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December 3, 2015 

 

 

RE:  Comments on Regulations Governing Behavioral Support, Modification and Management For People with 

Intellectual Disabilities or Autism in Maine 

 

Dear Ms. Caswell, 

 

Please accept these comments on behalf of the Autism Society of Maine, a non-profit statewide organization with 

over 12,000 members, provides support to children and adults with autism and their families.  Our mission is to 

promote lifelong access and opportunity for all individuals on the autism spectrum to become participating members 

of their communities. Our membership includes individuals with Autism Spectrum Disorder, their families, 

members of the community and the professionals who work with them.    

 

These comments represent our Board of Directors questions and concerns, as informed by the many calls and emails 

we have received from our membership. 

 

Our specific concerns span across 5 major areas: 

 

1.  What is the role of the Probate Court and private guardians in this process?  Is it the intention of the 

Department to interfere with private situations in which teams, providers and Court are 

monitoring/overseeing programming and supports?  How will the Court be included in this process so that 

is clear to family and providers?  What will be the safeguards so that decisions are in the best interest of the 

client and family, with regard to programming, limits and reinforcement plans?  How does the Department 

intent to resolve disagreements between the Review Team and the private guardian, or person’s team?  We 

have had a number of private guardians express concern about the role of the Review Team separate from 

the Probate court.  

 

2. These regulations are complex, and at times contradictory.  What is the plan to make these understandable 

to the individuals, families, case managers and providers?  Currently, this is an issue across the state, with 

regions functioning differently and interpreting the regulatory expectations differently.  How will the 

Department insure case managers and all stakeholders are adequately training on a regular basis and 

implementation is consistent across Review Teams in Maine?  

 

3. There are a number of plans required---Medication plans, Functional Assessments, Positive Support Plans 

and Behavior Management Plans.  There are multiple reviews required---monthly, and quarterly.  What will 

be the system of maintaining all of this data/information and insuring that families, who are already at 

times overwhelmed, are not over -burdened?  Will these plans be expected for individuals residing with 

family members, and those individuals receiving non-institutional service (i.e Section 65, Section 29)? 

How does the SIS system and policy relate to these regulations?  “Challenging Behaviors”, as currently 

written, is defined very broadly so would seem to include any person with IDD who is on psychotropic 

medication or any treatment intended to modify behaviors.  Is it the intention of the Department to manage 

all psychotropic medications for “behaviors” and all mental health treatment intended to modify 
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challenging behaviors for individuals with developmental/intellectual disabilities?    This will result in 

many plans for most people.  Is that the Department’s intent?   

 

4. There are significant concerns being expressed by families that the Review Teams lack appropriate 

professional credentials and expertise.  For example, there are no independently licensed clinicians, 

psychologists or psychiatrist reviewing these plans.  What is the Department’s plan to insure that people 

with clinical expertise are providing the review of plans that are written by licensed professionals?  How 

with the Department insure that members on the Review Team are competent in the area of medication, 

functional assessment, positive support plans and behavior management?  Currently, this is a concern 

expressed by some of our members in the existing 3 Person Committee process. 

 

5. There are a number of prohibited practices which do not seem to be clinically informed.  For example, 

withholding money for behavior management, manipulation of personal property, use of token systems, 

and use of seclusion.  Is it better for individuals to spend all their money (or give it away) so their well -

being is threatened since shelter and food are not able to be provided?  Can a family not set a limit on 

television use when an individual may otherwise be up all night so then unable to function the next day?  

What about when seclusion is less upsetting and intrusive than a physical restraint?  Or the use of a hybrid 

holds which is less problematic for an individual than MANDT or a TCI hold?  What is the Department’s 

plan to insure these decisions are made on an individual basis and if they are the least restrictive options, 

the plan to make them available to the individual and family? 

 

The task of developing behavioral regulations toward the protection of individuals with developmental and 

intellectual disabilities is a huge undertaking.  In these proposed regulations, there is more focus on rights 

and avoiding past historical mistakes, often occurring in institutional settings, than on evidenced-based 

interventions and supports that could offer hope and opportunity to our individuals and families.  Our 

membership has raised these children into adulthood, often with marginal or no supports.  These 

regulations discount that monumental commitment and the importance of their role in determining 

programming needs.  Our population needs protections. That is clear.   We have mechanisms for that 

through Adult Protective Services, Licensing and Regulatory Entities and advocacy by the individuals and 

families.  In managing the most severe behaviors, many of the processes outlined in these regulations seem 

appropriate, but for many individual situations they do not.  We urge you to reconsider the scope of these 

regulations and involve more stakeholders in their creation to insure the system of care both protects and 

provides therapies to our Maine citizens with Autism. 
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