To whom it may concern, 
Thank you for the opportunity to comment. We are Michael and Clara Sheehan, the legal parents/guardians of an adult resident currently living at Seven Hills Pediatric Center (SHPC). We are writing in response to recently proposed changes to the Massachusetts Department of Public Health’s (DPH) Standards for Long-Term Care (DPH Regulation 105 CMR 150.000). We appreciate many of the proposed changes. However, we write with significant concern regarding the currently proposed amendments to section 150.011, part M, pg. 792 (re: Discharge and transfer plans). Specifically, the proposed change poses serious risks to the safety, health, and quality of life of one of our family members and many of the adult residents currently living at facilities like SHPC.  
One of our three children was diagnosed with quadriplegia Cerebral Palsy before turning one year old. We have opted to leave this child anonymous, but they are older than 22 years old. Our loved one has a trach, a feeding tube, and a seizure disorder; they are also non-ambulatory and incontinent. Our child is also unable to engage in traditional verbal communication, and they are unable to use assistive and alternative communication technologies. Our family must rely on subtle nuances and body language cues to infer our loved one’s current physical and mental state. The complexity of our loved one’s condition, coupled with their inability to quickly communicate pain or distress, necessitates 24-hour care extending beyond the standards of many adult facilities. When we made the difficult decision to place our loved one in a long-term care facility in 2004, we were turned away from every adult facility in the Commonwealth due to the complexity of our loved one’s medical needs. We, therefore, remain impressed with the care provided at SHPC, which has ensured that our child’s health needs are met. 
SHPC offers exceptional care for adult residents like our loved ones, often engaging in standards beyond most adult-care facilities. CMS has finalized minimum staffing standards for traditional nursing homes of 3/38 total nursing hours per resident per day, including .55 hours of Registered Nurse (RN) time and 2.45 hours of nurse aide time. These standards do not reflect the true hands-on care that is needed by our family member compared to that offered at a typical Skilled Nursing Facility. Available beds in our community, specifically medical group homes, remain inadequate. Adult nursing facilities have residents with cognitive and other needs that do not match the needs of our loved ones at SHPC. There is also a serious lack of Day Programs in the community and the Commonwealth’s Programs lack the specialized staffing to support our child’s needs.
In contrast, CMS-reported staffing data shows that SHPC provides substantially higher nursing care, including approximately 4.17 total nursing hours per resident per day and approximately 1.0 hour of RN care per resident per day. In addition, SHPC also provides on-site medical and dental care, which leads to better overall health outcomes. Finally, we have worked diligently to ensure our loved one’s care plan keeps them actively engaged at the facility and in the community to the highest extent possible.
 
This level of staffing is necessary for the residents of Seven Hills, all of whom have significant medical, developmental, and neurological needs that require constant monitoring, specialized nursing care, and staff familiar with the specific individual needs of each resident. Our loved one is no exception. Indeed, previous efforts to provide care at the standard “adult level” have proven inadequate and, at times, life threatening. For example, our loved has recently experienced acute bowel obstructions. The staff at Seven Hills recognized this emergency because they know our child’s baseline health and can detect the subtle changes that precede life-threatening scenarios. In all cases to date, Seven Hills Pediatric Center has also successfully rehabilitated our child back to a safe and comfortable quality of life. Conversely, when placed on a “normal adult hospital floor” during an emergency visit, our child suffered respiratory failure that was not recognized due to staffing issues. As a result, our loved one is now dependent on a trach for the rest of their life.
Collectively, our loved one and many residents at facilities like SHPC require specific, consistent care plans to maintain quality of life. The newly proposed language to CMR 150.011, section M, does not account for the complexities faced by our loved one. We concede that there are situations where a firm division between “pediatric” and “adult” care is necessary, and we recognize that there are many cases beyond our own where this change could improve health outcomes and resident safety. However, the currently proposed language fails to address the specific needs of our loved one and the residents at SHPC. 
The proposed policy changes currently assume that health outcomes and quality of care can be solely determined by a resident’s age rather than individual needs. Additionally, the language used in the new policy seemingly prioritizes efficiency rather than clinical safety. Specifically, the current language focuses on fulfilling the “objective” of relocating residents by the age of 22. However, the policy does not address circumstances where the resident’s quality of care would be jeopardized if transitioned into a new care environment. Our loved one experiences significant psychological, social, and physical repercussions when placed in any new environment, resulting in decreased quality of life, relapses of existing chronic conditions, and increased hospitalization. Any effort to move our loved one, therefore, requires transparent assessment guidelines guaranteeing an equivalent adult facility, not merely an “alternative” (the current phrasing in the proposed policy). At minimum, we ask that DPH approach this policy change with nuance and transparency. Ideally, we urge for language that allows medically complex young adults to remain in pediatric or high-acuity settings beyond age 22 when clinically appropriate.   
We sincerely thank you for considering our concerns. We recognize that this is a complex policy decision, and we hope our passion is not confused with a lack of professionalism or understanding. Our family is committed to assuring our loved one remains under their current care plan with no threat of being relocated. We will pursue all necessary means to ensure that no harm is done and our family can continue to maintain a level of security knowing our child is monitored for safety, the best of health, and their personal happiness. We ask that DPH approach this policy change with the same level of care and nuance going forward, and to forego policy changes that would make our loved one unsafe. 



