Green Mountain Self-Advocates
2 Prospect Street, Suite 6
Montpelier, VT 05602
1-802-229-2600
www.gmsavt.org
April 13, 2020
Dear Governor Scott and Dr. Levine,
We are Green Mountain Self-Advocates, a disability rights
organization with 23 local groups and 600 members who are people with
intellectual and developmental disabilities (IDD). We have reviewed a few
of the revised hospital visitor policies for Covid-19. Some list an exception
for “One consistent support person may be permitted in other rare
circumstances such as for a patient with a cognitive impairment or disability
who requires assistance to access care.” However, not even all the
hospitals within the UVM Network make this same exception.
On April 10, the Governor of New York and their Health Department
changed their guidance regarding hospital visitation during the COVID-19
outbreak. We are asking you to allow people with intellectual and
developmental disabilities to have someone with them when in the
hospital. Here are some of the reasons why we are requesting this
immediate change:
Communication Issues That Are Of A Medical Necessity:
●

Governor Scott, years ago you made a video with Tracy Thresher. You
know that some people use devices to speak, like a letter board or
typing on an iPad. Many of us need assistance to use devices to
communicate.

●

Some people with IDD do not use complete sentences, and it may take
us a long time to finish a thought. Some of us might not have the words
to describe our symptoms.
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●

Most of us do not understand what the doctors are saying. We need
things constantly explained in smaller and smaller details.

●

For some, it may be impossible to explain why a medical procedure
must be done. In those situations, we need someone we know and trust
with us to tell us that what is about to happen is okay.

●

Many people with IDD cannot self-report. To receive the best medical
treatment, we need someone who can recognize and interpret our nonverbal communication. Someone who can see that we are in pain and
can read those signs.

Other Barriers To Accessing Medical Treatment:
●

Without someone there, a person with IDD hospitalized for other
reasons, may wander off and be exposed to COVID-19. A person should
not be restrained if having someone there would keep them in bed.

●

Some autistic people cannot tolerate strong smells, flashing lights,
sudden or odd noises. Hospitals cannot very easily limit exposure to
those things. We need someone to help us if we experience sensory
overload.

●

Some people with IDD need support to comply with medical treatment.
We need support to not touch any tubes or needles that must go into
our bodies.

●

Many people with IDD have gone through bad things in life. We are 5
times more likely to experience violence than someone without a
disability. Being in a hospital can remind us of the bad things that have
happened to us in the past. We might react as if the bad things are still
going on.

●

If we have panic attacks, we need someone who knows how to help us
relax.

●

Many autistic people have a hard time in new situations. They say that
when you meet one person with autism, you have met only one person
with autism. We cannot simply give a list of generic directions to
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hospital staff on how to interact with an autistic person. We need
support from someone who understands our individual needs.
●

Finally, parents of a woman with IDD with a serious underlying health
condition told us that they will not seek medical treatment for their
daughter if it requires her to be in the hospital without support. We
worry that other parents will make the same decision.
We are sending you a copy of the New York State policy. We have

shared this policy with the Executive Directors of the Developmental
Disabilities Services Agencies, and they support our call for immediately
implementing a similar policy in Vermont.
We know there are many decisions regarding the COVID-19 outbreak
demanding your attention. Allowing people with IDD to have someone with
them when hospitalized is essential for the person to have the best health
outcomes and it also puts less demands on the medical staff.
Thank you for your leadership and support during these uncertain times.
D.V.

C.C.

Randy Lizotte

Danielle Viau

Chad Cleverly

President

Vice-President

Treasurer

Max Barrows
Outreach Director

Karen Topper
Administrative Director

J.A.
Joshua Adams
Secretary

3

