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(Time noted 10:31 a.m)

MR. KRULL: Good nmorning. |'m Matthew
Krull. 1'mthe Health Policy counsel with the
Department of Community Health in the O fice of General
Counsel. Today is Novenber 18th, 2020. It is now 10:31
a. m

This is the Webex Public Hearing on
Conpr ehensi ve Supports WAi ver Program Wiiver Renewal ,
and the New Options Wi ver Program Wai ver Anmendnent .

This public notice was issued by
Comm ssi oner Frank Berry on Novenber 12th, 2020. The
notice is incorporated into these proceedi ngs. Pursuant
to 42 CFR 447. 205 the Ceorgi a Departnment of Comrunity
Health is required to give public notice of any
significant proposed change in its nmethods and standard
for setting paynent rates for services.

At the Novenber 12th, 2020 DCH Webex board
nmeeting, the Departnment received approval to rel ease for
public comment this notice. This public coment period
wi |l expire on Decenber 14th, 2020.

Pl ease note if anyone w shes to nmake or
submt a comment in witing you can fax it to
404- 651-6880. You may al so email comrents to Dani sha
Wlliams. And Ms. WIllians' email address is

DDA-NWI-L-L-1-A-MS, danw | |ianms@ich. ga. gov, or il

Regency-Brentano, Inc
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your comrents to the Board of Community Health, P. O
Box 1966, Atlanta, Georgia 30301-1966.

At the conclusion of our comrent period al
oral comments presented today will be transcribed and
provided to the Board of Community Health along with a
copy of any witten comments received. The board wll
be asked to vote on this itemfor final adoption at its
January 14, 2021 neeti ng.

Each partici pant on the Wbex that would
like to provide oral coment will have the opportunity.
Please limt your comments to 10 m nutes, and keep your
comments limted to the issues that directly relate to
t he proposed public noti ce.

At the end of your 10 mnutes if you have
not conpl eted your presentation, | may ask for a brief
closing statenent, and you'll be able to submt your
remai ni ng coments in witing.

And this is a Wbex -- this being a Wbex
hearing, it's alittle different than just signing in,
so we're working with the technol ogy that we have; so
for anyone who wants to make an oral comment during this
public hearing, there is a participant panel on the
right-hand side. |If you open that panel on the
right-hand side, |ower right-hand corner, there is a

little hand. [If you hover over it, it says "raise

Regency-Brentano, Inc
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hand.” |If you want to make a public comment, please hit
that rai se hand corment and we will call on you

Looks |i ke Dan Sout hern has al ready done
that. Look, we've got a whol e bunch of people wanting
to make comments. This is great.

So what we're going to do, with that being
said, we'll call on the first individual. [I'll ask you
to please state your nanme, the entity you represent, and
begi n presenting your oral comrents, and we'll go down
the line fromthere.

So as we go, if you want to unnmute yourself
when | call your nanme, that would be hel pful.

The first person | see on ny list is Dan
Sout hern. So, M. Southern, if you'll unnute yourself
and start your comments.

DAN SOUTHERN: Yes. Thank you. So as he
said, ny nane is Dan Southern, and | represent ny son
Mat t hew Sout hern

These proposed changes to CLS and the
skilled nursing are effectively forcing individuals |ike
my son out of his hone and into sonebody el se's hone.

On the surface, that doesn't really sound
like a big deal, but this change nmakes a huge difference
inny ability to make decisions that inpact nmy son's

environment and quality of life.

Regency-Brentano, Inc
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My son Matthew has tried living in a CRA
residence. |In fact, initially |I thought that that was
the place that he was going to stay for the rest of his
life.

However, | have seen over tine that that
program began to slip. They started nmaki ng changes.
They nmade sonme changes in their | eadership team which
led to other changes, shifting their focus fromthe
clients' best interest to cash profits.

They began filling vacancies in the hone
wi th whonmever they coul d; no consideration was given to
whet her or not they would be a good fit with the
existing residents. Oher clients and famly nenbers
had no i nput whatsoever. They were forced to live with
it or to | eave.

Over the last year there |I discovered there
that | had very little control within the CRA hone. The
CRA provider could refuse to follow doctor's orders if
they did not feel confortable with them The CRA
provi der could take our | oved ones to the ER agai nst,
you know, our wi shes as their parents or guardi ans, even
during this COVI D19 pandem c.

This particular provider ran off good staff
t hat advocated for clients in favor of uncaring,

unconcerned staff that did the mininmuns quietly. They

Regency-Brentano, Inc
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treated the DSP staff poorly, which resulted in high
turnovers. This led to a consistently understaffed

home, which neant |ess care for our |oved ones, but

netted them nore noney.

As parents and guardi ans we have no input or
say in who works in the CRA hone, or how the staff are
treated. 1In fact, | couldn't even change the paint
color in ny son's room

| tell you all of this because these are but
a few of the reasons | chose to nove to CLS for ny son
in his own hone, a place where he or we coul d nake
deci si ons about his environnent, and how best to support
himin ways that nmake a real difference to him

| realize not all CRA hones are |ike the one
that Matt was in. But that one started out good, and I
had no control when it started to slip. M only two
choices were to live with it or to |eave.

I ndi viduals and their famlies have little
to no control in CRA hones or host homes. The providers
have the final say in so many aspects of our |oved ones
lives. It's a dictatorship where the CRA provider or
host hone holds all the powers; again, you live with it,
or you | eave.

| f you choose to |leave, it can take nonths

of searching to identify another suitable home for your

Regency-Brentano, Inc
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| oved one. This is incredibly detrinental to them and
di sruptive for them Their world is turned upside down.

Pl ease, since residents and services are
tied together, recognize CLS as a 24-hour service
t hereby giving people the choice to live in their own
homes, i.e., not a provider-owned or operated setting,
and work with the constituency on funding the service in
a transparent |ogical way. Thank you.

MR. KRULL: Thank you, M. Southern, for
your comrents. They'|ll be presented to the board at the
board neeti ng.

The next person I'mgoing to call onis
Deborah Poulos. If you'll unnute your m crophone,

Ms. Poul os, and make your comments.

DEBORAH POQULCS: Yes, sir. Thank you so
much. And good norning, everyone. Let ne just start
out and preface this with I'mvery grateful for ny son's
wai ver, and what it has done. |It's nade a huge, huge
difference in his life of independence.

I"'ma retired special education teacher and
career technology instruction coordinator. | also am
the proud parent of Jim who is 33 years old, and has
autismand an intellectual disability due to a seizure
di sorder, tuberous sclerosis, that he was born with

Being in the field, I have conducted

Regency-Brentano, Inc
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hundreds of Individualized Education Plans. The key is
individualized. It's inperative that we consider

i ndi vi dual s’ needs, abilities and desires for their
life, not just create basically two pigeon holes for
themto fit into.

Pl ease reconsi der the changes you are
proposing for the CLS program as nmany famlies wll be
affected. My son will have to nove, not his choice, to
what you say is best, a group home or host hone.

As a parent, the hardest part of having the
responsibility of a child with special needs is what
happens after I'mno | onger here. | want a situation
that is stable and has a consistent nunmber of staff and
is safe. M Iloved one should be the focus of his
services, not finances or noney.

This was not the case when in a CRA. W
i nput was not wel coned; although the guardian, | was not
abl e to make decisions about trips to the energency room
due to his seizures, his nedication purchases, or
outside activities, which didn't exist due to others in
t he house not being able to participate since they were
i n wheel chairs, and al so not enough staff to stay hone,
one stay hone and one go outside the hone.

In closing, | ask if you don't already have

one to forma parent guardian of individuals with

Regency-Brentano, Inc
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speci al needs advisory board to consult and discuss the
appropriate environnent for our individuals, and try to
under stand from anot her perspective for future changes
and/ or adj ustnents.

| have been advocating all ny son's life and
| will not give up now. However, it's extrenely
frustrating for himto have so few choices as to where
he can call hone. Thank you.

MR. KRULL: Ms. Poulos, | ask you to unclick
your raise hand button so we don't call on you again.
Just trying to keep order since we're virtual here,
trying to be flexible with the system we have here.

The next person I'mgoing to call on is John
Zoller and I'lIl ask Ms. Jackson to please unnute M.
Zoller. He's on the |ist.

Ckay. M. Zoller, you can go ahead and nake
your comment nNow.

JOHN ZOLLER  Again, ny nane's John Zoller.
I|"mthe father of Katie Zoller, and Katie is a
34-year-ol d devel opnental | y di sabl ed young | ady who
l[ives in her own hone and |lives independently. And this
i s made avail abl e because of the funding that she
currently receives, the CLS and the (inaudible)
servi ces.

| have a real problemw th the proposed

Regency-Brentano, Inc
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changes that DBHDD has nmade in this proposal
Essentially what they are recommending is that we're
reducing the | evels of support for individuals that have
been deened sone of the nost vul nerable in our state,
and noving that funding over to another |ist of
i ndividuals, essentially so we can reduce the nunber of
peopl e that are on the waiting |ist.

That's what | heard in the | ast neeting
where this proposal was discussed; essentially it's a
robbing Peter to pay Paul. W -- as an ex-nanager of
governnent prograns, | know that |I'm | ooking at things
in the macrolevel, and I want things to | ook good, and I
want to reduce those waiting lists, et cetera,
et cetera. But this is not the way to go about doing
it.

There is a real cost associated with this
when you're not |ooking at the big picture and you're
| ooki ng at individuals. You've already heard froma
couple of parents, and I'min the sane boat as them

My daughter started off in a group hone. W
thought it was great. My daughter began assaulting
other individuals. M daughter rips the hair out of her
head. M daughter punches herself in the face as hard
as any man has ever hit nme, and does this repeatedly

until you intervene.

Regency-Brentano, Inc




© 00 N o o A w N P

N NN N NN R R R R R R R R R R
gag A W N P O O 00 N O O pd~ W N -, O

Public Comment Hearing - November 18, 2020

13

|"ve spent much of ny life intervening with
my daughter's inappropriate behaviors, and it's not
sonething that is readily addressed by either nedication
and/ or behavi oral supports because we tried both avenues
and are continuing with those avenues.

It is untenable for her to live wth other
individuals. | can't tell you why, and if you could
tell me why, |1'd be nbst appreciative.

W tried it. It's failed. W tried it with
a roommate. It failed. W've tried it with nultiple,
you know, rmultiple group hones. Each of those hones
failed. They failed because it was sonething that she
couldn't live with

Now, she can't talk but she can comuni cat e.
The way that she communi cates, again, is assaulting
ot hers and assaulting herself: Again, again and again.

We are asking, or | am asking, you to
consider either establishing CLS as a neans for people
to get 24-hour service living in their owm hones; not in
a group hone, not in a host's hone.

Those avenues don't work for ny daughter.
They m ght work for other individuals, and | actually
hoped they woul d work for ny daughter because it | ooked
like a really nice arrangenment until she inploded. If

we nove her again, she will inplode again, and we're

Regency-Brentano, Inc
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| eft picking up the pieces, as you' ve heard from ot her
i ndividuals, and you'll |ikely hear from other people
who are providing you with comment this norning.

Thank you very much for your tine.

MR. KRULL: Thank you, M. Zoller, for your
comments. They will be presented to the board in
Decenber. If you'll please unclick your raise hand
button for ne.

The next I1'mgoing to call on, Megan Bryant.
Ms. Jackson will unmute you. Oh, there you go.

Go ahead, Ms. Bryant, you can go ahead and
make your comrent now. Thank you for being here today.

MEGAN BRYANT: Ckay. Thank you. M nane is
Megan Bryant. | am here on behalf of ny outstanding
brother Martin Ruff. He's a 36-year old man. He has
cerebral pal sy, and he is wheel chair bound.

G owng up | always worried about him and |
wonder ed what woul d happen to hi m when we becane adults.
But over ten years ago, he was able to nove into his own
honme. This has been a dream cone true for himand for
the rest of our famly, sonething we never thought he
coul d do.

But Martin |oves his honme. He |oves getting
to have a choi ce about what to do, where to go and

choosi ng who he gets to spend his tine with. He gets to

Regency-Brentano, Inc
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do these things just |ike any other 36-year-old man.

The proposed changes to the wai ver program
Will result in ny brother and his roonmate | osing their
home and being forced to live in a group hone or host
hone.

| believe that CLS should be recognized as a
24- hour service so people like Martin can continue to
have the choice to live in his own hone. Thank you

MR, KRULL: Thank you, Ms. Bryant, for your
coment. We'Ill present it to the board in Decenber.

Next we'll call on Panela Walley. And we'll
get you unnuted, Ms. Walley, and you go ahead and make
your comrent now. Thank you for being here. OCh, you're
still muted. Now you're unnmuted. Go ahead and begi n.
Ch, you keep getting nuted.

M5. KI ANA JACKSON: Ms. Walley, 1'll unnute
so you don't have to touch anything.

PAMELA WALLEY: Ckay. Thank you.
appreciate this opportunity, and thank you for your
patience with the technol ogi cal chall enges.

|"'m Pam Walley and | am calling on behal f of
nmy daughter who's a 25-year-old young woman living in
the Athens area, and also for others, | know, I|ike her,
who are very concerned about these proposed changes to

the COVP wai ver.
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Callie has been blessed to live in atinme in
hi story when people with disabilities are recogni zed as
real people, and that they have real purpose and that
they can live real lives as long as they have supports
and they can be in their own communities where they
bel ong, and not shut away and forced to live in
facilities and institutional settings as was the case in
the past. And we're very grateful for the fact that we
do live in times when this is an option

Callie lives with a roommate in an
apartnment. She has a very full and very rich life.
She's an active part of her community. She spends her
day the way that she -- the way that she chooses, and
she contributes to the world that she lives in. Even --
you know, even in the mdst of a pandem c |ike the rest
of us, you know, there have been challenges that she's
faced, but through the use of assistive technol ogy and
avenues |ike what we're enjoying right now, she's
continuing to live the life that she was intended to
live because she has the COW supports in place to
enabl e her to do that.

The plan, the way that this -- these
proposed changes are witten will nean that all that
will change for Callie, and not in a good way. The plan

as witten is going to nean that Callie will |ose her

Regency-Brentano, Inc
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home, and she will |ose her comunity, and she will even
| ose her life.

The CLS caps and the restrictions on
eligibility nmean that Callie won't be able to stay in
her apartnent. She won't be able to stay in the
comunity that she's chosen. She'll be forced into a
group hone or a host hone or maybe even a nursing hone
because Callie al so has very extensive nedi cal needs.

And so the COW supports, the skilled
nursi ng supports, that she receives right now, would
al so be reduced if the cap of 16 hours is pushed
forward. 16 hours of skilled nursing care wll
literally endanger Callie's |life. There aren't eight
hours in every 24 hours or even eight m nutes of any
hour when Callie can live safely without skilled nursing
support. It's well docunented. And | wish it weren't
so, but it is.

And so the COWP nursing supports that she's

receiving right now are literally what is keeping her

alive. Callie even -- and | have her permssion to
share this information -- she contracted COVID in
August .

And | can tell you that as a nother ny
bi ggest fear when this pandemic started was not for ny

safety, or -- what | worried nost was what is going to
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happen if Callie gets COVID. She has respiratory
conprom se. She has uncontrolled seizures. She has
severe cerebral palsy. She can't swallow her own spit.

But because of the skilled nursing supports
that Callie had during the nonth of August when she
contracted COVID, she nmade it through the illness. Her
nurses provided the suction, the respiratory treatnents,
t he sei zure managenent, the necessary nedi cations,
everything that she needed to help her fight her fight.
And I'Il just say it the way we say it: She kicked
COVID s butt.

Now, it was really, really inportant not
only for Callie's benefit, but you need to know that
during this tinme | had COVID, too. So under the
proposed plan | woul d be the person responsible for
ei ght hours every day of Callie's nursing care. That
woul d not have been possible when | was sick in bed with
COVI D nysel f.

l"mentering ny 60s. I'mgetting older, | am
tired, and | cannot be her nurse for the rest of her
life, and so it is vital to her very existence that the
16- hour cap on nursing not be approved.

Now, Callie is only one person whose life
woul d be so critically inpacted by these changes. |

heard during a neeting Ron Wakefield say that the
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changes would only affect a small nunber of people, that
the vast majority of individuals who recei ve COW
services would not be affected by CLS redefinition,
eligibility changes, caps on services, or the 16-hour
cap on nursing.

And that may be true. But for those of us
whose fam |y nmenbers are in that group, this neans the
di fference between living a life and not.

So | inplore you, please do not |let these
changes go through as they are witten. Thank you.

MR, KRULL: Thank you, Ms. Walley, for your
coments. They'll be presented to the board in
Decenber.

And there are a nunber of people that have
called in that are not using the Webex platform and we
understand that, we're cognizant of that. | can't see
your nanes, but as we go through -- and we understand
that you can't do the raise hand feature on your
phone -- so when | go through the list of the names
t hrough Webex, once we go through this |list and we've
conpl eted those comments, we will call on the people on
t he phone and inquire whether they want to nake a
comment, okay?

So be patient with us. W have a | arge

nunber of people in this hearing, and we're going down

Regency-Brentano, Inc
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the line as | see themon ny list and we'll nobve on from
t here.

Ms. Walley, I'Il ask you to go ahead and
unclick your raised hand button since you nmade your
coment. And we'll go to the next commenter. The next
commenter is Shelly Dollar.

And, Ms. Jackson, if you could unnute
Ms. Dol l ar.

Ms. Dol lar, go ahead you can make your
coment nNow.

SHELLY DOLLAR: Al right. Thank you. My
name is Shelly Dollar, and I'mthe nother of Gabriella.
She's a 31-year-old lady with cerebral palsy. She also
has di agnoses of autismand nultiple physical
disabilities. She's wheelchair bound, unable to do
anyt hi ng i ndependently at all. She needs one-on-one
care for all her ADLs, can't be left alone for any tine
during the day or night.

She's been denied entry into multiple
residential communities because of the intensity of her
ADL needs, as well as all her required nedical care.

W' ve even been told that she woul d be accepted to one
of these residential communities if we allowed themto
deny her the nedical care required for her

doct or-ordered procedures.
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She's al so been refused entry into nmultiple
day prograns because of her physical needs and her
enoti onal needs.

Fortunately, because of the CLS waiver,
which we are so grateful for, she lives independently in
her own home with 24-hour care. She's happy, rel axed,
her behaviors are mninmal, and she's able to live the
life that she was neant to | ead.

But the proposed changes to this waiver
result in Gabby being noved out of her own honme and
being forced to live in a group hone or host hone -- and
honestly, she is not well enough to be living with a
group of people because of her behaviors. W've tried
roommat es. Wien she had a roommate, she stayed awake 24
hours a day and we needed to give her additional
psychotropi c nedication to control her behaviors.

That's, in ny opinion, conpletely unethical
that | should have to nedicate her so she can be in a
home wi th ot her people.

Gabby requires one-on-one care, and we've
been so grateful that we've been able to give her what
she needs because of the waiver.

| also reiterate what's been asked by
everybody here, that the current definition being

proposed that cap her care at 12 hours a day be
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unequi vocal ly denied, and that CLS is witten to include
no cap and 24 hours of care when needed. And we agree
t hat assessnment need to be done with her and everyone
el se. She's already been assessed. She needs 24 hour
care. She needs extensive help.

And | appreciate you giving ne a chance to
talk, and |I appreciate ny coments being forwarded.

MR. KRULL: Thank you, Ms. Dollar, for your

comments and we'll take themto the board. And if
you'll -- there you go. Thank you very nuch.
The next person -- and I'll rem nd everyone

that are calling in on Wbex that have raised their
hand, so if you're on Wbex, and you haven't made a
comment and you do want to make a comment, please click
the hand -- the raise hand button on the partici pant
panel on the | ower right-hand side of the Wbex
pl at f orm

Once we get through all the people that have
rai sed their hand through Wbex, we'll nove on to the
peopl e that have called in as we are noving through
t his.

The next person I'mgoing to call onis
Tracy Moretz. Tracy Mretz?

TRACY MORETZ: Hi, ny nane is Tracy Moretz,

and |' m speaki ng on behal f of ny daughter Jordan Mavity.
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| don't have the skilled nursing, but I do work
full -time. She's 21 years old. She actually lives in
our home. |'mable to continue caring for her at hone.
She's nedically fragile, wheelchair bound, and needs al
assi stance for everything from you know, dressing her,
changi ng her diaper, she's Gtube fed, et cetera.
|'mable to take care of her because | have
sonmeone here that can do it while I'mworking. But |ike
the ot her parents have said, ny biggest concern is when
|"mno |onger here. | have other children that wll be
able to take on this responsibility, but it's an
addi ti onal burden on them and none of themare in a
position where they can't worKk.

By cutting the hours to six hours for CLS
care it is absolutely inpossible to work to actually
mai ntai n health insurance, pay for all the extras that
aren't funded through the waivers that it costs to take
care of a child like this. So please consider that.
Thank you.

MR. KRULL: Thank you, Ms. Moretz, for your
coments. W will present themto the board in
Decenber. And, again, |I'll ask you to please click your
rai se hand button to take your hand down.

W're going to go to the next person is

Alyssa Lee. Alyssa Lee. Gkay. M. Lee, you can go
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ahead and nake your comments.

ALYSSA LEE: Thank you. Thank you for
allow ng me the opportunity to provide public coment
today. My nane is Dr. Alyssa Lee, and | amthe Public
Policy and Research Director for the Georgia Council on
Devel opnental Disabilities.

The m ssion of GCDD is to bring about soci al
and policy changes that pronote opportunities for
persons with devel opnental disabilities and their
famlies to live, learn, work, play and worship in
CGeorgia communities, and we envision a state in which
all persons are included in all facets of comunity
Iife, have choices while exercising control over their
lives, and are encouraged to achieve their full
potenti al .

W view the NOWand COWP prograns as
essential conponents to ensuring CGeorgians with
devel opnmental disabilities are fully included in
comunity life, and we believe that innovative waiver
proposal s can have an i mrensely positive inpact on the
disability community when done with the needs of people
with disabilities and their famlies in m nd.

Today we would like to present brief oral
coments on the proposed changes, and plan to provide

additional details in witing.
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We are encouraged to see inclusion of
assistive technology in the current proposal, and
bel i eve when done well these options can have a positive
i npact on the disability comunity.

We do ask that the choices of people with
devel opnmental disabilities and their famlies are always
i ncluded in the decisions of use of technol ogy, and this
requires robust, effective persons in their planning
assessnent that includes ensuring the person receiving
services is a neaningful part of the decision to use
t hese supports, understands how to use them and
under st ands how to request changes if their needs or
pr ef erences change.

Access and i nprovenent of services for the
community should al ways be prioritized over the cost and
easier path of service delivery for the state.

Al t hough we do believe there are positive
additions in the current proposals to innovate services,
GCDD does want to express our concern regarding certain
proposed changes that we believe have the ability to
cause regression in our path to truly inclusive
community services for people with disabilities and
their famlies, and wll significantly limt the choice
and control that we believe are rights of people with

devel opnental disabilities and their famlies.
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I ndi vi dual i zed conmmuni ty-based services are
the precise function of Medicaid waivers. The goal has
al ways been to nove disability services away from
integrated -- away from segregated settings and into the
community, and we believe sone of the proposed changes
could ultimately risk Georgia being out of conpliance
with the HCBS settings role.

W would like to articul ate our concerns
over a potential definition change of comunity |iving
support services. Although not specifically highlighted
by DCH or GBHDD as a potential change, it appears that
the foll owm ng | anguage has been added to the service
definition of CLS: "Community |iving support services
is available for individuals who spend periods of tine
t hroughout the day with unpai d unsupervi sed supports and
services."

We are concerned that this added | anguage
may inpact eligibility criteria for this particul ar
service and negatively inpact the services currently
being received. |In order for people with nore
significant disabilities to receive the service, they
may be put in positions of having to | eave their
preferred choice of residence for a congregate setting
such as a group hone.

We are particularly concerned regarding the
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caps placed on additional staffing and skilled nursing
as (inaudible), given the inpact on the disability
comunity. These caps have the potential to nove us
further fromour goal of providing for people with
devel opnental disabilities' control and choice over
where they |ive.

This current proposal undercuts our efforts
of creating truly inclusive communities for Georgians
with disabilities by effectively renoving the option for
people with nore significant disabilities to live on
t heir own.

Regar di ng savi ngs, which was di scussed
during the proposal to DCH s board neeting | ast
Thur sday, Novenber 12th, we may be savi ng approxi mately
$3.8 million dollars in state funds for the fiscal year
'22 -- 2022, but we are losing approximtely $7.8
mllion dollars in federal drawdown, which is quite
concerning, given Georgia' s already poor ranking
regarding our ability to maxim ze federal dollars for
our spendi ng on devel opnental disability services.

Finally, we would like to note that we were
especially concerned during the presentation to DCH s
board when it was stated by the presenter that famly
menbers may be asked to step in and provi de services as

a way to circunvent the proposed cuts and caps.

Regency-Brentano, Inc




© 00 N o o A w N P

N NN N NN R R R R R R R R R R
gag A W N P O O 00 N O O pd~ W N -, O

Public Comment Hearing - November 18, 2020

28

We believe, especially as Novenber is
National Famly Caregivers nonth, that it is inportant
to note the immense |ift we already ask famly nenbers
to engage in regarding informal supports of their |oved
ones. To suggest that the solution to capping services
istorely on famly caregivers could be described as a
qui ck Band-Aid fix, wthout thinking strategically over
the long-termregardi ng how to conceptualize and
i npl enment honme- and conmuni ty-based services that does
not heavily rely on unpaid supports that may only be
avai l able for a short tine.

W would like to thank you for the
opportunity to share our concerns, and we | ook forward
to the Agency's response and to working together to
create innovative waiver services that aimto inprove
the lives of Georgians with disabilities. Thank you.

MR. KRULL: Thank you, Ms. Lee, for your
coments. W appreciate them and we'll present themto
t he board next nonth.

Next on our list |ooks |ike Ashley, and I
bel i eve your | ast nane probably begins with the letter
J, since that's what you put in with your nanme. So
Ashley J. And could you please state your |ast nane for
the record. You can go ahead and make your comrent.

ASHLEY JARVIS: Sure. Hello, ny nane is
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Ashl ey Jarvis (phonetic). | have a child on the CGeorgia
COWP wai ver and we sel f-direct our waiver services.

The proposed changes of the PD option being
no | onger avail able for behavioral support services wll
negatively inpact my child. W live in arural area in
south CGeorgia with obsol ete behavioral services. W
currently have one board certified behavior analyst that
travels 1.5 hours to our hone to provide these services.

My behavi oral analyst is not a provider, and
he is our only choice. Qur child is unable, due to
chal I engi ng behaviors, to travel to clinics that are
nore than an hour away. He has severe self-injury and
aggr essi on.

| have spoken to nedi cal physicians and case
managers on our child's teamand in our area, and we are
all in agreeance that there are no behavioral providers
in our rural area.

If this proposed change passes, our fear is
that my child will significantly regress, and he wl|
receive a |lapse in services as it wuld take at | east
nmonths to establish a provider in our area.

Consistency is crucial for our child. The
PD option also allows us to utilize nore hours than
using a traditional provider. Please keep the

Partici pant Direct nodel for behavioral support

Regency-Brentano, Inc




© 00 N o o A w N P

N NN N NN R R R R R R R R R R
gag A W N P O O 00 N O O pd~ W N -, O

Public Comment Hearing - November 18, 2020

30

consul tation services under the COW waiver. Thank you
for your tine.

MR. KRULL: Thank you. Next, Bob Rosen.
Unnut e Bob Rosen.

BOB ROSEN: Can you hear ne?

MR. KRULL: M. Rosen, we can hear you now.
You can go ahead and start making your comrent.

BOB ROSEN: (Okay. Thank you. First, I,

i ke so many other parents, | want to say thank you. It
took a long time and a ot of work to get COW wai ver
for both of ny daughters ages 22 and 27, and |' m nost
appreciative of that. |It's been life changing in an
extrenely positive way.

We have a small condo that the girls are
doing all their Covid daily work out of, a |ot of
virtual work, and it's possible because we have support
during the day for them

If we were to have the limts as proposed on
CLS staffing, it's quite likely that the girls would not
be able to eventually nove into this house and live
sem -i ndependently, but instead be remaining with their
aging parents, which is far froman ideal

But the main thing I wanted to say other
than how much | appreciate the service is | know that

this sentinentality doesn't cone into your

Regency-Brentano, Inc




© 00 N o o A w N P

N NN N NN R R R R R R R R R R
gag A W N P O O 00 N O O pd~ W N -, O

Public Comment Hearing - November 18, 2020

31

dol | ars-and-cents cal cul ations: But as a parent with
two disabled children | don't know if you have any
concept of howdifficult it is to maneuver through
DBHDD, VR, Social Security -- it's a full-time job just
trying to manage the adm ni strative side of having these
children, let alone their nmedical and nental needs and
ot her well being. And so every tinme we're confronted
with revisions that -- which are usually going
downwards, it just puts an incredible anmount of strain
on famlies who are already under intense strain.

And while | know noney has to be considered
inall of this, it would be nice for you-all to al so
consider that the challenges and the difficulties that
are inposed on parents by virtue of sinply having kids
with disabilities, it would be wonderful if the state
progranms could actually support and nurture and provide
the necessities for the parents instead of creating
addi tional barriers.

O herwise, | just would reflect what nost
everyone el se has said. There is a strong need here,
and reducing services in a state where we're really not
in an abundance to begin with, just is contrary; it
seens to be contraindicated.

And, finally, returning people nore towards

an institutional setting, which is what many group hones
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are -- school is an institution, and a group hone is an
institution -- this seens counter to O nstead back in
99, and I'mreally surprised the state is considering
any actions that even renotely speak to that.

So, again, thank you so nuch for your tine,
and | appreciate it. | hope that we get to a better
out cone than what's proposed.

MR. KRULL: Thank you, M. Rosen, for your

comments. They'|ll be presented to the board, and we
appreci ate you participating in the call today. |If
you'll click your raise hand button, and that will take

you off the |og.

The next person we're going to call on is
Brian Lackey. Ms. Jackson will unnmute you. And now
you' re unnuted, you can go ahead and nmake your comment,
M. Lackey.

BRI AN LACKEY: Thank you very much. |
appreci ate the chance to comment on this. [|'m providing
comments on behalf of my brother WII| Lackey, who
receives the CLS services.

The proposed changes to the program may wel |
result in ny brother being noved out of his own hone, or
being forced to live in a group or a host hone.

WIIl is severely nentally handi capped, and

has severe cerebral palsy. M parents Bill and Carol
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Lackey were strategic in their approach to set up a

|l ong-termcare situation for ny brother in a hone they
bought for himprior to their passing, and WII has
lived in this situation for over 25 years.

| understand the fiscal pressures that the
state faces in trying to neet the bal ance expenditures
and revenues, however, it is extrenely unjustified to
t ake sonmeone such as WIIl and nove them out of a safe
envi ronment they've been in for over 25 years, and nake
themnove to a |l ess safe environnent in a group hone.

Now, please renenber that we're not talking
about the next road to be resurfaced, or the next bridge
to be replaced, or the next new library. These are
human beings. And just because people Iike WIIl cannot
communi cate their mental stresses does not nean that
they should be disregarded. And his nental health wll
be greatly degradated through such a nove.

Pl ease keep in mnd that famlies have nade
maj or financial decisions and sacrifices to establish
the quality of life for their |oved ones.

As a conprom se perhaps we can suggest or
can suggest that people such as WIl who have been in
this program for decades continue to receive the
traditional CLS support, and any new participants fal

under these new rul es.
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Agai n, thank you for the tine to comment.

MR. KRULL: Thank you, M. Lackey.

A coupl e of housekeeping matters. | know
there is a chat feature and there is a Q%A feature on
the Webex platform and if you have a quick question
about the technical aspects of Wbex, that's great. |If
you have a qui ck question about, you know, how | ong the
hearing is going, that's great. |If you have a quick
guestion for nme or one of the panelists, we're not going
to respond to these things. | can only respond very
briefly on certain things that if you can't, you know,
press the raise hand button, or sonething.

So |l want to reiterate that if you have a
coment and you're providing it through the Q%A or the
chat feature of Webex, that's not the proper avenue in
which to submt the comment. You need to do it per the
public notice, which we have added to the chat feature,
and 1'mgoing to pop it back up there.

And | know | said it earlier today, it may
have been a little quick for sone of you-all to wite
down, but I'mgoing to add it to the chat feature so al
the participants can see it. And I'mgoing to add it
ri ght now.

And if you look in the chat feature, | have

just added all of the information on howto submt
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public comments through the fax, through the mail, or
through email. The email address for Ms. Wllians is on
there, the fax nunber for her is on there and al so her
mai | i ng address to mail your public coments.

So, if you're putting comments in the chat
feature, that is not considered a proper nediumfor this
public hearing for your public -- for any witten
comments, and | just want to reiterate that, you know,
and this is not us being, you know, kind of being
difficult. There is a Code of Federal Regul ations that
we have to abide by. W have to do it in the proper
manner in which to nake sure that everyone has the
ability to make their public comment. W want to nmake
sure we're transparent in the process, and nake sure
that we are giving to everyone their ability to make
their public comrent.

So if you put it in the wong nmedium it
really can't be considered by the board because this is
the way the public notice is set up. And, you know, in
the age of Covid we're trying to do this so we don't
have to get to the boardroomat 2 Peachtree and get in
the sane room | nean, | don't want to be in a room
wi th a bunch of people, and | am sure that y'al
probably don't want to do that, too; so just a couple of

housekeeping rem nders while I"'mtalking to y'all about
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this, I want to nmake sure y'all understand and give
everyone the ability to do their comments the proper
way .

So with that being said, we're going to go
on to the next person that has a hand raised. Actually,
it's going to be Phil and Sue Gaffney. | think you nade
a comment that you couldn't raise your hand on the Wbex
platform so | want to give you an opportunity.

So, Ms. Jackson, if you'll unnmute Phil and
Sue Gaffney. There you go. M. and Ms. Gffney, you
are unmuted. You can go ahead and nmeke your comment if
you're ready to do it right now

SUE GAFFNEY: Thank you so nuch. Good
morning. W are Phil and Sue Gaffney. W are the proud
parents of Matthew Gaffney, who is a 42-year-old
gentl eman, and his handsone face hides significant
chal l enges with severe autism non-verbal, bipolar and
chronic @ issues.

Matt's bunpy road to quality care began
25 years ago. Matt was toxic on nedications and no
Augusta hospital would take Matt. We had no choi ce but
to seek the help of Gacewood Hospital in Augusta, which
is an institution.

The nedi cal help he received there to becone

stabl e on neds was nost appreciated. However, the
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anount of physical abuse and injuries sustained at
Gracewood were concerni ng and heart br eaki ng.

After 18 nonths at G acewood Matt was noved
into group homes. We were hopeful this would be
positive for him Unfortunately, housemates were not
mat ched by simlar ages, interests, things that would
typically bring people together. Once again, Mtt's
medi cations had to be raised, risking health, and | ater
we |learned his |life, to tolerate the ups and downs of
housemates and the tension in the hone.

After four-and-a-half years, the provider
gave up on our Matt, literally packed himup, drove him
to Georgia East Central Hospital in Augusta, another
institution, and dropped himoff, not a word of warning
to us as parents and | egal guardi an.

We | earned from Matt's job coach he didn't
show up for work, and she drove to the group hone to see
why. We were devastated to | earn our son had been
returned to an institution.

This is when we decided to purchase a hone
for Matt |ocated in Athens, where providers m ght cone
and go, but thinking Matt woul d al ways have his hone for
security and stability.

For the past 19 years Matt has been living a

person-centered life, just as famlies and professionals
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taught us all a few years ago in many trainings held

t hroughout the state. Yes, Matt is still autistic and
has his ups and downs, but he has a wonderful support
staff that do their best keeping himactive and invol ved
in the coommunity to keep himas stable as possible.

We fear if Matthew is forced to nove to a
group hone or a host hone, he will once again take a
nosedive with his autism bipolar, and chronic d
i ssues. Wen the provider decides it's nore than they
want to deal with, where wll our Matt be taken the next
time? A honeless shelter? The corner of Broad Street
and Lunpkin? The thought of this scares us to death.

We hope and pray that each of the board
menbers consi der what they would want for their own son
or daughter with severe devel opnental challenge. Please
all ow people with disabilities the right to live in
their owm honme or apartnent. And please do not reduce
the hours of support. The trauma that this would cause
our son and many throughout the state would be
significant. Thank you.

MR, KRULL: The next commenter -- |'msorry.
Thank you, Ms. Gffney, for your comments.

The next commenter is Robert Vosburgh.

ROBERT VOSBURGH. Hi, can you hear ne?

MR. KRULL: Yes, sir.
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ROBERT VOSBURGH: Ckay. |'Ill be as brief as
| can. |1'mhaving problens with ny conputer. It's
al ready blowm ne off twce, and | had to get back on

But I'mcalling in regards to Andy Gunt her.
He's my stepson. He's been nmy stepson now for 21 years.
He lives in an apartnent by hinself. He needs -- he is
total ly wheel chair bound or bedbound. He can do
absolutely nothing for hisself. You can see that by
| ooking at his -- what is it, his ISS or SIP?

( UNI DENTI FI ED FEMALE SPEAKER): (I naudi bl e.)

ROBERT VOSBURGH: But anyhow, if he were to
have his wai ver capped, and he only had |ike 12 hours of
coverage, |'mwondering what woul d happen if he's |aying
in bed and he can't do anything for hinself and there is
a fire? Does he just lay there and burn up? |If he has
to go to the bathroom does he just ness the bed and
have to lay in it until sonmebody cones in?

But he lives in a one-bedroom apartnent by
himsel f right now He's extrenely happy. And we're
afraid that if this waiver is capped not only will that
put himin danger, but it would just -- the only thing
he has right now is his happi ness, because -- |ike I
said, he's totally dependent upon his staffing. He
cannot get out of bed or into the wheelchair by hinself.

They have to use a Hoyer device to get himlifted out.
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A couple of times he's actually -- his |egs
gave out and he went down on the floor. And he weighs
cl ose to 200 pounds, so fortunately in Gm nnett County
there is a service, if you call 911 there is a service
where the fire departnment will cone out at no charge and
lift you up and put you back in the bed.

But that's basically our main concern is
he's on heavy nedications for -- psychotic nedications,
because in the past he experienced intermttent
expl osi ve di sorder where he wanted to injure hinself,
and go as far as junp out of the car.

So he needs the staffing, and if he has the
wai ver capped, or he's only allowed 12 to 17 hours, |'m
afraid what woul d happen to him

But | appreciate you-all letting us all make
our comments. Many of ny concerns are simlar to the
ones that have al ready been expressed, and, again,

t hanks for giving us consideration.

MR. KRULL: Thank you, M. Vosburgh, for
your conments.

Next I'Il call on Camlle Yahm Ms. Yahm
you can go ahead and comment.

CAM LLE YAHM M/ nane is Camlle Yahm and
| appreciate this community to speak ny voi ce.

Because of the proposed changes to the COW
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wai ver, |I'mconpelled to share with you our persona
story, and it's ny fervent wish that you will adhere to
all of our personal stories. They may all be different,
but with simlar needs and chal | enges.

On July 29, 1975 our daughter Wendi Funk was
born with anoxia. |In utero the unmbilical cord had
wrapped itself around her neck cutting off the supply of
oxygen to the brain. It was an emergency cesarean
birth, and her life for several days was in the bal ance,
but her precious life was spared, but w th devel opnental
del ays.

" ma speech pathologist, and utilize ny
skills to assist her wth speech and | anguage
proficiency. Regular visits to Easter Seals aided her
in wal king and clinbing stairs, but it was a matter of
ti me before she began having seizures and respiratory
infections that were, and still are, controlled with
appropriate nedi cations, through Medi cai d.

She attended special education classes in
Decatur city schools, and reached the nental age of a 4-
or 5-year-old. W enrolled her in DeKalb Training
Center, where she spent her days continuing to devel op
and mat ure.

At the age of 25 space opened at a group

home where she attenpted to adjust to live with other
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young wonen with various disabilities. G oup hones at
that time were primary residences. There were few
alternatives for our children. But 16 years ago we
di scovered an agency that believed in a person-centered
approach to caring for adults with multiple
disabilities. Qur daughter is able to live in her own
apartnent she calls hone, and |l earned to take care of
it.

She has had a cadre of trained, dedicated
caregivers that are with her for 24-hour care in
ei ght-hour shifts. Al though she cares for her personal
needs, her caregivers aid her in inportant household
activities. They provide various activities that she
enj oys during the week and on weekends. She has thrived
under their care, and our fam |y appreciates them as
extended famly.

We do trust that the DCH board wil |
unequi vocal |y deny the proposal before themfor the
follow ng reasons that will affect our daughter and our
fam|ly.

One, she cannot be left alone for any length
of time w thout support services.

Two, she's incapabl e of managi ng noney,
preparing neals, or taking her nedications.

Three, she's not technol ogically adept and
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woul d not be able to use the phone for help if needed.

Four, she obviously cannot drive a car, but
w Il need transportation for outings of every kind and
getting to the doctor or to the hospital when needed.

Five, her father and | are in our 80s and
physi cal ly unable to provide 24-hour care for her
speci al needs. Her safe, stable Iiving arrangenents
wll be inpossible to maintain, and her quality of life
woul d be sinply curtailed and affected nost seriously.

| have been an advocate for those with
mental and physical disabilities all of ny adult life.
Today |'m here again as a speech pathol ogist, as a
not her, to continue to lift my voice to those who are
voi cel ess. Thank you.

MR. KRULL: Thank you, Ms. Yahm for your
conment s.

Looks Iike we have a few nore people. |'m
going to call Any. Your |ast nane is not posted on
here, so could you when you nake your conment, please
gi ve us your last name for the record when we transcribe
all the coments to the board.

AMY ODOM  Ms. Jackson, it's all the way at
the top, the very first nane at the top right now

M5. JACKSON: What's the first nane?

MR KRULL: [It's Amy, A-MY.
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M5. JACKSON:. Any. And also (inaudible) --

MR. KRULL: Yeah, |'ve got another nane
al ready, so --

AMY ODOM  Hey, good norni ng.

MR. KRULL: Yeah. Hey, you can go ahead and
start. Thank you.

AMY ODOM Geat. Thank you for the
opportunity to speak with you today. M nane is Any,
A-MY. The last nane is Gdom OD-OM | am
professionally a consultant with Parker Poe Consulting
here in Atlanta. | have a sibling, Laura Onen. She is
a 44-year-ol d devel opnental |y di sabl ed woman who i s
l[iving in Athens, Georgia right now.

My parents, too, are in their 80s. My father
has Al zheiner's. And they have been advocates for her
for the 44 years that she has been here wwth us. And
she is actually on the phone with us today and is
wanting to be an advocate for herself and talk with you
alittle bit about how she perceives that these changes
woul d af fect her.

But fromny perspective, we have seen so
much change over the course of her lifetinme in the
services that are available to individuals who would
ot herwi se be situated in a group hone. And | echo the

comments that everyone el se has made. |'mnot going to
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take up any nore tine going through all of the sanme

thi ngs that have been said already today. But | do

i npl ore you to reconsider these drastic changes that
woul d result in many, many famlies having to nove their
| oved ones out of an independent living situation with
support to a group hone.

That's not what we need to be doing with as
innovative as | believe that the state of Georgia has
been with respect to the 1332 waivers and the 1115
wai vers, and | feel like we're taking a step backwards,
and respectfully request that the board reconsider these
cuts.

At this time | would like to -- Laura,
don't know if you can hear her, she's probably nuted.
She, too, has a caregiver that is with her right now
during the day that is hel ping her wwth the technol ogy.
| do believe she's on Wbex.

Laura? |Is there a way to unnmute her? She'd
like to speak to the group.

MR. KRULL: Yeah. Go ahead. |Is it Laura
Onen?

AMY ODOM  Yes.

MR, KRULL: She's unmuted, she can go ahead
and speak.

LAURA ONEN:  Ckay. | just want to say that
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cutting the waiver is going to be very devastating
because then that would make ne have to live in a group
home. | was really unhappy in that situation. | really
enjoy being in the independent |iving program and have
i ndividual staff that take nme places and hel p ne do
things to be nore of the adult |I'm supposed to be at ny
age.

| can't rely on ny parents to do nuch
anynore. As ny sister pointed out, nmy dad has got

Al zheinmer's, ny nomis in her 80s, can't really get

around as nmuch as she used to, and | just sinply need
this waiver. | can't -- | don't know what |'d do
without it.

So please do not make it where | have to go
back to a group hone institutional setting. | would be
very m serable, and I'm happy now being in nmny own honme
with ny staff. So please don't take that away.

AMYy ODOM | m ght al so add that Laura does
have a roommate in his 80s. He is non-verbal and has a
sei zure disorder. Laura, too, has some nedical issues
Wi th respect to diabetes and sone other conditions that
do require skilled nursing.

So, again, just to reiterate the concern
that we all have on this call and at this neeting today,

| realize it may not be a huge universe of people to
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those that are making these decisions, but to that

uni verse of people it is their whole world, and it is
their way of life. And for the famlies that support
t hem and have supported themand will continue to
support themin the future, going this way is really,
really truly taking a Draconi an step back.

So with that, | appreciate your tine and
| ook forward to the board neeting in Decenber.

MR. KRULL: Thank you, Ms. Odom and Ms. Owen
for your comments. They'|ll be presented to the board in
Decenber.

It 1ooks |ike another person on Wbex we
have is Francis Jose. M. Jose, go ahead, you can nake
your -- I'msorry. Hold on. Francis Jose, you can go
ahead and make your comment, please.

FRANCI S JOSE: Good norni ng, and thank you
for hosting this event to allow us parents and siblings
to voice our concerns. | amthe father of Sabrina, Bri
for short.

Bri is a 29-year-old wth severe autism and
other health and nental disorders. | was a C|level
executive, but had to retire five years ago due to
severe health reasons.

Bri lives in her own honme right now, a hone

we built for her several years ago. W've tried Bri
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having a roommate, but that did not work as the staff
were unable to give Bri the care she needs as her
behavi ors and heal th needs require one-on-one care.
Addi tionally, roonmates were not conpatible and caused
Bri severe physical and nental stress.

As you've heard frompretty nuch all the
ot her parents, Bri, you know, our daughter Bri cannot be
| eft alone at any tinme due to her behaviors and her
ot her health needs. Fortunately, the current caregiving
agency we've used to staff Bri has given her the care,
and 1'd even go further to say | ove for our daughter.
And whil e she has had her ups and downs, she continues
to thrive

As with everyone on this call, we are
requesting that you reconsider the proposal as it would
severely inpact our daughter as well as all the other
children in Georgia. Thank you.

MR. KRULL: Thank you, M. Jose, for your
coorment. Al right. It looks Iike we're done with the
fol ks on Webex, and --

M5. JACKSON: We have one.

MR, KRULL: |'msorry?

M5. JACKSON: Kathryn Hill. | believe she
has a questi on.

MR. KRULL: Ckay. Go ahead and unnute
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Kat hryn H Il .
Ms. HIl, you can go ahead and nake a

cooment. M. Hill? Kathryn HI1? GCkay. M.

Jackson --

M5. JACKSON: (I naudible.)

MR. KRULL: -- you can go ahead and j ust
mute her. It looks like it was handled. Al right.
" m sorry.

Now we have Deanna Gasbarro. Ms. Gasbarro.
Deana Gasbarro? Okay. You can go ahead and go ahead
and nute her. She maybe will just submt her comments
in witing.

Okay. Now we're going to try and do this
with the fol ks on the phone. GCkay. So if you're
calling in and you want to nake a comment, what we're
going to do is unnute everyone, and only those -- M.
Jackson, if I'"'mdoing this wong, you just let me know,
okay, but | think we're going to have to unnute them or
do you want to unnute themone at a tine? W don't know
who they are, though. It just shows they are a call-in.
We only have a tel ephone nunber for them though, right?

M5. JACKSON:. Correct. Correct.

MR, KRULL: So in order to kind of keep this
orderly, if you're calling in, everyone else, in order

to do this we're going to have to unmute everyone,
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pl ease kind of keep the background noise to a m ni num

and then we can kind of identify who wants to nake a

comment .

Ckay. Ms. Jackson, when you're ready, go
ahead and we're going to let the call-in users kind of
identify thenselves, who wants to make it. And I'Il try

and keep track of it over on ny side.

M5. JACKSON: I'"Ill unnute the callers and
then we'll go fromthere.

MR. KRULL: Okay. That would be great.

UNI DENTI FI ED SPEAKER: Hel | 0?

MR, KRULL: | can hear you. W0 are you?

DEANA GASBORRO. Can you hear ne?

MR, KRULL: | can hear you. W0 are you?

DEANA GASBARRO  This is Deana Gasbarro.

MR. KRULL: Oh. Deana Gasbarro?

DEANA GASBARRO. Yes, | had a person
volunteer to interpret for nme, but I wanted to be part
of this call.

l"mgoing to nmake it really brief. So |
have a sister. M sister's nane is Christa, Christina,
Gasbarro. She's 45 years old. She does have a
devel opnental disability, and she's severely autistic,
non-ver bal .

| agree with all the comments that have been
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made by the different famly nmenbers, and | disagree
w th taking those hours away fromour famly nmenbers who
need that on an individual basis. | imgine -- |I'd want
you to imagine if you're in their shoes, you know,
you're taking their life away fromthem | nmagi ne what
that's going to cause, the negative effects.

| plan to email nore sentinents, but | just
wanted to say that |I'mconpletely in support of all the
di fferent people who nmade the coments today. The
services that ny sister is receiving, they finally have
gone froma rough planning to a nore snooth transition,
and now you're going to take it away from us again.

So thank you very much.

MR. KRULL: Thank you, M. Gasbarro.

Okay. You want to unnute the callers again
and see if anyone el se is avail abl e.

M5. JACKSON: |I'Il just go by the list.

MR. KRULL: If you're on the call, go ahead
and we're trying to unnute you one at a tine.

NAOM W LLIAVS: Hey. This is Naom
WIllians. Can you hear ne?

MR, KRULL: Yes, Ms. WIllians. You're up.

THE W TNESS: Gkay. G eat.

Since I'"'mcalling in I'"munable to see what

you have put in the chat, but could you just say what
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the email is for us to be able to nmake public comrents?

MR, KRULL: Absolutely. Al right. Are you
ready? 1'Il give it to you.

NAOM W LLI AMS:  Yes.

MR KRULL: It's Das in dog, A as in Adam
N as in Nancy, Wllians. So it's WI-L-L-I-A-Mas in
M ke, S at dch.ga.gov. And the person is Danisha
Wllians. That's her email address, and you can submt
comments to her.

NAOM W LLI AMS: Thank you

MR. KRULL: Do you have any ot her questions
about --

NAOM W LLI AVMS: Not a question. Just going
to make a quick cooment. ['mthe parent of a child who
is 11 years old, Noah WIllians. He's 11. So even
t hough he's not an adult, the decisions that are nade
now wi I | inpact those com ng behind him You'll hear
sone in ny background. W're at therapy now.

So | do appreciate you-all taking the tine
to listen to our cooments, and would really inplore you
to see and hear these stories not just as stories, but
toimgine if this is your famly nmenber and imagi ne
what the -- we take care of our children because we | ove
them we take care of our siblings because we | ove them

we give up a | ot because we |ove them So to have not
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only our lives stifled, but to al so have our |oved ones
life stifled, it's heart wenching. And to not just see
our |loved ones as dollars and cents, but as people who
actually contribute to the bigger neans of society. So
t hank you.

MR. KRULL: Thank you, Ms. -- thank you,
Naom , for making the conment.

We're going to go down to the next call-in
user. Let's nmove on down, Ms. Jackson. | think we're
going to have to unnute themall and just ask them

If you're a call-in user, just state that
you want to nmake a comment and we'll call on you.

M KE HOMRD: Hi, ny nane is M ke Howard.

MR, KRULL: Ckay. M. Howard, go ahead and
let's get your comment in.

M KE HOMRD: My wi fe Debbie and | are
representing our -- I'msorry. W're representing our
son Tyler Howard, who is a 28-year-old young man. Like
nost of the people you' ve heard fromtoday, you know,
our child, sibling, |Ioved one, face a tragic situation
intheir life, and we as their parents or relatives or
caregivers face sonething that we never thought we would
encounter, or could have imagi ned.

We, |ike many have said, we are grateful for

t he support that we received through the wai ver program
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and an inportant aspect of that is that it gives people
choice. Everybody's situation is different, and we have
currently choices that allow us to find the best
approach for our |oved one.

You know, that doesn't always happen right
away as you' ve heard, you know, people have tried
different things until they found sonething that works
for their child, and gives their |oved one the best
chance at living, at living life to its fullest.

You know, we're in a situation where our son
is -- he's at hone with us. W would never consider
having himin a group home. | know that's, you know,
that's not the best approach for everybody, but and
right now our son is allocated 24-hour care because of
his needs. However, due to our location, the provider
hadn't been able to provide 24-hour care for him

So alot of times my wife and | end up doing
that, which is fine, except in providing that care it
gives us little time to try to, you know, advance things
for him and to make his life better. W're just trying
to keep himstable, and keep himgoi ng from day-to-day.

Putting us in a situation where we don't
even have the option for 24-hour care is going to nean
our son will never be able to advance. He has a |ot of

opportunity to nove ahead. He has, in fact, noved ahead
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many tinmes only to encounter setbacks. But if, you
know, if the 24-hour care capability isn't there, then,
you know, the outl ook for himand being able to achieve
his greatest potential is very dim

So |, you know, sonebody said earlier that
M. Wakefield had said in a prior call that the vast
majority of people in the programw || not be inpacted.
Well, that's great. But | think you've heard from
peopl e who will be inpacted, and will be inpacted in a
very, very negative way; not only the caregivers, but
nmore inportantly the individuals whose life they are
seeking to inprove.

And it's, you know, it's good that you are

opening up this forumso people can share their stories.

And | hope sonebody, you know, listens to what is said
there and realizes that, you know, nmany peopl e under
t his program have been able to advance and, you know,
realize things that they thought were never possible in
the Iife of their I oved one, and to take all of that
away woul d be an incredible tragedy.

You know, on ny tonmbstone | want it to say
that | dedicated ny life to nmy child, and hel ped ny son

achi eve the nost that he could given his disabilities,

and | know many ot her people probably feel the sane way.

It's a passion and a focus that, you know, is with us
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every mnute of every day. And it's -- for this kind of
thing to even be considered and for the, you know,

obvi ous benefit that this brings to many, and for, you
know, for sonebody to suggest this is going to be pulled
away, it's disturbing.

And | hope that the inpassioned pleas that
have been made today and the letters that you wl|
receive give you further details, and will help the
peopl e maki ng the decision quickly decide that this is a
bad idea, and they should not do this.

And they -- the fact that this was even
considered to ne shows a | ack of understanding of what's
really involved, and a |lack of real commtnent -- |
mean, there may be words out there, but real commtnent
to help inproving the life, the lives, of those who are
nost vul nerable in our state.

Thank you for allowng ne to talk, and I
hope that you will listen to what everybody has said
today and get this to the people who nmake the deci sions.
| thank you very nuch.

MR. KRULL: Thank you, M. Howard, for your
comments, and your tinme and participating in this
heari ng.

As | stated earlier on nunerous tinmes, these

comments that are nmade today will be transcribed and
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passed along to the board at their Decenber board
meet i ng.

And so is there anyone else? | think we've
got to go through the rest of the callers that are

calling. M. Jackson will you --

KATHRYN HI LL: | finally got on. Kathryn
Hill.

MR. KRULL: OCh, hey, Ms. Hill. How are you?

KATHRYN HI LL: Good.

MR. KRULL: It's good that you got through
the phone. So go ahead and we'll get you to go ahead

and make your public coment for the public hearing
today. You can go ahead and begi n.

KATHRYN HI LL: Okay. Thank you. And thank
you for having this.

| Iive in Eatonton, Georgia, and ny son
Bobby is 19 years old with several disabilities that
require that he receive skilled nursing through the
Medi cai d program cal | ed GAPP

He has 12 hours a day nursing, and his
parents, which are nme and ny husband, 54 and 55, are the
other 12 hours of skilled nursing care.

My husband and | both work, and we haven't
gotten much sleep in the last six years when the skilled

nursi ng care began to be needed.
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Let's see.
The life support services, | think that's
how it said -- I"'mnewto it because we're still under

GAPP right now -- give services to the famlies that
need it, and the individuals. And the cap for six hours
for nost people unless they are in a group setting would
not be enough. M child, of course, needs 24 hours of
skilled care. So right now 24 hours of care is possible
for the people that need it.

My son, when he graduates out of GAPP at 21
wWill go into this waiver program and because of all his
critical care nedical disabilities he would qualify and
receive 24 hours of skilled nursing care at this tine.

As an aside, these nurses are paid | ess than
the GAPP program nurses. And we live in rural Georgia,
so it is already very hard to find quality nursing; so
that's not even addressed that we can't even have
qual ity nursing because the nurses aren't being paid as
much as the pediatric program There is so many ot her
j obs the nurses could have nmaeki ng so nuch nore noney,
they have to really want to do this sort of thing.

Many people need this program So that's
why I''mwanting to comment and, obviously, there is
ot her people, but in the schene of things that's not

very many. The changes would require himto in the
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future nove into a group honme, possibly even a nursing
honme due to his nedical needs, or he'd have to continue
tolive with his parents, who are currently working and
do the other eight-hour shift as we continue to work and
ai d.

These prograns are designed to do different
things in the population, and it's things |ike
i ndependence, jobs, daily care, shopping, housekeeping,
entertai nment, nedical necessity and so nuch nore.

The A nstead Act has addressed this in the
past. And year after year famlies have to advocate and
fight for their famly menbers to keep and have services
that allow themdignity, and for other famly to --
other famly nmenbers to feel nore hopeful about the
future without themin it as their care person

When | was review ng the state budget back
before it was approved, many of the special needs
popul ati on progranms seemto be getting elimnated as if
they are not needed. | really question that. On the
other side, it takes nountains of paperwork to be part
of any of these prograns frombirth to death.

| know that the fraud is real and people
t ake advantage of the system but we are the famlies
with the | east energy, the least tine, and the nost to

| ose when we're kicked out for not dotting an
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properly. And that does happen. | don't know if you're
aware of that, but that does happen.

| hope | was able to convoy accurately what
my concerns are, and thank you for your tine.

MR. KRULL: Thank you, Ms. Hill, for your
comments and being part of this hearing today.

Ms. Jackson wi Il unmute sone ot her people on
the call and see if they are wanting to nmake comments.

Anyone out there in tel ephone | and wanting
to make a conment ?

ANN OVEN:  I'm Ms. Owen. | want to thank
you for allow ng --

MR KRULL: Ms. Owen.

ANN ONEN: | want to thank you for
all ow ng --

MR. KRULL: Yes. Go ahead.

ANN OAEN:  A- N-N.

Al right. | just want to thank you for
heari ng everyone's comment. | also want to -- excuse

me -- thank you for allow ng both ny daughters Any Odom
and Laura Omens to speak. | hope their words wll be
heard, and | have heard you say many tinmes that all of
this will be transcribed and sent to the board for the
Decenber neeting. |'mjust grateful to you. | was not

able to get on Wbex, but | have been listening the
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entire time, and | thank you all.

MR. KRULL: Thank you, ma'am for your tine.

Let's see, is anyone else calling in? Let's
unmute the rest of these phone callers.

Okay. Anyone on the phone that hasn't made
a comment that would like to make a coment, pl ease
speak up.

M KE MCBROOM It's Mke MBroom and I'd
like to make a comment and nmaybe ask a questi on.

MR, KRULL: Sir, can you go ahead and start?
VWhat is your nane agai n?

M KE MCBROOM M ke McBroom

MR. KRULL: MBroom Ckay. W can't --

M KE MCBROOM M CB-ROOM (lnaudible.)

MR. KRULL: And that's great, M. MBroom
We don't take questions through this forum You can
obviously email themto Ms. Danisha WIIlians at
DDA-NWI-L-L-1-A-MS a-t dch. ga. gov.

M KE MCBROOM  Ckay.

MR. KRULL: And I'll post that again. She
w Il get your question routed to the appropriate person
so hopefully they answer the question for you okay.

M KE MCBROOM  Okay. That woul d be great.
| do want to make a comment.

MR, KRULL: Sur e.
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M KE MCBROOM W have CLS in-hone care.
Qur son has autism seizure disorder, behavior
di sorders, all sorts of things. And |I'mnot sure how
t hese cutbacks are going to hit us at this point, but I
know that it's a regression and it wll later.

But we al so have two-on-one support when
he's out in the community, and |I'm concerned if you
start limting the nunber of hours that that may affect
t he two-on-one.

Qobvi ously, he has to have an ARS, and | have
heard that that may be going away, and if it is, that's
a problemtoo. And I'mgoing to put through witten
coments. But, you know, it's a concern to us that it
sounds like after 20 years, 30 years -- well, 20 years
since HB100 that we've been trying to inprove services,
it sounds like DCHis trying to start rolling them back
and that is the wong direction. And I wll email ny
coments and the questions to Ms. WIIians.

MR. KRULL: Thank you, M. MBroom W
appreci ate your coonments, and we'll | ook forward to
receiving those in an email and presenting those to the
board i n Decenber.

Ms. Jackson will -- if you want to unnute
the rest of the phone callers, and I'Il inquire whether

anyone has anot her comrent.
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Ckay. If you're on the phone and you're
calling in, and you want to make a coment go ahead and
state your nanme. And I'Ill try and capture their --
okay. Once again, if you're calling in and you haven't
made a comment yet, please state your nane and we'l|l
capture your coment. W give everyone the opportunity
to make their comment before we nute those phones again.

Ckay. Go ahead, Ms. Jackson, you can nute
t hose phones. | think that's captured all of them

And we're going to go ahead and | ook one
nmore tine to see if anybody has a hand rai sed on the
Webex pl atform

(60-second pause 12:00-12:01 p.m)

MR. KRULL: W' ve asked several tines.
We've al so went through the list of attendees to check
if they are or anyone are wanting to nmake conments.

W' ve | ooked at the chat, and no one has indicated they
want to nmake any comments.

So I want to thank you each of you for
provi di ng your oral comments today. And let ne
reiterate the period for the public comment will expire
on Decenber 14th, 2020. As | indicated earlier, earlier
comments will be entered into the official record as
well as the transcription of the oral coments that

we' ve heard this norning.
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The board will be asked to vote on this
public notice for final adoption at the January 14, 2021
meeting, which will be held at the Departnent of
Community Health at 10:30 a.m, and I'll just indicate
make sure everyone checks the neeting notices to see if
they are in person or virtual based on public health
energency and Covi d-19 pandemn c.

So at this tinme it looks like it's going to
be in person, but it may be a Wbex neeting. But you
just want to nmake sure, just check the public notice on
the DCH website. There is a |lot of information out
there, including this public notice, with the
i nformati on on how to get the coments.

So thank you once again for your attendance,
and we really appreciate everyone participating today.
There being no further person who wi shes to nmake a
comment, this public hearing is adjourned at 12:02 p. m
Have a good day, everyone.

(Concl uded at 12:02 p.m)
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CERTI FI CATE
STATE OF GEORA A:
COUNTY OF DEKALB:
|, Maureen S. Kreiner, Notary Public and Certified Court
Reporter in and for the state of Georgia at Large, do
hereby certify that the foregoing proceedi ngs were taken
down and reduced to witten formby ne, that the
foregoi ng pages 1 through 64 represent a true and
correct and conplete transcript of the proceedi ngs as
they transpired, to the best of ny know edge, skills and
ability; that | amnot a relative or enpl oyee of any
attorney, counsel, or person associated in any way with
this matter or attendant at this proceeding; nor am!|l
anywi se financially interested in this matter or action
or outcone of sane.

This, the 23rd day of Novenber, 2020.

ik

MAUREEN S. KREI MER, CCR-B-1379
Notary Public in and for the
State of Georgia. M Conmi ssion
Expi res August 14, 2024.
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