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Maine Developmental Disabilities Council

Dear Policy maker,

We are writing with this call to action as the governing members of the Maine
Developmental Disabilities Council'.

We send you today’s call to action with serious concerns that parents are still
unable to be compensated as qualified caregivers providing medically
necessary services for their medically fragile minor children.

Councils on Developmental Disabilities were created through the
Developmental Disabilities Assistance and Bill of Rights Act (DD Act) in 1970.
As dictated by the Act we work to promote system change to ensure that all
individuals with developmental and other disabilities can live and fully
participate in their communities of choice. We are the Council. We consist of
27 members, most (17 members, 63%) of us are people with lived experience
(people with developmental disabilities or their representative family members.)
The remaining membership includes representatives of State agencies
administering federally funded programs related to individuals with
developmental disabilities, local non-governmental agencies/organizations that
serve people with developmental disabilities, and other agencies also funded
through the DD Act.

P.L. 2023, Ch. 412-part GGG-4 directed the Department to implementation of
reimbursement practices for parents providing home health aide services to
their children. These children are eligible for services that allow them to stay in
their communities and in some cases to stay alive. They are unable to access
these services. Due to not being able to access care, the parents of these
children are often unable to work. This law was aimed to alleviate the impact of
the workforce crisis on these families.

Families continue to meet roadblocks. A mom was able to accomplish the
necessary training (which amounts to over 100 hours!) to be qualified to work
under Section 40. Unfortunately, most of the training was not relevant, aimed at

"The DD Council is a federally funded, independent organization with members from across the state, including persons with
disabilities, family members, and representatives of public and private agencies which provide services and/or funding for
services for individuals with developmental disabilities. As required in federal law, we are involved in advocacy, capacity
building and systemic change activities, with the goal that individuals with developmental and other disabilities of all ages are
fully included, integrated, and involved in their communities and the decisions impacting their lives.
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caring for the elderly and not the pediatric population. Then, after she received her certification, she
turned her focus on finding a Section 40 provider that she could be supervised by and begin getting paid.
She found the door closed on her when she learned that virtually no Section 40 providers accept
pediatric cases.

Ensuring beneficiaries can access covered services is a critical function of the Medicaid program and
while we appreciate that the Department has created a reimbursement pathway to comply with the law,
families are no closer to benefiting from this law than when proposed.

We ask that the Department assign a program manager to work cross offices with MaineCare, Children
with Special Healthcare Needs, other relevant offices, provider agencies, curriculum developers, and
parents to implement a functional system that will allow them to provide the medically necessary care to
their children and get reimbursed. P.L. 2023, ch. 412 part GGG-4 was initiated by families trying to create
a way to get their children’s needs met. The Council believes that they should have this solution that was
developed and passed. In addition, the Council hopes that the Department will initiate efforts to identify
the needs of these children and families and create solutions so that such desperate efforts by families
are not necessary. Children with medical conditions matter.

Thank you for your consideration of these requests. We look forward to receiving your formal response at
our next Council meeting on May 14, 2025.
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