families.
These include; a continuum of supports through the lifespan, supports for families,
safety, inclusion, person-centered approaches, choice, independence, flexibility,
coordinated access and quality outcomes. Mr.Kemmerle then remarked briefly on what
his perspective the willingness to engage and partner with providers, communities and
the people served was no longer lacking as it had been for the past several years under
different leadership. Mr. Kemmerle then introduced Maine Office of Aging and Disability
Services Director, Paul Saucier and Disability Services Operations Manager, Craig
Patterson.
Director Saucier then provided brief comments acknowledging tha
needed help in identifying issues within the system and that those in the audience could
assist by sharing as much as possible. Mark Kemmerle then opened the session for
comments which follow.
Eric McVay (Bangor)
20 for a year and a half. When is the Legislature going to act? We need to move to get

Maggie Hoffman
a waitlist. In 2019 the Legislature and state Government decided only some people are
eligible for services. Services should be available to all with no waitlists. Services should
not be just community placed, they need to actually be part of the community. We came
self directed. How do you assure
quality of services? I think self-direction only works with real community. Some folks
have multiple conditions. I heard someone had to move because he did not get along

with staff, it was his home. Staff need livable wages and better training to address
Greg Bush
important. There need to be better programs that are exciting and available in rural
areas. A lot of people are not sure what it is that they want to do. A lot of funding goes
into work programs that are narrowly focused. LD 852 passed unanimously parents
Cheryl Halberson

se

process all applications. We are left on our own. My own illness is getting worse and our
Roxy H.
Julie Helwig
employees. The College of Direct Support is not supportive to potential staff. The
turnover rate is incredibly high. We can help people to reach goals if supports are
many tim
Kathy Lyons
autism. A lot of parents live alone and i
gender identification issues. Her life became more difficult. She now gets Katie Beckett
services and that has helped. We got a Case Manager Receiving HCT services is like
public learns about services (is there a clearing house for information?), partnership (we
been waiting on Section 28 for a year and a half, a lot of kids are slipping through the
cracks, HCT is helpful, privacy issues are a block, choice/flexibility (what kind of choice
cult job).
Unidentified Eric McVay (Bangor)
Legislature need to work together to end waitlist
Unidentified

Unidentified

Unidentified
]

Margaret Longsworth
-guardian for two nephews. Right service at the right
time? Hmmm. I estimate that one of my nephews has cost the state two million dollars.

Unidentified

for MaineCare. The School

goes to college at EMCC. He has no friends. There are no programs. The School
re. The school
never followed the I.E.P. Staff are underpaid who would do that job for that pay. My

Alan Cobo-Lewis
problem. There seems to be 1500 people on 21 and 250 on 29. Sections 20 and 18
have a couple dozen on waitlists as well. 2) In regards to a person being evicted from a
house becau
services need to be separated from
landlord role. 3) We need transparent data sharing for waitlists, unmet needs and
expenditures for services. 4) Workforce Staff need to be adequately paid. 5) A
[individual] DSP may be bad but there is uneven quality of staff. There needs to be
appropriate training. These problems are not caused by economic issues alone,
Reimbursement to providers should be connected to quality. 6) Transportation issues
are huge and need to be a
Unidentified

When my son went into crisis, the system could

Legislature must take action on staff wages. The lack of access to services because of

Judy St.Clair
Unidentified
rs
ago from Oregon where we had no services. Emergency Rooms were never designed
to care for those staying for long periods to accommodate complex needs. Autism is

different than M.R. or Down Syndrome. How can we work together to do things like L.D.
852? How can we improve the system? I encourage all here today to get involved with

Bonnie Robertson
ity. I
understand the shortage of staff and lack of pay. My son suffered serious sun burn

Unidentified

ut to the parents here. I urge you to reach

Unidentified

Unidentified
Unidentified
Janet Hamell
important as anything. The State Transition Plan should allow for all types of residential
resolve all issues. We received Section 21 services for twelve years. We left for 15
years and have come back. My daughter is now on 2 waitlists. If we are not going to
[Senator] Geoff Gratwick

I want to say to everyone, please vote.

Janet Roxy H.
Paul Saucier (OADS Director)

impressive to see the size

concerns regarding; 1) transportation, 2) residents with complex needs, 3) workforce
issues including pay and training, 4) the need for more quality programs, 5) access to
information regarding services, 6) poor services for autism, 7) The need for more
networking, and 8) the continuity of care. Thank you agai
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