| am writing as the parent, guardian and caregiver of a 28 yo former 23 week baby that is non
verbal, essentially non ambulatory and medically complex and medically fragile. Yet, he leads a
very full life.

| would like to say that the Neuro non-verbal disabled is not an a, b, c standard of care. They
are fully aware trapped on a non-responding body. It takes a consistent care giver that can sit
and observe what is their body doing when exhibiting behavior indicative of something is
wrong an treatment required. Institutions do not operate in a manner to allow observe then
treat which is crucial for the non-verbal population, especially when medically complex and
reaction and treatment timing means the difference between life and death.

Those needing nursing care and non verbal need highly trained, observant and consistent
staff. My son doesn't cry, so it can be even harder. Every individual has their way of letting you
know when something is wrong, but it may be subtle, so consist nursing and other care staff is
necessary for health and safety. Someone like my son is "eyes on" or within hearing distanace
depending on setting and time of day 24-7 for a reason. My son could have a seizure, critical
dysautonomia episode, or shunt malfunction and no one would ever know until it was possibly
too late. We already discuss now what existing setting would meet his level of care needs let
alone allow him to be active and socially integrated, as he is in the community most everyday.
Safety is also a concern with reguard his sleeping/bed/seating and mobility. This is currently
only possible through PDN, family living and natural supports (which would be impossible to
replicate). Even in an adult hospital when admitted due to illness, multiple organizations have
said they cannot meet his acuity needs with staffing and expertise in working with his type of
cases and that is with an additional parent or caregiver present at the hospital with him 24-7.
That is just the medical piece, and doesn't include all regular adls, routines, appointments and
social and recreation activities which are necessary for his physical and mental health.

We struggle with even transitioning to the adult care medical world dealing with managing
and treating medically complex IDD and non verbal individuals with all the a home supports
and advocates in place. | don't know of any system or institution really ready, willing, qualified
and truly able to care for and meet all the needs of these individuals.

My son has been hospitalized probably 100 times and has had as many surgeries and
procedures, yet he attended school, attends day program and community activities and
outings, enjoys socializing, travel and recreation, including organized adapted sports teams
like bowling, baseball, kickball and soccer and adventure sports like adapted snow skiing and
horseback riding just to name a few. Yet he requires skilled nursing care for his daily medical
needs and his condition can change in the blink of an eye.

Individuals have the right to stay in their home and community and lead the full life they
choose while having all of their medical and social needs met. That is certainly notin an



institution!



