I am a physician who has provided primary care medical services for individuals of all ages with intellectual and developmental disabilities in Massachusetts for 37 years (since 1989). I have seen such individuals in a wide variety of settings, including community outpatient clinics, inpatient hospitals, residential facilities and/or schools, family homes, group homes, day programs, and residential nursing facilities, including the Seven Hills Pediatric Center (SHPC). In regard to the changes being considered to the regulations labeled 105 CMR 150.003(E) and 105 CMR 150.011(M), I offer the following personal observations: 

Advocates for amendments to 105 CMR 150.003(E) and 105 CMR 150.011(M) recognize that in an ideal world, adults with profound intellectual disability and multiple complex medical problems would live fully integrated in their communities, able to participate in community activities, just like any other member of society who does not have similar challenges. They would have the healthcare and support they need 24 hours per day, seven days per week, the ACLS ambulance transport those who are on ventilators need to go back and forth to day program each weekday, and then to evening and weekend activities, like concerts, sport events, and shopping. And that community that they engage with would happily tolerate the sound of their suction machine clearing out their congested tracheostomy during a concert, etc. But that ideal world does not exist. Even when MassHealth approves 24-hour skilled nursing and/or Personal Care Attendant support in an individual's home, personnel to fill all those hours are not available. So, family members must fill the gaps themselves. As a result, they must be present in the home to deliver literally dozens of doses of medication per day, suction secretions from a tracheostomy throughout the day and night, care for complications of tracheostomy, gastrostomy, supra-pubic tubes, etc., provide hygiene for a potentially large adult for that individual's entire life, etc. And, those families can never take a vacation, or go on any excursion outside the home during unfilled paid-caregiver hours. Furthermore, ACLS ambulances, or even BLS ambulances for those who might meet criteria, are not available to transport individuals from their home to day program twice per day plus any other excursion that they might want to make to “the community.” In addition, advocates for these amendments claim that residents of a skilled nursing facility are inappropriately segregated from their communities when they could be living in group homes that are integrated in those communities. The fact is that many group home residents are actually quite segregated in their group homes and day programs in what some have referred to as “mini-institutions.” Meanwhile, skilled nursing facilities that specialize in the care of individuals with profound intellectual disability along with complex medical problems provide activities throughout the day and evening with staff who are familiar with the residents and can recognize subtle changes in behavior that may require immediate intervention to preserve health, or even life. Those familiar staff are part of the community. And such a facility typically invites musicians, etc. into the facility to perform for the residents, either as a group or individually at the bedside. No family is forced to place their loved one in such a residential community. Neither should any family be restricted from choosing that community, if that's what they recognize is the best, or even the only viable, option for their loved one. In fact, rather than restricted access, access to such facilities should be expanded to allow those families who are filling the gaps in 24-7 care for their loved ones in their homes to be able to admit them to such a facility for respite care while the family gets time to rejuvenate. And, when a family ages and can no longer fill gaps in 24-7 care in their home, there needs to be an option for long-term admission to such a facility. 
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