Meeting called to order at 9:00 AM

Maine Developmental Disabilities Council
November 13, 2024 Meeting Minutes

The speaker begins by expressing gratitude for the opportunity to speak
about the situation at Lee Residential, acknowledging the concerns raised
by family members, advocacy organizations, and staff regarding abuse at
the agency. The speaker then outlines the steps taken in response to the
crisis, emphasizing efforts to ensure the well-being of individuals at Lee
Residential, including unannounced visits, reviews of medical records,
and direct engagement with families and staff.

A notice of deficiency (NoD) was issued to Lee Residential, detailing
areas of concern, although the speaker clarifies that this does not cover
the ongoing criminal investigation. The agency has been sanctioned, and
new admissions are frozen until they submit a corrective action plan
within 30 days. The corrective action plan will be reviewed and
monitored for compliance.

To address broader systemic concerns, a national firm, Alvarez &
Marsal, has been contracted to assess and recommend improvements to
the state's quality assurance and oversight systems. Additionally, the
speaker mentions ongoing training related to reportable events and Adult
Protective Services, with resources available on the state’s website.

The speaker also discusses the criminal investigation, which began with a
report of a staff member carrying a weapon and eventually uncovered
abuse. The investigation is now handled by healthcare crimes units and
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local police, with two individuals already charged, while two others
await trial.

Regarding preventive measures, the state is reviewing its internal
processes and will soon unveil updated licensing rules aimed at
strengthening health and safety standards across agencies supporting
individuals with intellectual disabilities, autism, and brain injuries. The
new rules will require agencies to meet specific criteria for all their
programs and are expected to be implemented in early 2024.

Finally, the speaker notes that although many questions have been
addressed, some specifics, particularly regarding criminal cases and
ongoing investigations, cannot be answered due to legal constraints.

Q & A with Many concerns about short and long term solutions were heard and a

Betsy plan for evaluation and participation has been put into place, with
stakeholder meetings in January/February of 2025 after an external
review of DHHS policies and procedures is completed. There was a
confirmation of having a letter from the Council with concerns would be
helpful to making sure those with lived experience have a voice. As well
as families.

Break The Council took a short break

Con’tQ& A Abbott introduced Thomas Leet from MaineCare to give an update on

with Betsy paying parents for care given to children with special health care needs.

Thomas Leet,
MaineCare

Tom Leet's Update on Parent Caregiver Services under MaineCare:
Background:

Tom Leet, the Long-Term Services and Supports Manager within the
MaineCare Policy Unit, provides an update on the parent caregiver
services for children with complex medical needs, as discussed in LD
346. This bill requires the Department of Health and Human Services
(DHHS) to submit a state plan amendment to the Centers for
Medicare and Medicaid Services (CMS) that would allow parent
caregivers to provide services to their children under the Home Health
Services section of the MaineCare program.




Update on the State Plan Amendment:
e The state plan amendment was submitted to CMS in late June

2024.

e Over the summer, CMS and the state have worked to finalize the
agreement.

e CMS has given its approval, confirming that the state can
implement the program as is, which is a significant milestone.
This means that CMS will pay for these services, and this
eliminates about six months of additional negotiations.

Next Steps:
1. Rulemaking Process:

o Once the state plan amendment is approved by CMS,
Maine will go through the rulemaking process to add the
parent caregiver program into the MaineCare benefits
manual.

o This rulemaking will follow the APA (Administrative
Procedures Act) process, which includes public
hearings, comment periods, and engagement with
stakeholders such as:

» Parent advocates
= Other states that have similar programs

* Regulatory agencies (e.g., Board of Nursing,
Department of Licensure)

o The goal is to address potential challenges and make the
implementation process as smooth as possible.

2. Preemptive Communication:




o In the meantime, there’s no current language in the rule
that prohibits parents from starting this caregiving role
under LD 346.

o The team plans to send out a communication to clarify
that while the formal rulemaking is still in process, parents
can begin providing services and receiving payment as
of today, in alignment with LD 346.

3. Other Considerations:

o The rate reform effort for section 40 (which includes
these home health services) is expected to conclude soon,
and those updates will also be incorporated into the
rulemaking.

Conclusion:

Tom Leet emphasized that the state is actively working on the program,
having already received approval from CMS, and now focusing on
finalizing the rulemaking process. He also mentioned that families will
be able to start providing these services immediately, even as the formal
rules are finalized. Tom and his team are working closely with
stakeholders to ensure a smooth transition, and he is open to any
questions or concerns moving forward.

Q&A with
Thomas Leet

Key Concerns and Barriers Raised:
1. Certification Time Commitment:

o The 130-hour CNA certification requirement, while
reduced from the previous 180 hours, still represents a
substantial burden for parents who want to take
advantage of this program.

o For many, taking the time off from work to complete the
required training is not financially feasible, especially




when finding alternative care for their child or seeking
respite services is also costly and logistically challenging.

2. Opportunity Cost for Parents:

o

As Andrea mentioned, parents will need to sacrifice
income in order to complete the necessary training,
creating a tough choice for families—particularly those
already facing financial strain or working full-time to
make ends meet.

There are also the logistical challenges of arranging care
or respite for the child during training, which could be a
significant barrier for many families, particularly those
without extended family support or access to respite care
services.

3. Alternative Credentialing Paths:

O

It’s reassuring to hear that discussions are already
underway with different stakeholders about exploring
potential alternative approaches or tiered credentials
that might allow for some flexibility in the certification
requirements.

For example, looking at whether parents who have
already been providing direct care could receive some
form of credit or recognition for their experience, or
whether a shortened certification process might be
feasible for parents in this unique role. Some states have
developed modified credentialing programs for family
caregivers, which could be a helpful model.

4. Support for Parents During Training:




o Providing financial assistance for parents to take time off
for training, or respite care support, could be an
important part of helping families access this opportunity.

o Flexible training schedules, such as online options or
weekend/evening sessions, would also go a long way in
making this program more accessible to parents who may
work full-time or have other caregiving responsibilities.

Next Steps:
e Continuing to gather real-world feedback from parents and
families who may be impacted by these requirements will be
critical in refining this program.

o It might be helpful to pilot the program with a smaller group of
families to get a better understanding of how the certification
requirements are being received and to identify any unintended
barriers that might emerge in the process.

o Engaging with other states that have implemented similar
programs to learn from their experiences and explore innovative
solutions for credentialing and certification could be a helpful
way to move this forward.

Conclusion:

The current training and certification requirements are clearly a
significant hurdle for many families, and it’s great that the MaineCare
team is already looking into potential solutions and alternative
approaches. By continuing to explore ways to reduce the burden on
families while still ensuring that caregivers are adequately trained, Maine
can hopefully make this program more accessible and equitable for
parents across the state.

Thank you again for your continued work on this initiative, and for being
open to hearing and addressing these concerns. The more we can discuss
these barriers upfront, the better we can shape the program to meet the
needs of families.




Public
Comments

Kimberly Commack

Adjourn

The meeting
adjourned at 12:00
PM

Attendance: Abbott Philson, Kile Pelletier, Tracey Webb, Andrea Dole, Nicole Achey, Todd Marlowe, Craig Patterson, Jon McGovern, Shaun
Nixon, Leigh Lardieri, Alan Cobo Lewis, Monique Stairs, Staci Converse, Stacy Smart, Stacy Atter, Stacy LaFlamme, Maria Cameron, Maggie

Hoffman, Regina Bowie

Members absent: Maryann Preble, Mariah Murdock, Courtney Schadtle, Candace Johnson, Stephanie Vinson, Cheryl Hathaway,

Staff: Nancy Cronin, Brenda Charneski, Rachel Dyer, Toni Wall

Guests Cheryl Stalilonis-Francis, Stephanie Pelletier, Dixie Redmond (public), Kimberly Cammack (public), Betsy Hopkins, OADS, Thomas

Leet, MaineCare

Quorum present? Yes

Next meeting date and time: February 12, 2025, on Zoom




