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Medically Complex Program
Act Now: Take Action for Critical FY23 Budget Amendments!
Please Read and Share!
The Arc is grateful to Chairman Aaron Michlewitz and the House Ways and Means Committee for the
increases in the DDS budget, totalling over 70 million dollars! However, we have asked a few of our
champions in the House to file amendments to the budget and we need your help now!
These amendments will address issues with:
 Underfunded MassHealth Day Habilitation and Adult Foster/Family Care Programs. We aim to
make permanent the 10% increases that came through federal ARPA funding.
 The Arc wants to support guardians and spouses and other responsible parties to be paid
caregivers. With the work for shortage crisis, we know this is one smart way to help people continue
to live in their communities and is the right thing to do to support families.
 We want to see more flexibilities in the funding and line items so that families and individuals can
be supported in ways that meet their needs.
Take a moment to send this action alert to your Representative. These amendments will help
thousands of individuals and families. Let’s make sure our voices are heard!
 Chair Michael Finn – 10% permanent increase for Day Habilitation and AFC #1216
 Chair Sean Garballey – Guardians and spouses as paid AFC caregivers #1341
 Representative Brian Ashe – Flexibilities in funding for families and individuals served by DDS (#958)
and MassHealth (#964)
Please visit https://p2a.co/z3zFRTA to send this action alert to your Representative.
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The Importance of American Sign Language for
Children who are Medically Complex and Deaf
BY WENDY KUBISTA
How important is communication? Communication allows people to
articulate their feelings, share their ideas, ask their questions, and is used all
day, every day. This is a question that I never gave much thought to my entire
life because I am an extrovert, I communicate well with others, and now I
speak publicly and it’s just something that happens.
However, I have a five-year-old son who is medically fragile with a
tracheostomy, G-tube, renal failure, and scoliosis. He is profoundly deaf and
non-vocal, amongst many other obstacles to overcome. Being deaf and
non-vocal doesn’t have to impede communication. Having solutions to
overcome these obstacles are available, and ultimately it’s important to
provide an avenue for success for children who need it.
DEAFNESS IN CHILDREN WHO ARE MEDICALLY COMPLEX
My son is unable to speak and unable to listen with his ears. He spent his first year in the Neonatal
Intensive Care Unit (NICU) fighting for his life. He was successful because he is an incredible fighter
with insurmountable perseverance, love of life, and an amazing soul!
We found out exactly a year and a half after my son was born that he was deaf. When all hands on
deck and fifty plus doctors are involved in your child’s care in the NICU, the hearing screening
becomes the least important test. Even if it had been run, due to all the technology, ventilators, and
machines, the results would have been inconclusive.
The day my husband and I found out that our son was deaf, we were absolutely devastated for
approximately five hours until I immediately engaged in YouTube, books, magazines, and Google
researching any and all things related to deafness. I immediately started learning American Sign
Language (ASL), Signed Exact English (SEE), and signing with my son.
Being deaf and non-vocal doesn’t have to impede communication, as ASL is an amazing language
that will allow you to understand others, learn everything the world has to offer, and share all your
thoughts, feelings, and ideas. It’s not easy, but it can make a world of difference with proper
therapies plus dedicating time to learn yourself. Embrace this new language by using other deaf
people to assist, and have your whole family begin using it.
LEARNING ASL AS A FAMILY
For our family, learning ASL was similar to how you teach your hearing child to speak and understand
words. We started with repeated signs such as Mommy, Daddy, sister, brother, Grandma, Grandpa,
family, eating, drinking, sad, happy, want, need, please, and thank you. As a family, we watched
more Signing Times with Alex and Leah than I care to admit, but it was a fun and amazing way to
learn together.
As I would say words to my son that I didn’t have a sign for, I would simply look the sign up. At night
after my children went to bed I would watch hours of videos of deaf people signing with each other.

I began singing songs in the car while driving (with one hand of course). I also would fingerspell a lot.
My employees and coworkers began to notice I would speak and sign simultaneously. I also use
Signed Exact English (SEE) since I am speaking at the same time I am signing. Instead of saying “car
red,” I say and sign (simultaneously) “I see a red car.”
The key is practicing each and every day. Prior to my son, I had never utilized ASL and didn’t even
know it was called ASL. Overall, if I can do it, any one of you can utilize this solution to overcome this
communication obstacle and not allow it to impede your child’s communication growth.
SUCCESSFUL COMMUNICATION THROUGH ASL
All of us parents have a goal of creating an avenue of success for our children. When you have a
child who is medically fragile this becomes more difficult because of all of their medical needs,
doctor visits, hospital stays, technology dependent needs, and 24/7 constant medical unknowns.
Creating an avenue specifically for communication for most children can be done, and for my son,
specifically, it has been through ASL.
My son now signs fluently and has developed such great communication skills that he is able to tell
me about school, tell me what he wants, and tell me when his sister doesn’t have the best behavior.
Having a child who is deaf and non-vocal is hard, not fair, and can be deflating…if you let it. The key
is to put your energy into not allowing this obstacle to impede your child’s communication. Know that
there are solutions to overcome these obstacles available right at your fingertips that will ultimately
provide an avenue for success for your child.

DONATIONS AVAILABLE
The following gently used items are available. Please contact your advisor for more
information and with any questions. We are always available to help list or look for donations
so please do not hesitate to reach out to us.

Sensory-Friendly “Bad Guys”
Hyannis & Marlborough
Regal’s My Way Matinee gives everyone the opportunity to
experience a movie with the lights turned up and the volume turned
down.
These showings will be the first show of the day on select Saturdays
and Tuesdays each month.
This becomes safe space where guests are free to express themselves by singing, crying, dancing,
walking around, talking or shouting while enjoying Hollywood’s latest films.
Ticket fees apply.
For more information visit www.regmovies.com/static/en/us/promotions/my-way-matinee or
contact 888-462-7342

Rights and Advocacy for Deaf & Hard of Hearing Students
Webinar
May 6, 2022
With the Special Needs Advocacy Network in Massachusetts.
This workshop will help you grow your advocacy tools for parents and
advocates of the Deaf and Hard of Hearing to ensure access to K-12
education and public accommodations.
The presentation will include a primer on the main federal and state laws that can be used to
advocate for deaf and hard of hearing children in a variety of settings, including K-12; a briefing on
the spectrum of d/Deafness and accommodations that may be appropriate for a variety of
communication methods and preferences; and a discussion of strategies for the IEP process.
Learning objectives for this workshop:
 Attendees will learn about the deaf and hard of hearing spectrum, culture and identity of the
deaf and hard of hearing community, barriers to successful inclusion in schools and the
community, and the resources available from MCDHH.
 Attendees will learn about the legal rights of deaf and hard and hearing communities, and
the federal and state laws that can be used as advocacy tools for deaf children and adults.
About the Presenter – Caitlin Parton is General Counsel for the Massachusetts Commission for the
Deaf and Hard of Hearing (MCDHH). She is responsible for providing legal direction and supervision
relating to all the regulations, laws, legal decisions, and administrative determinations which impact
MCDHH operations. She is also responsible for reviewing and revamping MCDHH programmatic
policies, contracts, and interagency service agreements.
Fees apply, registration is required to https://spanmass.org/program-calendar.html or contact Event
Coordinator, Special Needs Advocacy Network, Inc., 508-655-7999, info@spanmass.org

Sensory-Sensitivity Museum Event: Providence
Providence
Spring & Summer, 2022
With the Rhode Island Museum of Arts & Science.
A sensory-friendly environment full of hands-on, open-ended exhibits
and interactive activities for individuals of all ages.





Sensory Sensitive Saturdays occur on the first Saturday of each month.
Make reservations for 10 AM to 12 PM
These visit times are two hours prior to opening to the general public.
Accommodations are set up to support welcoming environment and experience for
individuals affected by various degrees of sensory sensitivities.
 The host is currently admitting one group per time slot, so your group will have a private visit
with the museum all to yourselves.
Fees apply, registration is required to https://form.jotform.com/213146351363045 or contact
gschneider@rimosa.org

“Junior Varsity” Program for Ages 5-10 with a Mobility Impairment
Quincy
May 14th – June 18th, 2022
Adaptive Sports New England, in collaboration with Spaulding
Adaptive Sports Centers, is launching “Junior Varsity” program for youth
ages 5-10 who have a mobility impairment.
This program is focused on fun and friendships, as they look to build a
cadre of kids to play sports like basketball, whiffleball, and
pickleball/tennis as well as kids’ games like tag and red-light/greenlight.
This will be a monthly series kicking-off with the May 14 Adaptive Sports and Games session at the
South Shore YMCA in Quincy.
The series will continue with a field day on June 18 at Braintree High School in conjunction with the
2nd Annual Adaptive Sports New England Track Meet.
They will have sessions each month based on input from the kids and their families.
Youth who use wheelchairs, as well as those who do not, are both welcome to the Junior Varsity
program activities.
Siblings are encouraged to participate.
To register or for more information contact Joe Walsh joe.walsh@adaptivesportsne.org or 617-6909103

