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Dear commissioners and representatives of DPH,


I am writing to you from the perspective of a physical therapist who works in a pediatric skilled nursing facility, New England Pediatric Care (NEPC), regarding the proposed changes to Massachusetts state regulations. Specifically, the requirement to discuss discharge and transfer options for the medically complex Young Adult residents over the age of 20. The degree of care these residents would get in a different facility would not even come close to what the skilled clinicians, nurses, therapists, and special educators provide them at NEPC. 


One of these aspects of care involves multiple specialty clinics lead by either the Rehab team in conjunction with an Orthotist or Seating & Mobility Specialist; or a collaboration of nurses, physicians, and members of the Rehab team. These specialty clinics are held on-site at NEPC and therefore allows the Young Adults to have easy access to multiple different aspects of care to prevent regression of skills, maintain their quality of life, and maintain good health. At NEPC, these Young Adult residents are provided with the opportunity to attend these on an as needed basis, while saving the state money to cover transportation costs. Overall these clinics occur on a weekly, monthly, quarterly, bi-annually, or annual manner. 
A specific on-site clinic is Brace Clinic staffed with a consistent Orthotist, PT, and OT. The adaptive equipment that is fabricated by the Orthotist has specific goals determined by the Orthotist and therapists to meet the resident’s needs. These goals include maintaining current range of motion, healthy skin condition, and providing postural support. Custom orthoses are necessary in this patient population due to their degree of tonal abnormalities and musculoskeletal deformities. Bed positioning with pillows and passive range of motion alone are not adequate to prevent worsening contractures and maintain good skin health, which would occur in any other facility/group home. The adaptive equipment we provide allows for a long, slow stretch of the muscle which is the most optimal plan of care to reach the aforementioned goals. If this adaptive equipment is not properly maintained and assessed, issues with skin and range of motion can occur. Although these Young Adults are no longer growing, their weight does fluctuate which can create issues with brace fit. The therapists, nursing staff, and educators here at NEPC are trained specifically in applying and taking off these custom orthoses. Throughout this training, staff learn about assessing skin, the purpose of the equipment, and physically applying the equipment.
As a therapist who has worked at NEPC for almost 10 years, I have seen the poor outcomes of not having effective or consistent range of motion care in other facilities. An example of this is about a Young Adult’s elbow range of motion. His elbow continued to get tighter due to his muscle tone. CNA staff could not extend his arm for appropriate hygiene care and therefore it began to break down. Eventually, the skin tore and he required emergency surgery. Lastly, even though residents living elsewhere can see an Orthotist in an outpatient clinic, the wait time would be much greater (weeks to months) and the evaluation to equipment procurement is much longer. This lag time could lead to worsening contractures, skin breakdown, etc. Our on-site Brace Clinic occurs 2 times per week and any issues can be addressed in a timely manner.  I see the worsening skin or range of motion losses with our short-term residents from the community. Their adaptive equipment is always not fitting quite right due to growth or muscle tone changes and therefore they require modifications. The families almost always say, “Johnny is getting some redness following wear of their AFOs and therefore they can only wear it for 1 hour. We are waiting for a follow up appointment with our community orthotist.” This limits the adaptive equipment to only be worn for 1 hour at a time, where in the best case scenario to prevent worsening contractures, a child or young adult should wear the equipment for at least 6 hours with periodic skin checks.

Other specialty in-house clinics at NEPC are Wheelchair Clinic, Neurology Clinic, Orthopedic Clinic, Optometry Clinic, Rehab Clinic, and Dental Clinic. All these clinics with specially trained staff allow our Young Adults to continue to have the best quality of life and maintain their current abilities. 

Please consider denying these proposed changes as they would impact the Young Adults opportunity to have easy access to skilled clinics, which allow them to have the best life possible. 

Best Regards,

Shannon Mylott PT, DPT 
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