TO: Appropriations and Human Services Committee DATE: October 21, 2010

FROM: Wendy and Diane West, Sisters
of Jeffrey West, an ABI individual, currently on the ABI Waiver Wait List

SUBJECT: Written Testimony for the Hearing on an amendment to the state Medicaid
Waiver for individuals with acquired brain injury (ABI), to be held on Tuesday,
October 26 at 1:00 p.m. in Room 2E

We are the sisters of an ABI individual who is currently on the ABI Wait List, awaiting services for 16
months now. We are part of a family who is currently giving our brother 24-hour care at home, awaiting these
services. We have been doing this since November of 2008. We are, at this point, exhausted, frustrated, outraged
Caregivers, because of the way the current ABl Waiver program is being administered, since 2008, when the
legislature first approved integrating the Money Follows the Person Program (MFP) into the ABI Waiver program.

We are concerned about this proposed change: to increase by thirty-five the number of individuals who
can be served under the Waiver. Our concerns are two-fold: 1) We wish to be assured that these are additional
slots, not more being taken away from those who followed the original application process; and 2) to make sure
you are aware that 34 slots of the ABI Waiver Program for the period 2009-2011 (11 in 2009, 10 in 2010, 13 in
2011) are already being used for the MFP program, and that people utilizing the MFP are currently automatically
going to the top of the Wait List, or to state it more clearly, bumping people who have been on the original ABI
Waiver Wait List.

By telling our story, we hope to bring to your attention the ordeal we have gone through during these
past two years while awaiting ABI Waiver services for our brother; to bring to your attention this legislation that
has already been put into effect, which has made the wait so much longer for an individual, such as our brother,
who applied for the Waiver through the original application process.

My brother suffered a Traumatic Brain Injury in August of 2008. We were advised at that time to apply
for the ABI Waiver program. We were told that this Program was set up just for someone like him. He was young
(50 years old), didn’t belong in a Nursing Home, but he still required 24-hour care, especially since he also
sustained damage to both optic nerves and had become legally blind. The ABI Waiver Program would offer the
services he required and he would be able to remain in his home.

We as a family decided this was the route to take for his best chance for recovery, especially with the
additional complication of lose of his eyesight, and that we would take on the huge obligation, giving him 24-hour
care at home for this period of time. We hired an Attorney to expedite the application process, who told us that
with her “professional assistance” it would only take about 8-10 months for my brother to become eligible for the
ABI Waiver services. We felt we could take on this obligation for that amount of time.

The application was submitted to DSS in June 2009. In August 2009, our attorney now told us, things had
changed, and the wait time would be approximately 12-18 months. This, as we have come to find out recently, is
when legislation was approved for the MFP program to become integrated into the current ABl Waiver program,
and by doing so, taking away slots from people who were currently on the ABI Wait List. At the time we wondered
why our attorney now encouraged us to instead, to think about putting our brother in a facility for 6-8 months, as
he would automatically start to receive the ABI Waiver services after a 6-8 month stay in a facility. As we had



opted for the ABI Waiver Program so he wouldn’t have to be placed in a facility we declined. We also had
experienced first-hand, just how detrimental a Nursing Home could be to our brother’s recovery. In March of 2009
he was placed in a Nursing Home for a month, after suffering multiple seizures due to his ABI. He spent most of his
time in his room, was completely ignored 95% of the time, and staff seemed to have a preconceived idea of what
an ABI person’s behavior was like, and seemed actually afraid of him.

During all this time, neither our attorney, nor, most importantly, did DSS ever inform people on their
current ABI Wait List, that the protocol to obtain ABI services had changed: that MFP people would now be given
priority, bumping, if you will, those of us who had followed the original application process. This is such a travesty,
this is so wrong for families, like us, really caring about our loved ones and their best chance for recovery, and who
now may be waiting for years to get to the top of the ABI Waiver Wait List.

It is now October 2010. We have recently been informed that my brother is number 40, or 39, or 33
(depending who you happen to talk to at DSS), on the Wait List and that there is little to no movement on the list.
We now know why.

We are giving this written testimony so that you can be sure of what you are actually voting on today. We
believe that when the original legislation passed, you were not informed that there was a current ABI Wait List, nor
that by your approving those MFP slots, it meant that you were approving delaying even further the services for
families, like us, who followed the original application process. We would like you to think about the fact that you
are forcing families of ABI individuals to place their loved ones in Nursing Homes, just to receive the great services
the ABI Waiver provides, having to forego looking at what is actually best for their ABI individual’s chance for
recovery.

We, most importantly, would like you to be sure that these are an additional 35 slots, and that you’re not
approving taking more of the current slots away from families like us awaiting services. We also would like you to
consider a way, should you approve these additional slots, of giving back the remaining slots that were approved in
December 2008 to the people who on the current ABI Waiver Wait list. The bumping process is wrong, wrong,
wrong.

We will be at the hearing should you have any questions for us. We also can be reached at (860) 428-
6550, 66 Wales Road, Stafford Springs, CT 06076.
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