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SENATCR MANNI ON: Good afternoon.

' m John Manni on, Senator, and Chair of the
Senate Standing Conmittee on Disabilities.

It is 1:00 p.m on Thursday, June 3rd, and
| "' m conveni ng the New York State Senate Roundtabl e
to Evaluate the State's Response to COVID-19 at
Residential Facilities for Devel opnentally and
Intellectually Disabled Individuals.

"' mjoined by nmy ranking nmenber,
Senat or M chael Martucci

And we al so have been joi ned by
representatives of Senate staff, including
Senat or Brooks, Senator Reichlin-Mel nick,
Senat or Kam nsky, Senator Gallivan, Senator Mattera
and Senator Breslin.

|"d like to thank all nmy coll eagues on the
commttee for noving so many inportant bills this
| egi sl ative session.

We' Il be speaki ng about sone of those bills
t oday because they relate directly to OPVWDD s
pandem c response.

Wien | was naned Disabilities Commttee
Chair, | said | wanted to be a chanpion for this
comunity.

This roundtable is the nost significant
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action the cormittee has taken in its short history,
and it continues the Legislature's renewed focus and
commtment to the I1DD comunity, our -- and their
famlies.

The commttee takes its oversight
responsibility extrenely seriously.

| view our mandate today as getting answers
for fam lies and individuals.

Qur support for |1 DD New Yorkers takes nany
forns.

| should include that we are joined by
conmittee menber Senator Sincha Fel der.

During the budget negotiations, the
Legi slature conpletely rejected the Governor's cuts
to OPWDD servi ces.

We secured a cost-of-living adjustnment for
the I DD workforce, the first one in over 10 years.
And | was proud to sponsor a vaccine clinic in
Onondaga County where we adni ni stered singl e-dose
Johnson & Johnson shots to over 200 | DD New Yorkers
and their caregivers.

We al so recently announced funding for
Special Aynpics unified sports prograns, and were
able to deliver good news to a north Syracuse

famly, that one of the nenbers will be going to
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Disney Wrld for the 2022 Special Oynpics U S.
ganmes in Ol ando, Florida.

The work that we do is real, and the results
are real. Qur commtnent is unwaveri ng.

Today we are joined by fam |y advocat es,
sel f -advocat es, providers, and other stakehol ders,

i ncluding DSP representatives. They conme from every
corner of New York, and | believe they have the
greatest insight and perspective, including their
personal experience with OPWDD s COVI D-19 policies
and acti ons.

Thank you to all of our panelists for your
conti nued advocacy, and for taking time out of your
day to explain your experiences to the Senate and to
your fell ow New Yorkers.

Every effort was nmade to ensure our panelists
are representative of OPWDD s service comunity.

Due to the format and tinme considerations, we
cannot accommobdate all parties that wish to speak in
per son today.

We have received witten statenments fromthe
Publ i ¢ Enpl oyees Federation, M chael Carey,

Jim Moran, Nick Cappoletti, Russell Snaith, and
Susan Hanovitch, that have di ssem nated to every

menber of the New York State Senate.
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Al materials related to this roundtable wll
be posted on the Senate website.

W are also grateful to OPWDD for agreeing on
t he i mportance of having this conversation. That
agreenent is evidenced by the participation of OPWD
Conmi ssi oner, Dr. Theodore Kastnner.

Dr. Kastner is famliar to many of us.

Hi s appearance before the conmttee today
| ends additional credibility to our work, and I | ook
forward to hearing his insights in just a nonment or
t wo.

The Conmmi ssioner will be our first speaker,
and will appear solo to allow for an extended
conversation with senators.

The Conmmi ssioner will be |eaving after our
initial question-and-answer section, and then we
wi |l begin our panel portion of the program

| will first say what | hope this exercise
today is not; that it is not a forumto score
political points, nor would it be a forumfor unruly
or disrespectful behavior, and it's not a forumto
spread m sinformation of any kind.

W are going to -- what we are going to do is
begin to set the record straight, and nake sure that

the waters are cl ear.
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As the noderator, | expect all participants
to be professional, adhere to tine limts, and help
uphol d the decorum of this proceeding.

| believe today is an inportant step towards
a fully transparent and public accounting of OPWDD s
COVI D- 19 response.

In addition to the facts that will be entered
into the public record today, the Senate and
Assenbly have passed Senate Bill 6294, which is ny
| egi sl ation, mandating that OPWDD to produce a
public report, evaluating its COVID response.

| want to nmenorialize the agency's chall enges
and its successes so that we have the information we
need to strengthen its response to future public
heal t h emergenci es.

|'d also like to nention Senate Bill 6295,
that is ny bill, mandati ng OPWDD purchase and
provi de PPE for all DSPs, residents, and other
staff during declared health enmergencies.

Make no m stake, the information ascertained
today will be used to influence future public policy
and future funding priorities.

Today's format will be an official New York
State Senate roundtable. | believe strongly that

this is the perfect format for this conversation.
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Al'l participants, fromthe Comr ssioner on
down, are all here willingly and are eager to
di scuss today's topics.

Those topics will be alnost entirely rel ated
to the pandem c response; however, we wll take
advant age of this opportunity to delve into sone of
the system c issues that are plaguing the field.

Today we will be very thorough. | believe it
will be extrenely worthwhile. And | believe this is
in the very best spirit of good governnent and
| egi sl ative oversight.

However, | will also rem nd everyone that
this body has additional investigatory tools and
resources it can use to conpel information and
t esti nony.

Let's begin with an overview of our topics
today, which are: Reporting and transparency.
Program flexibility and new nodel s of care.

Personal protective equiprment. Staffing (video and
audio lost) and testing. Visitation. Vaccination.
Fi scal inpact and ot her chall enges.

Each panelist will have two mnutes to speak,
foll owed by a question-and-answer portion.

| would |ike now to offer ranking nmenber of

the commttee, Senator Martucci, up to five mnutes




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

12

for his opening remarks.

Thank you.

Pl ease go ahead, Senator Martucci.

SENATOR MARTUCCI :  Thank you, Chai rnan.

| appreciate the opportunity to be here and
express ny views on these matters that, | think
we're all in agreenment, are so inportant to our
state and to our |DD conmunity.

| al so appreciate your friendship and
partnership on these inportant issues that inpact
our nost vul nerable citizens.

Chai rman, you have al ways been -- approached
this the same way | have, which is in a bipartisan
manner .

| certainly appreciate that, and | think we
made a good team for that reason

We're not here for politics, | agree with
you, M. Chairman, but to get to the truth, and to
be a voice for famlies who have | ost |oved ones due
to the m sguided policies of the adm nistration.

| feel it's incunmbent on us to get sone
answers and not be distracted.

Regar dl ess what our governor says, all the
lives lost in nursing homes in our OPWDD facilities

matter.
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And how and why they died is a legitinate
issue for us as a Legislature to exam ne, but is the
key issue that we need to be exam ning.

| am di sappointed that we're here at
roundt abl e today rather than a hearing, where we
coul d have, if necessary, issued subpoenas to
wi t nesses, and for docunents.

| " m di sappointed that it took us this long to
have a public forum but I"mcertainly glad that we
are finally here.

But |1'm nost di sappoi nted and, frankly,
pretty nmad, that we're not focusing the efforts of
this forumon only two things: The deadly OPWD
order of April 10, 2020, and the staffing crisis
that's crippling our facilities and exhausting our
har d- wor ki ng provi ders.

The other issues in our discussion, and this
list is surely inportant, and |I'm concerned about
themtoo, but what | see the widening list of topics
to be is a way to water down the real discussion on
what we shoul d be having, and for that |I'mvery
di sappoi nt ed.

Wth regard to the April 10th order, here are
t he key questions that | have today, which should

cone as no sur pl’l Se:
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1. Wiy did Comm ssioner Kastner issue the
April 10th order that required the readm ssion or
adm ssion of COVID-certified residents to these
facilities?

2. Wiy has the departnment refused to even
up until today, which is June 3, 2021, when we know
of the awful inpact of this, orders of this nature,
refused to rescind it, considering that there was a
459 percent increase in the deaths at group homes in
April of 2020 conpared to April of 2019.

I ndi vidual s in these homes were three tines
nore likely to be infected and to die from COVI D
than in the general popul ation.

And, 3. What comunications did
Comm ssi oner Kastner and his departnent have with
Governor Cuono, the Governor's senior aides,
Comm ssi oner Zucker, or anyone else in the
adm ni stration about this order in question?

Why has the Commi ssioner utterly refused to
provi de those comruni cations to me or to this
conmittee?

Basically, it comes down to the sinple
guestions of:

What did the departnment know, and when did

t hey know it?
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And nost inportantly, what role did
Governor Cuonb, who we now know covered up the
deat hs of nearly 15,000 el derly people in nursing
homes, play in this decision-naking?

| made attenpts to collect this information
And after witing OPWDD and its conmm ssi oner
directly nonths ago, requesting this information,
| received only a partial response.

Conspi cuously mssing fromthis response were
correspondence with the Governor's office that
| requested with respect to this April 10, 2020,
or der.

When | publicly criticized OPWDD for failing
to reply conpletely to ny inquiry, the response was,
guote: OPWDD is proud of the significant efforts
New York has nade to ensure the safety of people
wi th devel opnental disabilities during the pandeni c,
and strongly disagrees with the m srepresentations
and fal se narratives being perpetuated by certain
politicians for apparent political purposes.

| know that this response was referring to

And what all New Yorkers now know is that the
sane narrative, which was sold to us for nonths

about deaths in nursing honmes, was a lie.
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That's why we're desperately | ooking for
answer s today.

On the staffing crisis, the Chair and | both
wote Dr. Kastner in strong opposition to cuts to
the voluntary residential program

These have not been del ayed or rescinded
despite the nmassive infusion of cash in our budget.
And not only should these cuts be rescinded, but
| believe they inperil the ability of the
depart nment.

It's also inportant that we use these funds,
t he Hone & Comrunity-Based Services' federal nedical
assi stance noney that's been allocated in the recent
COVID relief bill, to address just this.

Simply put, we don't need to nake these cuts,
and our overworked staff cannot handl e any nore
reducti ons.

| thank the menbers for being here today, and
all the organizations who will speak.

| deeply appreciate the work you do on behal f
of the DDI D conmunity.

What |'mhere to tell you is that you are the
true heroes. And |I'mproud to be an advocate for
you, and nost inportantly for those that you care

for.
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Thank you, M. Chairman.

SENATOR MANNI ON: Thank you,

Senat or Martucci, and | understand your concerns.

| believe that today we are going to hit on
the things that are truly the priorities here. And
| don't believe that we're | ooking at anything
related to a whitewash.

And with that, | will say that |I'm | ooking
forward to begin with our first panelist, which is
Conmmi ssi oner Kast ner.

Thank you for being here, Conm ssioner.

DR. THEODORE KASTNER: Well, thank you.

Good afternoon, Senator/Chairman Manni on,
Ranki ng Menmber Martucci, and other distingui shed
menbers of the Senate Committee on Disabilities.

| am Ted Kastner, Conm ssioner of the
New York State O fice for People with Devel opnent a
Disabilities.

Thank you for the opportunity to tal k about
OPWDD' s response to the COVID-19 public health
ener gency.

From t he begi nning, OPWDD has been an
integral part of the state's groundbreaki ng response
to the COVI D pandemi c.

OPWDD s first positive case was reported on
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March 11, and our second on March 13, 2020.

The scope of the challenges we would face hit
home al nost i medi ately, |eaving no doubt that we
were facing a w despread health crisis and needed to
transition imediately from contai nnent to
mtigation strategies.

OPWDD and its providers, in response to
COvVI D, denonstrated no limts in our commtnent,
ingenuity, and flexibility.

Qur O fice of Emergency Managenent was
activated during the week of March 9th to coordinate
our case finding, tracking, data analytics,

PPE di stribution, and other critical tasks on a
24/ 7 basi s.

On March 13, OPWDD redepl oyed internal
affairs investigators to New York Gty to | aunch a
process that would be | ater recogni zed as contact
tracing and identification. Nearly 100 of OPWD s
internal affairs personnel were in the field.

Si mul t aneously, we identified the need to
understand the extent of the pandem c and gui de our
depl oynment of resources.

By March 16, OPWDD s i nci dent managenent
application was reprogramed into an effective

COVI D-reporting system
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This was | ater expanded to include mandatory
reporting of all infections and deat hs of
i ndi vi dual s through a 24-hour hotline, enabling
real -tinme data to informthe i medi ate depl oynent of
resources throughout the state.

As the pandem c progressed, we were
simul t aneously operating nultiple initiatives.

We closely coordinated with the
New York State O fice of Emergency Managenent and
their control centers.

In early March 2020, OPWDD created an
internal process for tracking all of COVID-rel ated
tasks and assignnments. The |eadership net nultiple
times per day to inplenment hundreds of internal
processes to inprove our perfornmance.

OPWDD s | egal team promul gated gui dance
docunents, under the authority of the Governor's
executive orders, that nandated the reporting of
COVID testing results, and created requirenents for
guarantine and isol ati on neasures, and inplenented
i edi at e cont ai nment measures.

OPWDD has si nce devel oped over 100 gui dance
docunents to assist providers in addressing the
public health emergency, and tenporarily elim nated

or nodi fied dozens of state and federal regulations
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or rules, granting providers the greatest
flexibility possible while maintaining the health
and safety of staff and clients.

Since the very start, comuni cation has been
a primary goal .

OPWDD sought to keep stakehol ders as inforned
as possible despite the rapidly changing | andscape,
by bringing themtogether to assess and coordi nate
our needs, plans, and activities.

By the end of the second week of March 2020,
we were neeting with representatives of our
provider, famly, and self-advocacy communiti es,
sonmetimes nultiple tines a day, in order to keep
i nes of conmuni cation as open as possi bl e.

Those neetings continue to this day, now
bi weekly, so that we continue to gather feedback
di ssem nate information regarding data related to
i ndi vidual and staff infections and deaths, and to
respond directly to questions.

W' ve responded to thousands of requests for
i nformation from people we support, their famlies,
el ected officials, and the nedia.

I n addi tion, OPWDD | aunched a new website in
April 2020 that is designed to be easier for

i ndividuals and famlies to navigate, and began
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bui l ding an inproved distribution list to help OPWD
better communicate with all stakehol ders.

The new website now contai ns an extensive
section with informati on and pl ai n-1 anguage
resources for famlies, as well as guidance for
provi ders.

Finally, in April 2021, we began publi shing
COVID-19-rel ated data on our website. The data is
updat ed daily.

Wi | e Governor Cuono was coordinating with
ot her governors in our region, | was in contact with
other state leaders in the field of intellectual and
devel opnental disabilities, particularly in
New Jersey and Connecti cut.

We recogni zed the need to cl ose day prograns
early on as they were a major source of the
potential spread of the virus.

So on March 18, 2020, we took the
unprecedented action of closing all certified day
prograns, sending 55,000 individuals back to their
hones.

The foll owi ng week, on March 24, 2020, we
reluctantly inposed restrictions on conmunity
outings fromand visitation to group homes in order

to help ensure the safety of the approxi mately
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35,000 vul nerable individuals living in certified
group hones, as well as their famlies, and the tens
of thousands of staff menbers working in those
hones.

Every effort has been nade to separate
i ndi vi dual s who were either infected or presuned to
be infected with COVID fromthose who were not
i nf ect ed.

When hospitalization is not nedically
necessary, care in the hone is provided as safely as
possi bl e.

Resi dential providers nust conply with
conpr ehensi ve gui dance about how to clean and
di sinfect, how to separate infected individuals from
t hose who are not infected, and what other types of
precautions are required by the CDC and the
New York State Departnent of Health.

| ndi viduals with known or suspected COVI D 19
are placed in single-person roons with a dedicated
bat hroom or cohorted with others who are infected.

When necessary, an individual with COVID 19
can be noved to a separate cohorted setting, often
in adifferent |ocation or hone.

Begi nning the week of March 23, 2020,

provi ders were authorized to establish tenporary
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resi dences to acconmodate quarantine and isolation
needs for individuals who could not be safely served
in the residence or who lived at hone with their
famlies.

OPWDD coordinated with our residential
provi ders, day-program providers, and famlies to
al l ow as many as 100 vacant day-programsites to
tenporarily house individuals who nay have presented
a risk of infection.

In addition, we created an alternative
housi ng resource through our crisis respite
authority.

Providers were offered an opportunity to
create a short-term COVI D-specific residentia
capacity, using this flexibility, and we devel oped
nore than 100 opportunities across the state that
could transition individuals if they were unable to
be safely supported in the hospital, their group
home, or their famly hone.

No i ndividual who was synptomatic or infected
with COVID, or who was di scharged froma hospital
or voluntarily left their group hone, was returned
to their home if it was not safe to do so.

And | just want to repeat that.

No i ndividual who was synptomatic or infected




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

24

with COVID, or who was di scharged froma hospital
or voluntarily left their group hone, was returned
to their home if it was not safe to do so.

In |ate March 2020, OPWDD s clinical and
state operations teans revised our training
mat eri al s, and provi ded opportunities for renote
training of all State-operated and
vol unt ary-operated staff.

Based on the revised curriculum we devel oped
an assessnment tool to verify that staff engaged in
proper cleaning, hygiene, and infection-control
neasur es.

The new tool was shared with every voluntary
provider for their internal use.

OPWDD t hen used the tool to survey every one
of its 1,025 State-operated group hones by early
April 2020.

The tool was used by our field inspectors to
survey nore than 600 residential settings operated
by nonprofit providers that we deened to be high
risk due to the presence of COVID.

New York State was one of the first states to
apply for an Appendi x K, the federal approval to
allow flexibility in the use of waver funds in

response to COVID.
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New York was al so one of the first states to
use retainer funds to financially support providers
during program cl osures.

Ret ai ner funds were nmade available to
day- program providers to retain personnel who woul d
ot herwi se have been furl oughed when day prograns
wer e cl osed.

Providers were able to secure up to
100 percent of the funding they had previously
earned t hrough the provision of services.

This staff resource was then able to be
depl oyed by providers to address the needs within
residential settings affected by COVID, or to create
addi tional staffing capacity.

This was particularly inportant when agencies
were forced to quarantine staff who were exposed to
the virus and creating staff shortages.

The availability of retainer funds offered
vol untary providers the support they needed to
sustain revenue, and ensure that staffing | evels
were appropriate to maintain the health and safety
of our individuals.

The federal governnment suspended
retai ner-fund paynments to New York State in md-July

after 90 billing days.
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I n August of 2020, OPWDD of f ered day- program
provi ders additional billing flexibility.

Day progranms are now provided to bill for a
full day of services, which previously |asted the
m ni mum of 4.5 hours, after only 2 hours.

Day programs are also permtted to bill for
hal f day of services, which had previously |asted
two hours, after only one hour.

This flexibility will last until the end of
t he public health energency.

New York's emergency waver was al so nodified
to create alternatives to center-based day
pr ogranmm ng.

Up to 35,000 individuals were afforded the
opportunity to receive habilitative services at
their residence through Community Habilitation-R

I ndividuals living with their famlies were
also able to receive habilitative services and
respite using renote technol ogi es.

We encour aged providers to expand capacity to
deliver day prograns w thout walls.

We al so tenporarily suspended face-to-face
visits with care nanagers, and allowed CCOs to
renmotely devel op care plans.

OPWDD partnered with the New York State
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Departnment of Health to ensure that individuals
living in certified residential settings, and their
staff, were prioritized for the COVID 19

vacci nati on.

As of May 14, 2021, nearly 85 percent of our
individuals in certified residential settings are
either partially or conpletely vacci nat ed.

In addition, 30.9 percent of staff working in
certified settings have been partially or conpletely
vacci nat ed.

| ndi viduals with intellectual and
devel opnental disabilities not residing in certified
residential settings, and their staff, becane
eligible for vaccination in |late February 2021.

At the present tine, 35 percent of those
individuals are either partially or conpletely
vacci nated; in addition, 24.9 percent of staff
wor ki ng in community settings have been partially or
conpl etel y vacci nat ed.

We are working with our stakeholders to
i mprove vaccination rates.

Despite our best efforts, COVID took a tol
on the individuals we serve, their famlies, and
staff.

As of May 17, 2021, out of 128,000 people
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supported by OPWDD, 10, 633 people with devel oprent al
disabilities across the state have tested positive
for COVID-19, including 7,127 individuals in
certified residential settings.

I n addition, of the nore than 100, 000 staff
supporting these individuals, 15,078 staff across
the state have tested positive for COVID 19
including 11,481 staff working in certified
residential settings.

It is with great sadness that we report that
668 people with devel opnental disabilities,

i ncluding 577 individuals residing in certified
residential settings across the state, have passed
away wWith a positive COVID 19 test.

However, as a result of high vaccination
rates anong our individuals, rates of infection have
dramatically decreased across our entire system

We are currently reporting only 10 to
20 individuals who are newy positive each week, and
nortality has significantly dropped.

Now with significantly decreased rates of
infection, we are using the opportunity to safely
restore and redesi gn services.

Day progranms have been allowed to reopen

since July 2020, and are asked to submit a safety
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plan to OPWDD, and to post that plan on their
website, prior to reopening.

Visitation at group hones and comunity
outings are now permtted for individuals in
residential settings, but with certain restrictions
and docunentation in place.

We are screening all individuals, all staff,
and all visitors in settings every day.

Last nonth we |iberalized the use of
guarantine in group home settings. Individuals who
are vaccinated will no longer be required to be
guar anti ned when they come in contact with staff or
i ndi vidual s who are potentially infected.

We are al so undertaking outreach efforts to
i ndividuals, famlies, and providers through a
series of focus groups, snmall foruns, and
di scussions, to receive stakehol der input into what
the "new normal" should be, and how we can neet
service delivery needs in the future.

We al so | ook forward to working with
| egi sl ators to hear your ideas on how we can best
nmeet our needs, going forward.

As we nove forward, we remain diligent to
prevent future outbreaks of COVID-19 anong the

peopl e we support.
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Since the onset of the pandem c, we have
devel oped a surveillance capacity which all ows OPWD
to respond within 24 hours to any known occurrence
of COVID. W will build upon that resource as
necessary.

Qur internal affairs staff continue to track
cases and nmake additional case identifications.

We depl oy our licensing and certification
staff to make unannounced visits to high-risk
settings.

Anticipating the inpact of influenza | ast
year, we inplenented a strategy to ensure
i muni zation of those individuals and famlies who
require flu shots.

In addition, this year we're prepared to
renew our COVID-rel ated responses, including proceed
of a COVID 19 booster, if needed, as we nove into a
potential COVID 19 season in the fall of 2021.

Before closing, | want to personally
recogni ze the heroic efforts taken by direct support
prof essi onal s who continuously put the needs of the
peopl e they support above their own.

Working in a pandemc is frightening,
wondering if you will be infected, infect the

i ndi vi dual s you support, or bring the infection home
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to your own famly.

Di rect support professionals and their
supporting clinicians kept people alive and gave us
hope during unprecedented tines.

We are inmmeasurably grateful for their
conmi t ment and dedi cati on.

| would also like to recognize the great work
done by many of the | eaders in our provider
or gani zati ons who qui ckly devi sed creative sol utions
t o unprecedented probl ens.

Thank you for your tine, advocacy for our
comunity, and the opportunity to submt testinony
on the inpact of the COVID 19 pandem c on the
| DD conmuni ty.

And | | ook forward to taking your questions.

SENATOR MANNI ON: Thank you, Conmi ssi oner,
for that information, and for the outline of OPWDD s
COVI D- 19 response.

| should nmention that we have been joi ned by
Senat or Persaud

The next phase of this will be that senators
may ask questions of the Conm ssioner for -- if they
are a nenber of the comnmttee, for five mnutes;

t hat includes question and answer. And then

three mnutes if they are not a nenber of the
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conmittee.

And at that point, the Conmm ssioner will be
excused, and then we will nove on to the panelists.

So senators nust raise their hands by using
the "rai se hand" feature on Zoom and I'll call on
you when it's your turn.

Agai n, menbers of the commttee would have --
the Disabilities Commttee would have five m nutes,
and any senators that are here that are not nenbers
of the committee would be three.

So I'lIl start with nyself, and then we'll
nmove on to Ranki ng Menber Senator Martucci.

Comm ssi oner, can you explain the differences
bet ween a nursing hone and a certified OPWD
resi dence, and speak to the differences in the COVID
response for these facilities as they may be uni que
from each ot her?

DR. THEODORE KASTNER  Well, Senator, |'m not
responsi bl e for the operation of nursing homes, and
| have no particul ar expertise in the operation of
nursi ng homes, their managenent.

| can generally say that nursing hones are
much | arger than our OPWDD certified facilities.

| can't speak to how nursing homes were

engaged in the process of containment or mtigation
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around the COVID infection

| apol ogi ze, but that's really outside of the
scope of both ny professional experience and ny role
here at OPWDD.

SENATOR MANNION:  And | think you may have
al luded to, in sonme of your -- although not
conparing themto the nursing hones, in your
statenent you had tal ked about the nature of these
resi dences.

So al ong those lines, could you explain the
role that the Departnent of Health and stakehol ders,
such as sel f-advocates or fam |y advocates and
providers, had in either helping to create the
regul ati ons and the gui dance, or anending the
gui dance, as it relates to these residenti al
facilities?

DR. THEODORE KASTNER  Certainly.

Just going back to review the tineline:

New York State received approval fromthe
federal government to begin testing for COVID on
February 29 of 2020.

On March 1st of 2020, New York identified its
first positive case, and on March 2nd its second
positive case.

At the tinme, New York City had very, very
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limted testing capacity.

| believe it was on March 13 that
New York State actually achieved 1,000 tests per
day, which was an inportant ml estone.

By January of 2021, the state was able to
perform 325, 000 tests per day.

But back in early March it was extrenely
difficult to get our hands around the extent of the
i nfection.

You may recall that, on March 10, 2020,

New York State inplenented a contai nment zone, one
of the first containment zones in the country,
around the city of New Rochelle in an effort to
contain what was then believed to be a |ocalized

i nfection.

Qur first case occurred the next day,

March 11, and the second case was March 13th.

March 13th was really a big day for us. W
had a case that was confirmed in the norning, a case
that was confirnmed around noon, and by the afternoon
a third case.

W were concerned at that point that
i ndi vi dual s who were infected in group home settings
were using transportation resources, whether they

were public transportation or nedical
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transportation, to go to a day program where

200 individuals were working. And that after

| eavi ng those day progranms, they went back to dozens
of honmes that were supported by up to 12 agencies
across Brookl yn and Queens.

W nmet with our stakehol ders daily, and
t hrough that weekend had numerous phone calls and
nmeetings nultiple tines per day, to tal k about
nmovi ng qui ckly fromcontainnent to mtigation, and
the need to close day prograns because they appeared
to be the primary vector for transm ssion.

We agreed with our providers that that was
t he prudent thing to do.

At the tinme, they asked us for a coupl e of
days to alert their stakeholders that this would be
com ng.

W settled on Wednesday, March 18th, as the
day we woul d cl ose our day prograns.

That was an extrenely difficult and bold nove
on our part.

We severed the relationship between day
progranms and work for 55,000 individuals, but we
felt that was the prudent thing to do.

A week |ater, on the 24th, as we continued

to be engaged with our stakeholders, we limted
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visitation to certified residential facilities, and
we limted outings fromthose centers.

And it was sinultaneous with those two steps
t hat we began | ooking at creating alternative
residential capacity, which |I've described, and
trying to stabilize not just our residential
providers, but all of our famlies and individuals,
to ensure that parents who had children living at
home who were positive could get the support that
t hey needed, particularly if they thensel ves were
ill with COVID and couldn't care for their |oved
ones.

So we had a rapidly devel opi ng process, where
we took what we believed to be prudent but rather
extraordi nary neasures to protect our individuals.
And by "protection” | nean to prevent transm ssion.

That was the key of all of our effort: If we
could stop transm ssion, we could save lives and
keep peopl e heal t hy.

SENATOR MANNI ON: Thank you, Conmi ssioner.

| may have a coupl e questions on the backside
of this, but in-- 1 want to make sure that we nove
on to Senator Martucci for five mnutes. And then
if any other senators have questions, please use the

"rai se hand" feature.
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Senat or Martucci .

SENATOR MARTUCCI :  Thank you, Chai rnan.

Hell o, Dr. Kastner.

So maybe I'm-- I'mjust starting maybe with
nmy broadest question.

You know, from your perspective, why were
infection rates and death rates in your facilities
during the height of the pandem c so rmuch hi gher
t han the wi der popul ation?

DR. THEODORE KASTNER  Well, | think, in
general, there's two reasons that norbidity and
nortality rates woul d be hi gher anong people with
intellectual and devel opnental disabilities.

The first is, our individuals have higher
rates of conorbidities, medical conditions, that
| ead to higher rates of nortality.

And they're the same as every other group of
i ndi vi dual s; heart disease, pul nonary di sease,
cancer, diabetes, hypertension.

Al'l of those nedical conditions increase the
ri sk of having a poor outcone or dying after
infection. And our individuals, particularly those
in certified settings, have higher rates of those
conorbidities.

The second is that congregate care setting,
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by their very nature, have higher rates of
transm ssi on because there are nore peopl e noving
t hrough t hem

In a famly's home, the only people noving
through are the famly nenbers; however, in a
congregate setting like a group hone, staff are
nmovi ng through, and there are nore staff than famly
menbers.

So everyone's acknow edged that congregate
care settings have higher rates of nortality and
nor bi dity.

We personally don't think that it's a
reasonabl e conparison to | ook at the general
popul ati on and our high-risk settings, our |RAs.

A nore useful conparison would be the genera
popul ati on of the state of New York against the
general popul ation of people with | DD

And we have been able to document that the
rate of transm ssion to people in the IDD systemis
| ower than the rate of transmi ssion for the
New York State general population

W think that's a really, really inportant
benchmar k, because it validates all of the work that
t housands and t housands of people did to prevent

transm ssi on.
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The data shows that individuals with |IDD
served in our systemwere safer and had a | ower risk
t han the general popul ation of the state of
New Yor k.

And I'lIl wal k you through the data if you
woul d |i ke.

SENATOR MARTUCCI: No. Thank you, Doctor.

| nmean, | ook, unfortunately, alnost half of
my tinme is gone, so I'mgoing to kind of ask this
next question as a conbination so that you have the
opportunity to answer.

So you know that | have been very critical of
that April 10th order, an order that's still in
pl ace today.

The Chairman al |l uded before to the
di ff erences between a nursing hone setting and the
settings that we're discussing here.

So | guess ny question is sinple:

This order is eerily simlar to the fanous
March 25th order for nursing hones. The |anguage is
al nost identical.

Coul d you give us a little perspective in
terms of, how this order came to pass, and, you
know, who you received this guidance fromto craft

this order, and sort of, nost inportantly in ny
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mnd, why this is still in place today, given all we
know about how dangerous the nursing home order was?

DR. THEODORE KASTNER  So March 23, 2020, the
CDC produced gui dance that was dissem nated to
everyone, around the discharge criteria and the
di scharge process of individuals infected with
Covl D

We used that as a starting point in
devel opi ng the guidance that we then published on
April 10th of 2020.

At the sane time, we recognized that
di schargi ng people fromthe hospital, who had been
hospitalized for COVID, would be a chall enge.

W created an alternative residenti al
capacity to support individuals who could not safely
be returned to their group hone.

So the guidance that we issued gave
provi ders --

|"mlooking at it right now | think it's
important to | ook at the docunent.

-- but gave providers the flexibility to
determ ne whether or not they could safely return an
i ndi vidual to their hones.

There was no mandate, no requirenent, that

they be readmtted to a hone.
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The res -- I'"mquoting: The residents who
are synptomatic should only be discharged to a
certified residence if there are clinical staff
avai |l abl e who are capable of attending to the
nmedi cal needs of synptomatic residents pursuant to
t he hospital discharge instruction.

There was an out for residential providers.

They were not forced to accept individuals
back to their hones.

We created an alternative residential
capacity to support those agencies and those
i ndi vi dual s.

So I"'mjust reading fromthe docunent.

| think we created a flexible docunment that
was able to address the needs of individuals and the
provi der agenci es that supported them

SENATOR MANNI ON: Thank you, Conmi ssioner.

| am going to nove on to Senator Persaud for
five mnutes.

But | would just like to nmention | have sone
foll owup questions, and |I think Senator Martucci
may as wel | .

So we're going to have -- you know, if
everybody's in agreenent, and | think we would be,

we'll go through, you know, another -- another
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round.

Senat or Persaud, you have five m nutes.

Thank you.

SENATOR PERSAUD: Thank you, Chair.

Comm ssioner, it's great to see you. Thank
you for everything that you're doing.

| just have a couple of questions that I'd
l'i ke answer ed.

During the height of the pandem c, the DSPs
at the residences were required to remain in place
if there was soneone there who contracted COVID.

Coul d you tell us how you handl ed that,
because they were required to do so.

And in nost cases -- in nmany cases --
| shouldn't say nost -- in many cases, they were not
conpensated for the time, or given suppl enmental
paynents for the time, that they were required to
stay there.

DR THEODORE KASTNER: Senator, | have to
apol ogi ze, but | amnot aware that we published
gui dance requiring staff remain on duty if they were
positive.

That may have been a determ nati on made by
i ndi vi dual provider agencies.

But I'mnot aware-- and | appreciate being
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corrected if I"'mwong -- but |'mnot aware that
that was a requirenment that we inposed on provider
agenci es.

As far as conpensation for staff, we have no
role in directing the conpensation to DSPs by the
agencies that enploy them Those are individual
conditions that are negotiated within each agency.

SENATOR PERSAUD: Ckay, so | can be clear:

The individual contracted COVID and they were
homebound. The staff was required to renmain there.

So | had staff who were required to stay in
pl ace for two weeks at a tine, because an individual
in the residence had contracted COVID and was in the
facility. And so they were required to remain there
to take care of that resident, but they weren't
conpensat ed for (sinmultaneous talking;

i ndi scernible) --

DR. THEODORE KASTNER: | don't disagree with
your prem se that staff were required to spend up to
two weeks in a hone if they were positive.

But | would say that that did not occur as a
result of a directive or guidance or policy of
OPWDD

SENATOR PERSAUD: Ckay.

DR. THEODORE KASTNER: The agenci es created
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their own policies around how t hey addressed their
staffing needs.

And I'Il take your word for it that this
practice did occur, but it did not occur -- | don't
believe as a result of policy or guidance or
regul ati on pronul gated by OPWDD,

SENATOR PERSAUD: Thank you.

And in the setting that you have, what -- are
you of fering any kinds of incentives to staff to
become vacci nat ed?

W see the incentives are being offered al
across the board.

And in this vul nerabl e popul ati on, we want as
many staff as possible, as well as the residents, to
be vacci nat ed.

Are you offering the staff any ki nds of
incentives?

DR THEODORE KASTNER: We agree, Senator,
that it is really inportant that as many staff as
possi bl e, and as many i ndividuals as possible, be
i mmruni zed agai nst COVI D.

We, as you've noted, and ot hers have not ed,
have access to funding through the Anerican Recovery
Plan related to the enhanced federal matching of

f unds.




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

45

We are currently conducting public foruns
and -- you know, five public forunms across the
entire state, and another 35 or so nmeetings with
vari ous constituency groups, to solicit their
t hought s about how we shoul d use those enhanced
federal funds to support our system

| don't think it's a secret, we have heard
recommendations simlar to what you are
recommending. And we will be looking at if it's
possi ble for us to use enhanced FMAP funding to
incentivize DSPs to becone vaccinated, or to reward
DSPs who have al ready been vacci nat ed.

So it's something we're | ooking at right now.

But | don't want to get ahead of ourselves
because we haven't conpleted the process of
soliciting public input.

SENATOR PERSAUD: Ckay. Well, thank you for
t hat .

My final question: Am1l right when you said
10 to 20 positive cases per week you are still
seei ng?

DR THEODCRE KASTNER: Yes. CQut of about
128, 000 i ndividuals, we are seeing positives.

SENATOR PERSAUD: Are your cases concentrated

in one particular area of the state, or is it just
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12 to 20 across the entire state?

DR THEODORE KASTNER: It's across the entire
st at e.

| will say that the focus has noved away from
our residential prograns and into the |arger cohort
of individuals who are living in the community.

This reflects nore | ocal conditions.

The high rate of vaccination in residential
settings, about 85 percent as of two weeks ago, has
probably granted inmunity to the | arger nunber of
i ndi viduals living there.

So now it's not so nuch focused on
residential; it's nore community spread.

W' re going back to, you know, where we
started back in February and early March.

SENATOR PERSAUD: Thank you, Conmi ssioner.

DR. THEODORE KASTNER: Thank you.

SENATOR MANNI ON:  Thank you, Senator Persaud;
and thank you, Comm ssioner, for those answers.

Qui ck questions here, for nyself.

You did nention that the rate of transm ssion
was | ower than in the general population. And you
had -- it seens |i ke you have those nunbers.

Can you pl ease share the rate of transm ssion

i f you have thenf?
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DR THEODORE KASTNER:  Ch, sure.

In the testinmony | offered, | said that
10, 633 of the 128,000 individuals we support have
tested positive for COVID. That works out to about
8.31 percent of all the individuals with IDD that we
support.

For the general popul ation, data is wdely
avai | abl e.

About 1.7 million New Yorkers out of
19.45 mllion New Yorkers have tested positive for
COvID. That's about 8.74 percent.

In terns of a difference, our rate is about
.4 percent lower, and that's about a 5 percent
i nprovenent in the rate of transm ssion for the
general popul ation.

And | think that's a really inportant netric
because it validates the work and the comm tnent and
the sacrifice made by thousands and t housands of
peopl e across the state.

Everyone who has worked to support
i ndi vi dual s during the COVI D pandem ¢ need to know
that it worked, it nmattered, it was effective, and
it saved |ives.

That's really the takeaway for people.

Everyone should feel that they nade a
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difference in, collectively, the work that we
pr oduced.

SENATOR MANNI ON: Thank you.

From one of your statenents, and then, also,
your original statenment, and then a response to a
guestion, you used the phrasing that "no one was
returned to a residential facility if it was not
safe to do so."

By that do you nean that they were
COVI D- negat i ve and/ or asynptonatic?

Because | know you had used sonme of those
terns.

DR. THEODORE KASTNER: No, by "safely
return,” what | nean is, what | refer to in the
gui dance docunent, that, basically, "discharged only
to a certified residence if there are clinical staff
avai |l abl e who are capable of attending to the
nmedi cal needs of synptomatic residents pursuant to
hospital discharge instructions."”

No agency shoul d have taken anyone back if
they couldn't safely accommpdate their needs in the
hone.

And if they couldn't accommpbdate their needs
in the hone, we had two alternative residential

options to support them and those individuals.




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

49

That's the best we could do.

| think we were very forward-1ooking in
bui l di ng that capacity, having it in place and
avai |l abl e, before we published the advisory on
hospi tal discharges and adm ssions to certified
residential facilities on April 10, 2020.

SENATOR MANNI ON:  Ckay. Thank you.

| will say, and | nmeant to nmention this as ny
second round of tinme cane, that, anecdotally, | do
support exactly what Senator Persaud had sai d, which
is | did hear of situations, as she |isted,
regardi ng COVI D-positive workforce and having to
remain.

You had nentioned, of course, tragically,
that we | ost people within the DD community to
t hi s.

| don't knowif | mssed this, so | do
apol ogi ze.

You had referenced the nunber of cases within
t he wor kf orce

Do we know of any deaths, or the nunber of
deat hs, of individuals who are a part of this
wor kf orce that died and were positive COVID 19 at
the time?

DR. THEODORE KASTNER: Well, it's certain
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that we've lost individuals fromthe workforce as a

result of COVID infection

| don't have that nunber specifically.

SENATOR MANNI ON: Thank you.

One last thing here.

So as far as transm ssion within the group
homes, and it sounded |ike, fromyour answer, you
know, we nmay not have rates of actual transm ssion
that occurred with those hones, but do we believe
that transm ssion was occurring in those hones?

DR. THEODORE KASTNER: It certainly was
occurring, and we actually have data, and
| presented that --

SENATOR MANNI ON:  Ckay.

DR THEODCRE KASTNER: -- the nunber of
i ndi viduals who were living in honmes. That's the
nunmerator. And the denom nator is about
35, 000 i ndi vi dual s.

So we can calculate rates for that subgroup
but we also need to recognize that that's a
particularly high-risk group in terns of

transm ssion risk.

And it's really -- in terms of our evaluating

our performance, it really isn't hel pful to us | ook

at transm ssion rates in group homes and conpare it




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

51

to transmi ssion rates for the general popul ation.

W want to | ook for appl es-to-apples
conpari sons, general population in New York State,
general popul ation IDD, or high-risk congregate care
settings for OPWDD and ot her high-risk congregate
care settings.

Those conparisons are nore hel pful to us in
under st andi ng the performance of our collective
effort.

SENATOR MANNI ON:  Ckay. Thank you.

| appreciate it, Conm ssioner.

Five m nutes for Senator Martucci.

SENATOR MARTUCCI :  Thank you, Chai rnan.

So, Commissioner, | want to just circle back
to the last thing that you and I were discussing in
the first round of questions.

And |'m hol ding a copy of the order here.
And | understand that you were explaining to us that
the order has some flexibility.

And so | want to read just a paragraph from
the first page of the order, where it says, quote:

No i ndividual shall be denied readm ssion or
adm ssion to a certified residential facility based
solely on a confirnmed or suspected di agnosis of

COvVID-19. Additionally, providers of certified
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residential facilities are prohibited fromrequiring
a hospitalized individual who is determ ned
nmedically stable to be tested for COVID- 19 prior to
adm ssion or readm ssion.

So, look, I"mno attorney, but when we're
tal king about words like "shall" and "prohibited" in
this order, how would a certified residential
facility see any flexibility in an order that's
worded in this manner?

DR. THEODORE KASTNER: So I'Il [i naudi bl e]
the first sentence that you read is an
antidi scrimnation mandat e.

We woul d not allow residential providers to
di scrim nate agai nst individuals based solely on the
presence or suspected presence of COVID.

We use that phrase for every criteria against
whi ch we want to prohibit discrimnation.

Whether it's the presence of H'V, race,
ethnicity, culture, religion, sexual orientation, we
do not tolerate discrimnation. W don't want to
tolerate discrimnation agai nst people who m ght be
suspect ed of having COVI D.

Now, you ski pped a sentence.

The sentence you ski pped says that "Any

deni al of adm ssion or readm ssion nust be based on
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the residential provider's inability to provide the
| evel of care required by the prospective individual
pursuant to the hospital's discharge instructions,
and based on the residential provider's current
certification."”

We gave residential providers an out.

They sinply had to say "W can't do this. W
don't have the staff. W don't have the capacity,"”
and we would work with themto find an alternative
residential setting.

Now, the sentence you did read follow ng
that, about certified residential providers being
prohi bited fromrequiring hospitals to test people
for COVID is an issue around who's directing the
care in the hospital.

Hospital s devel op treatnment plans. They
manage appropriately.

When soneone is ready to be discharged, they
make t hat reconmendati on.

That does not prohibit a residential provider
fromobtaining a COVID test for an individual who is
under their care.

But residential providers can't direct
hospital care, and they can't use that as a reason

not to accept soneone back to the residence.
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But they can cone back and tell us, W can't
support this individual because we don't have enough
staff, we don't have the capacity.

And we worked with residential providers to
create alternative capacity, and to have individuals
be supported outside of the certified hones that
didn't have the staff or the resources.

There is not a single provider who woul d say
that we told themthey had to take soneone back
because we never told anyone they had to take
sonmeone back if they couldn't do it.

W told them we're here to help you. Here
are other resources you can rely upon.

SENATOR MARTUCCI: (Ckay. Thank you,

Dr. Kastner.

| nmean, | ook, here's what | would tell you:

You know, this certainly sounds |ike a
requirenent to me, and | think it sounds like a
requirenent to a | ot of people, based on the way it
was wor ded.

My last question is this, because | see |'ve
got a little less than two minutes left, is with
respect to the tenporary residences that you were
referring to that were set up, about 100 of them or

approxi mately 100 of them around the state.
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| guess ny question is -- and |I've heard from
sonme providers who were part of setting up sone of
the residences -- in terns of who was sent to these
resi dences, was that sonething that was directed by
your departnent, or providers were setting up
resi dences -- these tenporary residences for their
own fol ks who could not be cared for in those
settings?

DR. THEODORE KASTNER  There were two
separate residential opportunities that were
creat ed.

The first, we all owed providers who operated
day prograns to convert those vacant day program
sites to create alternative housing.

And in many instances, residential providers
were al so operating day prograns, and they could
direct their individuals to those alternative
residential settings.

We didn't have a |ot of oversight in that.
W wanted to give themflexibility and the ability
to respond in a quick and ninble way.

The second option that we created was to
support our residential providers, but also to
support famlies who didn't have the capacity to

care for either a | oved one who was acutely ill, or
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whose parents thensel ves were infected and coul dn't
manage the care of their |oved ones.

So we created about 100 -- 120 beds, using
the tenporary energency respite authority that we
had, and those we directed people into.

But 1'd have to say, neither one of those
capacities was ever exceeded. Demand never exceeded
our capacity.

We al ways had the ability to support people
in either one of those residential alternatives
t hroughout the entire pandemi c.

We had capacity we built, and we didn't use
it, and that's great; no problemwth that.

We wanted to make sure that we could serve

everyone that we needed.

And, Senator, just to -- | know we're going
to run out of time -- |I'mhappy to neet with you and
talk to you nore about this. I'mreally passionate
about it.

| want all of our stakeholders to feel that
they did what they could do, and it nmade a
di fference.

And | think | can convince you that we did
the very best that we coul d.

So |'"mhappy to neet with you at sone point
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| ater and continue the discussion.

SENATCR MARTUCCI : Wl |, Dr. Kastner,
| certainly thank you for your tinme today, and
| thank you for your willingness to do that.

And | will certainly take you up on that
of fer.

Thank you, Chairman.

DR. THEODORE KASTNER: Thank you.

SENATOR MANNI ON: Thank you,

Senat or Martucci .

Thank you, Comm ssioner, for participating
today. And we | ook forward, of course, to
continuing these conversations to inprove service
delivery in the state of New York

W have a long |ist of panelists, as we tried
to be as inclusive as possible.

So thank you for joining us today,

Comm ssioner. W appreciate that.

| would |ike to begin the panel -di scussi on
portion of this roundtable.

Panelists will have two m nutes each to
deliver their remarks.

Senators will have the opportunity to ask
panel i sts questions for two m nutes per panel after

all panelists have made their statenents.
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"Il call on nmenbers who have raised their
hand using the "raise hand" function in Zoom

Senat ors, please direct your questions
directly to individual panel nmenbers if you can.

Qur first pananel -- panel -- excuse nme -- is
reporting and transparency.

I'd like to introduce Marco Dam ani from AHRC
New York City.

MARCO DAM ANl :  Thank you, Chairman Manni on
and Ranki ng Menber Martucci, for the opportunity to
provi de remarks today.

"' m Marco Dam ani, CEO of AHRC New York City.
We are the | argest agency providi ng OPVWDD- f unded
services in New York State.

In the early spring of 2020, a nunber of
nmetro New York provider agencies forned a data
col | aborative to track the inpact of the
coronavi rus.

At that time, the group served 3800 people
with IDDin residential settings in New York City,
whi ch represents over 26 percent of all the
certified beds in New York City.

Qur data indicated that infection,
hospitalization, and fatality rates for people with

| DD greatly exceeded the rate of infection that was
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bei ng experienced by the general New York City
popul ati on.

The rate of infection was about five tines
the general New York City rate, the rate of
hospitalizations was al nost three tines that of
New York City, and the fatality rate was two tinmes
the rate in New York City.

On April 20, 2020, a research brief by
Dal ton Stevens and Scott Landes from
Syracuse University approxi mated those trends.

W were extrenely alarned by these rapidly
energi ng trends.

The data col | aborative was qui ckly expanded
upstate, and then statew de, folded into an
unprecedented effort by the New York Disability
Advocat es.

These data provided essential and current
information on COVID-19 within and across regions,
as well as data that showed potential future trends
in infections, hospitalizations, and deat hs.

It enabl ed proactive provider response
deci sions for organi zati ons who had access to the
dat a.

These data proved inval uabl e and, no doubt,

enabl ed people with I1DD and staff to be designated
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as Priority 1A for vaccinations.

Reports from others have nentioned a | ack of
transparency in the release of infection and
hospitalization and fatality data.

OPWDD has gi ven nunerous verbal reports to
provi der associ ati ons, which has been very useful,
but not as powerful as the public rel ease of robust
dat a.

This information woul d have been particularly
hel pful in seeing the need for PPE and educati onal
response needs earlier on.

Going forward, a nove toward nore readily
avai |l abl e key datasets during urgent or energent
conditions would be very useful for al
st akehol ders.

The upcom ng 507 plan process shoul d include
key data-sharing commtnments that can better inform
systemtransformati on characteristics and targeted
resources to neet future needs and flexibility.

W need even stronger partnershi ps across
providers, famlies, self-advocates, and governnent.

W want to |learn fromwhat we have
col l ectively experienced.

Thank you very much for your tinmne.

SENATOR MANNI ON: Thank you, M. Dam ani.
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We're noving on, next, |I'd like to introduce
Alyssa Galea fromDisability Ri ghts New York.

ALYSSA GALEA, ESQ : Thank you,

Chai rman Manni on and Ranki ng Menber Martucci, for
t he opportunity to speak today.

DRNY, along with the New York Civil Liberties
Uni on and New York Lawyers for the Public Interest,
conducted a seven-nont h-1ong i nvestigation,
exam ning the inpact of COVID- 19 on people with I DD
living in group hones.

Many of the issues we identified are on the
agenda today, so we're very encouraged that this
conversation is being held.

But one of the biggest obstacles we
encountered in conducting our investigation was a
| ack of transparency and difficulty obtaining data.

W know t hat OPWDD has col | ected data on
i nfections and deat hs anongst the staff and
residents of group homes fromthe begi nning, but did
not share it publicly.

The requests made under the Freedom of
I nformation Law in the year 2020 were subject to
ext ensi ve del ays.

OPWDD had tel ephone calls with certain

st akehol ders, but they were exclusive at invitation
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only.

And as the protection and advocacy system at
DRNY, we were able to get some raw data about
resident fatalities fromthe Justice Center, but
this was by no neans an option available to the
general public.

The | ack of transparency shuts famly as
pol i cymakers, provider agencies, and the scientific
community out of critical conversations about
reduci ng exposure and conti nui ng out breaks and
preventing deaths.

OPWDD only started sharing the infection and
fatality data publicly in late April of 2021.

And while this is a positive step, there's
definitely a limtation on the accountability and
ability to make tinmely changes to policies and
practices when data is being shared so far after the
fact.

What is being rel eased now cannot change the
i npacts of the decisions that were nade | ast year,
but it can and should be used to shape future
policies for future public health emergencies.

So we feel that it is critical, noving
forward, that reporting requirenments are put in

pl ace to ensure transparency and accountability
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during public health emergencies, as well as that
data reporting is tinmely, and includes conprehensive
denogr aphic information, to ensure that the
practical and equitable inpacts of energency
responses can be nonitored as they occur and
adj ust ed appropriately.

Thank you.

SENATOR MANNI ON: Thank you, M. Gal ea.

Next I'd like to introduce Erik Geyser from
Arc of New York.

ERI K GEYSER. (M crophone is nuted.)

SENATOR MANNI ON: M. CGeyser -- yes.

ERI K GEYSER  Sorry.

Thank you, Chairman Manni on and Ranki ng
Menber Martucci, and all the other senators on the
conmi ttee.

|"m Eri k Geyser, CEO of the Arc New York, the
| argest voluntary provider of services for people
with IDD in the state.

At the outset of the pandenic, our
or gani zati on recogni zed the crucial need for
real -tinme data to hel p us understand the inpact of
COVI D-19 on individuals with I DD and i nform our
response.

We advocated with the State to address this
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need.

While we did receive cooperation from OPVWD,
the State did not initially have the capacity to
coll ect the necessary data in their existing
pl at f or m

They had to identify and build a platformon
to collect the data.

As such, voluntary providers took the
initiative to neet the critical need independently.
The state of energency was decl ared on

March 7th, and within weeks the Arc New York was
collecting weekly data to assess the inpact of the
pandem ¢ on the people we support.

We qui ckly coll aborated with NYDA to expand
the reach of that data collection to hundreds of
vol untary providers, including every chapter of the
Arc New Yor k.

We partnered with Syracuse University on a
year|l ong project, which included conprehensive data
on infections, hospitalizations, deaths, recoveries,
guar anti nes, and vacci nati ons.

Syracuse University published their first
study in June, which found that individuals with |1DD
in residential programs were four tines as likely to

contract COVID-19, and two tinmes likely to die of
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i nfection.

The informati on shaped our pandenic response
and supported our advocacy efforts.

The data coll ected by New York's voluntary
provi ders hel ped secure vaccination priority for
New Yorkers with 1 DD, and has been cited to drive
policy change at the federal |evel.

We know data is vital in devel opi ng inforned
and effective public policy.

In the future, these efforts would be nore
streanl i ned, conprehensive, and inpactful if they
were conducted by the State and shared in real tine
wi th providers.

In the event of a future crisis, the State
nmust have the resources and infrastructure to
i mredi ately undertake field-w de data collection and
shari ng.

Thank you for allowing ne to share ny
coment s t oday.

SENATOR MANNI ON:  Thank you, M. Geyser.

|"mgoing to break ny own rule here and j ust
open up ny questions to anyone here.

So | certainly hear |oud and clear about the
need for data in docunents and it being a tinely

manner .
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l"mgoing to go a little bit off of that and
ask:

As different organizations were obtaining
this data, were -- did anyone have the ability to
engage in consultations on the guidelines devel oped
by the Departnment of Health or procedures by OPWD
before the enactnent of those guidelines, or after
t hose guidelines were in place, to express that sone
i nprovenents or enhancenents nmight be nade to those?

So |l knowit was a little |ong-w nded, but
what | will say basically is: Wre there -- was
there a consultation with either the Departnent of
Heal t h or OPWDD regardi ng gui deli nes as we got
through this crisis?

Anyone can answer.

Thank you.

ERIK GEYSER. M. Chairman, nmaybe |1'l| take
the question, and | believe you' re referencing the
di scharge gui dance, if I'mnot m staken.

I's that correct?

SENATCR MANNI ON: That coul d be.

You know, we're tal king about a | ot of things
today, but it could have been in regard to that, or
visitations, or whatever.

Any part of the guidelines that were in
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pl ace.

But, yes, thank you.

ERI K GEYSER:  Yep

My recollection is that we didn't consult
with OPWDD prior to the release of that information

But | should say that OPWDD regul arly had
st akehol der neetings and consultation, and received
f eedback from provi ders post the rel ease of that
gui dance.

SENATOR MANNI ON: Thank you.

| f any of the other panelists could provide
context on that, that would be appreciated.

MARCO DAM ANl : | would agree with what Erik
j ust said.

As we're a nenber of the Arc, and we were
routi nely given feedback and opportunity to give
information to the Arc about what we were
experiencing, and also receiving it.

W were not engaged prior to any gui dance
com ng out, but had input when guidance did, in
fact, cone out.

ALYSSA GALEA, ESQ: And | can say, on behalf
of Disability Rights New York, we were not consulted
before the issuance of any guidance or included in

t hose st akehol der conversati ons.
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SENATOR MANNI ON:  Thank you. | appreciate
t hat .
Senat or Martucci .
SENATCR MARTUCCI :  Thanks, Chairman.
So | think, really, mne is nore -- |less of a

guestion and nore of just a highlight.

You know, certainly what I want to say to al

of you is I
to a lack of information.

Even as a legislator it was i
to get information, you know, when
to the departnment.

| had sent the departnent a |
Mar ch, asking for sone information
of that information cane back

So | certainly hear |oud and
charge for us to work cooperatively
to figure out ways that we can help
data as we nove forward,

But | think,

agai n, the lack

is certainly worth highlighting.

understand your frustration with respect

npossi bl e for ne

had reached out

etter back in

and only parts

cl ear your
as a legislature

you get that

as it's certainly useful.

of transparency

And the other thing | would call out is,

unfortunately,
hi story, as |'ve heard,

avai l abl e via FA L.

t he departnent does have an abysnal

about maki ng i nformation
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And t hings shouldn't be that way. [It's not
t he way governnment should work, and particularly,
when you're using this data to inform your decisions
in ternms of keeping people who you're entrusted with
saf e.

So | want you to know that your comrents are
certainly not |ost on ne.

And | ook forward to working with the
Chai rman and others on ways that we can nake this a
whol e | ot easier for you, noving forward.

ERI K GEYSER. Thank you

MARCO DAM ANl :  Thank you

SENATOR MANNI ON:  Thank you, Senat or.

One last comment, and | of course appreciate
t he panelists participating today.

That's one comment .

| appreciate your clear statenment that the
data needed to be provided in docunent form and
needed to be tinely.

The only thing | would add to that is that we
have had a bill pass the Senate and the Assenbly, it
was ny bill, that the OPWDD provide a detail ed
report, including that data.

Now that is as we, hopefully, are approaching

the end here of what we're going through, and we
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understand the inportance of that tinely
i nformation.

Let's hope we do not have another public
health crisis, but we know that the data needs to be
rapid. The State is probably best suited to provide
that data, and should be provided to providers in
witing and in a tinely manner.

So | do appreciate everyone's participation
today fromthe panelists.

We have, again, a long list of panelists
partici pating.

| thank you all for what you have done, and
for the research you have done, to make sure that
famlies and individuals know that there are people
out there that are fighting for them that have
their best interests at heart.

And | appreciate everything that all of you
did throughout this very challenging tine.

So thank you for joining today.

Next panel is -- will be programflexibility
and new nodel s of care.

Qur first panelist is BJ Stasio from
Sel f - Advocacy Associ ati on of New York State.

BJ STASIO Hello, Senator, and thank you

menbers of the committee, for having nme today.
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"' m honored to be here.

The comments from SAANY are as foll ows:

During COVID- 19 it becanme necessary to offer
alternative services, such as Com Hab renotely, and
in people' s hones, instead of day prograns.

It is inmportant to note that this flexibility
expanded choi ce, which is positive, and people |iked
this option; however, it is also inportant to note
that no service works for all, or will be chosen by
everyone.

So while SAANY wants to see these flexible
services continue, they nust not be inposed on
sonmeone as an alternative to services they may have
preferred prior to COVID 19

Peopl e nust be able to choose what services
they would like, whether it is traditional services
or the new options that becone avail abl e during
Covl D- 19

One inportant consideration is that the
renote services, particularly those offered online,
can afford people new opportunities.

Not everyone has access to equi pnent and
| nt er net .

Sel f -advocates within residential services

shoul d all have access to Internet services and
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equi pnent, not sinply to receive service options,
but also to explore the world; nake connections with
their friends, famly, and broader communiti es.

And | would like to take ny |ast 20 seconds
to say thank you to all the DSPs, and give them
t he wages they deserve for all they have done for
all of us.

Thank you.

SENATOR MARTUCCI : 100 percent.

Thank you, M. Stasio.

Next, I'd like to introduce Yvette Watts from
New Yor k Association of Emerging & Multicultura
Provi ders, |ncorporated.

YVETTE WATTS: Thank you, Senator Manni ng,
and ot her ranking senators, for this opportunity to
speak.

As | said, | represent NYAEMP, which is the
mul ticul tural providers.

W serve -- our agencies serve many of the
underserved and culturally diverse communities
t hroughout New York and upst at e.

And | just want to say that the flexibilities
under the Appendi x K, which enabled flexibility to
t he wai ver, the Commi ssioner pointed out nany of

those flexibilities, which were critical to
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agenci es, especially mne, as a |lot of these
prograns were shut down.

The Com Hab-R and certified residenti al
settings was essential .

Tel eheal th provisions of servicing units,
billing, and flexibilities, all this was essenti al
for small to md-sized agenci es who don't
necessarily have the resources or the funds |ike
their | arger coll eagues.

And during the pandemc, it was extrenely
i nportant because nmany of them don't have
mul ti services prograns where they could depend on
swi tching things around. Many of them only had day
habs.

So these services were extrenely inportant
for them

| ask, noving forward, that the resources and
the data, as nentioned by one of ny coll eagues, be
nore ready avail able so that these kinds of things
t hat occur, should the pandem c reoccur, ny agencies
can continue to serve the famlies and the
i ndi vidual s in these underserved communities.

It was extrenmely hard for themat the tine,
but OPWDD was there to support.

But | would say that if resources and data
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were nore readily avail abl e sooner, | think that
woul d hel p things as we nove forward.

Thank you.

SENATOR MANNI ON: Thank you, Ms. Watts.

Next, | would like to introduce Ji m Mran
from Care Design New York.

JI M MORAN:  Thank you, Senator.

And really want to start by thanking you al
for holding this roundtable today; a very inportant
conversation

|"m here to speak on behalf of the seven Care
coordi nati on organi zati ons in New York
representing -- supporting approximtely
110, 000 peopl e across the state.

Care Design New York specifically operates in
30 counties, including the, roughly, 10 counties
that were hardest hit by the pandem c during the
| ast spring.

And | want to focus ny attention on sone of
that information

Wil e the CCOs predom nately provide --
really are the backstop nmainly for people who |ive
in the general community, which is about
75, 000 people, there are sone 30 sone-odd thousand

folks that live in residential prograns as well that
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we al so provi de supports to.

So the CCOs were a critical part, not only in
supporting the 70-sonme-thousand people living in the
comunity, but also the backstop in hel ping the
residential providers through the chall enges, and
our nenbers and fam lies, froma comunication
perspective. And we collected data.

And | did want to talk a little bit about the
data as | get into what | would say is our
recomrendations towards -- in terns of innovation
around a need for housing, for exanple.

So I"mattaching to ny testinony, Senator,
sone data that we had col |l ected across severa
CCOs, and particularly those who were hardest hit
by the pandem c. That has been attached to the
material that | sent you

And |'ve given you specific data about
Care Design New York, and the data that we coll ected
t hroughout this.

So | just want to give you a brief summary of
what we | earned fromthe anal ysis about the
i nfections.

I ndi viduals with I DD, especially those in
certified congregate settings, were significantly

nore likely to get infected by COVID 19 than the
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general popul ation.

That's kind of contrary to what the
Commi ssi oner had sai d.

For exanple, the statistic that the
Comm ssi oner provi ded shows that there were
10, 000-sone i nfections agai nst a popul ati on of about
120 sone-odd thousand.

But the reality of it was this:

Approxi mately 7200 of those 10,000 lived in
group hones. And there are approxi mately
38, 000 people living in group hones.

So you're tal king about an infection rate
wi thin the group honme community, which | included
famly care in those nunbers, is about
18 1/ 2 percent.

So it's not less than 10 percent when you
| ook at the hardest hit.

And the focus of this session is about
residential prograns, so | just want to clarify
t hat .

Now, and | agree with the Conm ssioner on
some of the reasons why this -- our population is
vul nerable to the infection.

The age of the individuals, we have a high

nunber of people who are over the age of 50.
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The underlying health conditions.

And, quite honestly, the need for physical
contact by staff because of the physical [inaudible]
of our individuals.

And you had over 15,000 staff also get
i nf ect ed.

There were space linmtations obviously in the
prograns. Many hones, individuals, are sharing
bedroons. There's one or two bat hroons, or
t hree bat hroons, that have to be shared

Very difficult to isolate individuals, in al
honesty.

Despite what the Comm ssioner said about the
avai lability of emergency capacity, it really did
not exist. It took nonths to get that up and goi ng.
And it was through a bureaucratic process that was
set up, that agencies had to get prior approval.

| f agencies had waited to do that, nore
peopl e woul d have been inpacted by the virus.

Agencies were left to do this on their own,
and figure out where to nove people tenporarily in
order to isol ate people appropriately.

So that leads ne to the issue of needing to
make sure that we have sufficient capacity in the

comunity.
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We had situations firsthand, every CCO has
had this situation, where we had peopl e whose famly
nmenbers were inpacted by COVID. They were the
primary caregiver and they had nowhere to go. W
could not get theminto one of those opportunities
t hat the Conm ssioner referred to.

And so we were struggling to find | ocations
of where people could go to be healthy and safe.

So | beg to differ with sonme of the
statistics that were being nentioned by the
Comm ssi oner today.

W really need -- out of this, Senator, we
really need a plan for devel oping capacity in the
community for people who have nowhere el se to go.

It's a problemnot only fromthe pandem c
perspective, but also on an ongoing basis. W
struggle every day to find the appropriate housing
for people that are about to becone honel ess.

That capacity is not readily available in the
system t oday.

Thank you.

SENATOR MANNI ON: Thank you, M. Moran.

| think there's great consensus behind your
t hought s regardi ng housing for sure.

And | appreciate you conpiling that data, and
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thank you for all the information that you provided.

Thank you.

Next, | would like to introduce
M chael Seereiter from New York Alliance for
I ncl usi on and | nnovati on.

M CHAEL SEEREI TER: Thank you, Senator, and
good afternoon.

Very interesting dial ogue today.

| really appreciate it being the opportunity
to participate.

On programflexibility, the residential --
alternative residential housing capacities that were
di scussed have been di scussed several tinmes now
here, yeah, provided -- you know, COVID positive
i ndividuals, a place to tenporarily reside apart
from i ndividual s who were COVI D-negative, or
Vi ce versa.

And this was, | think, a really inportant
factor, because it allowed people to remain at or be
di scharged fromthe hospital to their -- to either
their hone or to the enmergency respite housing
| ocation while they were COVID positive

It was a significant factor that did help
offer alternatives here in this particular sector.

The community rehabilitation residenti al
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programthat BJ just nmentioned, we're really happy
to see that OPWDD i s seeking to nake this pernmanent,
wi th some appropriate guardrails in their pending
wai ver anmendnment. We think that's appropriate

Li kewi se, we have the tel ehealth
flexibilities that were offered during the pandem c.
It took forever to get them but finally they were
here.

W're really glad to see that OPWDD i s doi ng
the sane with their upcom ng wai ver anendnent as
wel | .

And then the day hab retai ner day paynent
program the Comm ssioner tal ked about this, that
| asted for 30 days -- excuse ne -- 90 days,

t hree consecutive 30-day peri ods.

The enhanced FMAP gui dance that just cane out
fromthe Centers for Medicare and Medicaid Services
authori zes states to seek and pursue another three
consecutive 30-day periods in the year 2021.

So we woul d encourage thinking about that

opportunity, given the fact that we're -- you know,
that the latter half -- first half of the year was
difficult.

Docunentation. There was a tenporary roll

back on certain docunentation requirenments, allow ng
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staff to focus on the care and supports that they
provide. And now OPWDD is | ooking to catch up, but
we really need to revisit, and | think hold off on
sonme of that, due to the staffing emergency.

As it was said yesterday, every mnute spent
on docunentation is one that you take away from
di rect service.

And then | think, although the general piece
of this, which is direct -- you know, we need a
greater level of flexibility in this system which
is really only going to be achieved through a system
over haul of regulation and adm ni strative nenoranda,
and really installing a different philosophy, you
know, one that's strength-based, and supports people
t o make deci sions about reasonabl e and appropriate
risks that they can take, and encourages nore -- we
woul d encourage nore conversation as part -- about
this as part of the 507 process.

Lastly | would say, you know, new nodel s of
care, there are two things that stand out in ny mnd
about what we've | earned:

Access to and swift use of isolation and
guar anti ne were absol utely key.

| ndi vi dual i zed roonms and energency respite

capacity were directly responsible for far |ower




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

82

rates of infection and death than in other settings
where shared roons were nore conmon

And smal | er residences, snaller residence
size, is key.

W really need to be noving our system-- our
services system further along the continuumtoward
smal | er resident sizes, and hel ping nore people live
nor e i ndependently, including in things |ike
noncertified options.

But, again, that conmes back to a
phi | osophical m nd shift, and a phil osophical shift
of what our systemis and how it operates, that we
really hope we can be having nore conversations
about as part of the 507 process.

SENATOR MANNI ON:  Thank you, M. Seereiter.
| appreciate all that.

Next, I'd like to introduce Meri Krassner
from NYC FAIR

MERI KRASSNER: Thank you, Senator Manni on,
and the nenbers of the conmttee, for this
opportunity to speak.

My name is Meri Krassner, and |'ma nmenber of
t he NYC FAI R Executive Committee.

|"mgoing to say, reiterate, sonme of the

t hings you've heard already. But | ama parent and
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| speak froma slightly different point of view

We're very appreciative of the flexibility
of fered by the Appendi x K waiver for people in
| ockdown. Bringing day hab, telehealth, and ot her
services into residences created a sense of
nor mal cy.

We are grateful that if you chose to bring
your famly menber home as a safety measure, and to
| essen the burden on staff and residences, we are
grateful it did not have negative financi al
consequences for our providers. W need themto
survi ve.

Most peopl e have found tel ehealth as a
wel come substitute for many tine-consum ng and
staff-intensive nedical visits, but easy access,

i ndi vi dual preference, and the ability to engage is
critical.

We saw how the lack of flexibility left
agencies struggling to figure out how to quarantine
the sick; and to find staff for these alternative
sites when they canme online, howto staff
residences; and the inability to get individuals
exposed to the virus tested in order to isolate
t hose positive as quickly as possible to protect

ot hers, and how hel p hospital personnel take care of
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and serve people with 1DD who were hospitalized with
CovI D.

As bad as it was for everyone, our famly
menbers with 1DD were at greater peril wthout
someone who understood them being there to
conmuni cat e and advocate for them

After a great deal of statew de advocacy, we
did get the right for a staff or a parent to
acconpany themin the hospital, which was better for
everyone, including the doctors and nurses.

Going forward fromnow we need to be cautious
when reconsidering the use of virtual services.

It's inportant to recognize that not all people in
resi dences have the W-Fi access and the devices
necessary to participate. Mny people need support
to use the technology. Staff nmay or may not have
the ability to aid themeffectively. And sone
people, like my son, do not relate to virtual
services at all

Com Hab- R has been extrenely beneficial to
many group home residences, ensuring some |evel of
structured activities in their day; however, this
shoul d not be viewed as a |ong-range substitute for
day hab services unless that is the expressed desire

of the individual.
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Providing all services on-site is in direct
conflict with the mandate for comrunity i nclusion.
Qur famly menbers want and need to get out into the
world and to | earn new skills.

For those older individuals ready to retire
fromtheir day prograns, there should be flexibility
to devel op alternative social activities in the form
of Com Hab-R or recreational senior prograns.

Qur greatest worry is that decisions about
programming will be nore cost-centered than
per son- cent er ed.

During the pandem c we watched staff
struggling to do their jobs while being at extrene
risk of getting the virus and spreading it to their
famlies and ours. W know how hard and conplicated
their jobs are because we as fam |y nenbers have
done them and do do them

We know how underval ued DSPs are.

One thing we should do is look to themas a
source of suggestions about how to deliver supports
and services nore effectively, as they do that every
day.

Flexibility woul d be great for everyone.

Bur deni ng DSPs and providers with excessive

anount s of docunentati on does no one any good.
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Agenci es and DSPs thensel ves are a great
resource in figuring out the difference between
useful and counterproductive regul ati ons.

This increases the ability to be innovative,
and frees DSPs from excessive docunentation so their
time can be spent with those that they are tasked
with caring for.

Thank you very much for |istening.

SENATOR MANNI ON: Thank you, Ms. Krassner;
| appreciate it.

And, next, 1'd like to introduce
Rhonda Frederick from People, Inc.

RHONDA FREDERI CK: Hi . Thank you very much
Senat or Manni on.

| really appreciate the ability to give this
testimony, as well as thanking you as the Chair of
the Standing Committee on Disabilities for calling
this together.

| am from People, Inc., in Buffalo, New York,
and I'mgoing to talk nore specifically about the
t enporary-use respite.

My organi zati on opened two such prograns.

We had two respite honmes that were able to be
used for this. And we started to use them before

OPWDD cane in and said that it was sonmething that we
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coul d do.

It wasn't that difficult with OPWDD to set
up, but they did not seemto be rmuch of a
realization of what it entail ed.

Yes, we had two honmes. Yes, we had bedroons
and bat hroons. W needed to get nurses, LPNs, and
di rect support professionals to staff 24/7. W had
to find full PPE, masks, gloves, gowns --
ever yt hi ng.

We deci ded we needed to have a pl ace outside
for our staff to change their clothes; to put on
scrubs, put on their PPE, and go out.

W had to have a place for themto take a
break. It couldn't be within the house.

We ended up doing two hones because we did
one home for people that we knew were positive, and
one home for people that were under investigation.

We served over 100 peopl e.

W opened it up to our own agency, to the
community, and to other agencies, and we're really
glad we were able to do it; and actually just closed
on June 1st.

During the tine, sonme of the things that
became a little difficult:

The billing changed hal fway through, how we
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woul d be rei nbursed.

There was onerous paperwork on who was there,
who wasn't.

And the sel ection of people that were
eligible to go there was not within our control, not

within the control of the other agencies or the

hospitals and famlies. It becane very, very
difficult.
W did -- we had to provide information on

burn rate of our PPE

Well, it didn't really matter what we told
OPWDD because they could not help us in getting nore
PPE.

So we al so gave our staff hazard pay. No
i dea how we were going to fund that.

So when -- in closing, | just want to say it
was a wonderful idea.

It hel ped us keep our infection rates very
low. W helped the community, but | think we did it
nostly on our own.

Thank you.

SENATOR MANNI ON: Thank you for that insight,
and thank you for the ability to be able to make
t hose necessary changes for the people you serve.

Next -- thank you, Ms. Frederick.




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

89

Next, | would like to introduce Kathy Bunce,
State-Wde Fam |y Advocacy Network of New York.
KATHY BUNCE: | want to thank you
Senat or Manni on, and nmenbers of the Senate Committee
on Disabilities, for giving a voice to individuals,
famlies, on this topic, and for your |eadership and
support for all people with IDDliving in
New York State.

You definitely are our chanpions.

My nanme is Kathy Bunce. |'mco-chair of the
DDAWNY Fam |y Committee. | live in Buffalo
New Yor k.

My daughter is 25 years old, and she has
significant devel opnental delays and a sei zure
di sorder. She lives at home with ny husband and
| as an exceptionally social young | ady.

COVID was very difficult for everyone,
especially for people like her who has high needs.

I"d like to start with recognition and thanks
to all providers and DSPs who worked so hard to keep
peopl e safe during the pandem c, and continue to do
SO every day.

They were the definition of "essential," and
continue to be.

And | want to credit OPWDD for their hard
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wor K.

This was all new territory for everyone.

Fortunately, Western New York had two
di stinct advantages: The benefit of l|learning from
ot her regions who were inpacted early and hard, and
t he nonprofit agency | eadershi p who comuni cat ed,
col | aborat ed, shared resources with each other and
wi th stakehol ders, to neet this chall enge.

It was beneficial and |ives were saved.

Wth the vaccine, we see business reopening,
school s reopeni ng, mask requirenments renoved
nationally, yet we wait for guidance from Al bany to
catch up.

Changes were sl ow t hroughout, and we still
wait for themto address the transportation issue.

W witnessed the success of an agile system
in education with private schools who resuned | ast
Sept enber in our comunities. Wen positive cases
energed they closed for a period of tine to keep
peopl e safe. They were agile and they were
enpowered to rmake those deci sions.

Going forward, perhaps it's tine to consider
decentralization and a strengthened regi onal
approach to supporting people with |DD

OPWDD | eadership in each region are
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know edgeabl e of the infrastructure avail able and

t he uni que needs of the people served in their
communities. They have strong partnership with the
nonprofit agencies and, together, this team should
be enmpowered to nake decisions that are appropriate
to ensure safety for the people they support.

W saw the benefits of comuni cati on,
col | aboration, and shared resources anongst our
nonprofit providers in our region.

Deci si ons on care should not be one size fits
all, and should not be nanaged centrally for the
entire state. It doesn't work

Thank you for the opportunity.

SENATOR MANNI ON: Thank you, Ms. Bunce.

Last panelist for this topic is Karen Nagy
from Eastern New York Devel opnental Disabilities
Advocat es.

KAREN NAGY: Hi. Thank you, Senator, and
t hank you conm ttee nenbers.

We really appreciate your outstanding
advocacy on behalf of famlies and people with | DD

| represent famlies in the Capital Region,
and speak for the steering conmttee at ENYDDA

But 1'"'malso a nom W have a 31-year-old

son who is profoundly disabled by autism and he
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receives residential services through a | ocal
nonprofit agency.

|"mgoing to adapt ny testinony a little bit
because | don't want to be redundant. A lot of the
t hi ngs that have been said don't need to be said
agai n.

So I"'mgoing to really focus on the staffing
i ssue, because | think that some of the program
flexibility really was dependent upon staffing that
has been at critically lowlevels. And, really, the
nonprofit industry has experienced staffing issues
for the last five to six years since the onset of
t he m ni num wage rai se.

So, you know, in order to provide flexible
programmi ng, you have to have well-trained staff,
you have to have -- be able to offer proactive
i nterventions and reactive nmeasures, to neet that
i ndi vi dual need, and to respond to any of life's
substantial chal |l enges and changes.

We recogni ze that there's been a failure to
thrive anongst a wi de range of people across the
state and country due to this virus, but preexisting
direct-care staff shortages chal |l enged that program
flexibility during the pandem c. And the pandenic

itself exacerbated an ongoing staffing crisis, and
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it threatens the safety and stability of our |oved
ones.

So, you know, in closing, | would say we need
to understand that the direct care of people with
| DD has to be recognized as essential, and has to be
socially valued and prioritized, and a worthy
prof ession that supports a living wage in a diverse,
primarily femal e and wonen of col or who take care of
our | oved ones.

Thank you.

SENATOR MANNI ON: Thank you, Ms. Nagy.

And | think there was certainly a | ot that
all those panelists presented. And | think the
acknow edgi ng that part of our -- of one of the

crises that this community faces is a good place to

go.
Senator Martucci for two m nutes of
guesti ons.
SENATOR MARTUCCI :  Thank you, Chai rnan.
So first | see, unfortunately, | think
M. Moran dropped off. But I'Il just -- oh, there
he is.
Perfect.

So, really, nmore of a highlight on your

comment than a question -- I'Il guess I'll make it
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your questi on.

Could you tell me a little about the struggle
you had with respect to the bureaucratic process of
getting these respite sites set up

And, I'msorry, | don't have nuch tine,
because | al so have a quick question, thanks to
Ms. Frederick.

So if you could kind of fit that in in
30 seconds, or a mnute, that would be great.

JIM MORAN:  Yeah, | nean, we had worked with
a nunber of the provider associations, sone of whom
are on this panel, and on the upcom ng panels.

We have put together a proposal that kind of
went nowhere in terns of to try to create a flexible
nodel for the providers who were in the nonent,
trying to deal with this, as Rhonda just went
t hr ough.

W were unable to get that. They had set up
a nore formalized process of approval.

And, quite honestly, it wasn't targeted to
t he areas where the | argest pandem c was happeni ng,
which is in those 10 downstate counties at the tine.

Too nmuch time was passing on this. And by
the tinme it got set up, quite honestly, things had

al ready started to cal m down.
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So it just was -- it was a total bureaucratic
process that was put in place in order to nove
forward with this.

SENATOR MARTUCCI :  Thank you, M. MNbran.

And then ny next question is for
Ms. Frederi ck.

First 1'll say thank you to People, Inc., for
stepping up and establishing those two respite
hones.

Huge.

|"ve heard stories fromproviders in ny area,
the sane that you told, about the fact that you were
sort of on your own.

One of the questions | didn't get to with
Comm ssi oner Kastner was, can you just tell us,
quickly, a little bit about how people were sel ected
to be eligible to enter these hones.

| know you had sone frustration around that.

RHONDA FREDERICK: It wasn't a real clear
pr ocess.

They would -- their care coordinator, or
their famly, was to call the | ocal DDRO

The DDRO would -- there was a liaison. They
woul d call our liaison, Can you handle this person?

Then it would go back to the DDRO.
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To be honest, in a couple of situations, we
just had people calling us directly, and we tried to
finesse it that way.

But it often took a couple of days, which it
shoul d have taken a coupl e of hours.

SENATOR MARTUCCI : Understood. Thank you so
much.

And thank you all for your testinony.
| appreciate it.

"1l echo the Chairman's comment and say,

t hank you for being here.

SENATOR MANNI ON: Thank you to all the
panelists. | do really appreciate it.

And one thing that we hear |oud and cl ear
| think across the state, |'m sure Senator Martucci
woul d agree, we hear it about Western New York and
eastern New York, and | hear it and see it in
Central New York, is that the providers, the
advocates, work together to make things worKk.

And that's certainly shown through here with
our panelists in this group.

So | really appreciate everyone participating
t oday.

Qur next panel is related to personal

protective equi pnent, and our first panelist is
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Randi Di Antonio from PEF (Public Enpl oyees
Feder ati on).

RANDI Di ANTONI G Good afternoon,

Senat or Mannion, and all the distinguished comrttee
menbers.

First off, I'd like to thank you for hol ding
t hi s roundt abl e today.

| think it's incredibly inmportant for us to
review the things that have happened over the |ast
16 nont hs, and what we can do, noving forward, to
ensure that some of the m stakes and the issues that
we saw are not repeated if we, God forbid, ever have
a future public health emergency.

| want to say we appreciate, you know, that
this was an overwhel m ng situation for everyone.

And | i ke everyone on this call, we want to
ensure that you're aware of all the things that went
on.

So you do have our witten testinony.

There's a lot of information in there.

There's al so several letters that | point
your attention to, that went from PEF to the OPW
Comm ssioner fromthe onset, up until early 2021.

"1l focus nmy comments on PPE

So at the beginning, no surprise, there was
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no real plan in place to deal with this. It was a
scranmbl e. Coordination was very di sjointed between
central office and the various DDSCs.

The comment by Ms. Bunce on the earlier panel
about waiting for Albany is sonething I think all of
us in the field experienced.

It has been disjointed for quite sone tine
because of the centralization of how decisions are
being made. And | do think that that is sonething
we should certainly |ook at, noving forward.

Across the board there were insufficient and
i nadequate supplies of PPE. Many |ocations had no
masks, no gowns, no eye or face protections.

Conservation of PPE | asted for several
nont hs.

At the very beginning, and up until maybe
two or three nonths into it, people were being given
one mask and told to use themfor up to five days.
They were being hung on bulletin boards to dry out.

Thi s obviously underm nes the quality of the
PPE.

Gowns were reused. Several DDSCs were
runni ng out of gloves, cleaning supplies.

PEF represents the State side of the system

and, you know, we have al so been dealing with crisis
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staffing issues.

PEF ended up buying PPE and supplying PPE to
many nenbers and -- to help them stay protected.

Over tinme the agency did begin to provide
nore masks and ot her PPE;, however, they still have
not inplenented any N-95 fit testing prograns.

They are still opposed to our position that
N-95 should be utilized, not just for aerosolized
procedures, but also when providing up close and
personal care.

We have had this conversation since the very
begi nni ng.

There is still no consistent testing process
bei ng done.

So it is very difficult to assess how
accurate the nunbers that were provided earlier are
when you don't have a very formal testing process in
place that is easily accessible to the staff.

Basically, at this point, you know, we know
that, noving forward, we want to make sure we have
all the supplies on hand.

The agency needs to be accountable, to have a
sufficient PPE supply; to ensure staff are properly
trained; fit tested, fit checked, for any

interactions with COVID positive or suspected
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i ndi vi dual s.

There al so needs to be clear procedures for
procurenent, which has fallen apart over the years
because they centralized procurenent through the
busi ness service center.

So | know |I'mout of tinme, sol will limt ny
response, but thank you so nuch.

SENATOR MANNI ON: Thank you, Ms. Di Antoni o.

Next panelist for this topic is Cyndi Borozny
fromthe Arc of New York.

CYNDI BORQZNY: Thank you,

Senat or Manning [sic], and other comm ttee nenbers.

My name is Cynthia Borozny. | amthe chief
financial officer for the Arc of New York

On the onset of the pandenic, the use of
appropriate PPE was quickly identified as a critical
factor in mtigating the transm ssion of COVID 19

However, despite our vul nerabl e popul ation,
we were not granted priority access to PPE through
state and | ocal energency agencies. W were offered
no additional resources for procurenent of PPE

Qur dedicated staff who provide 24-hour
cl ose-contact care were not identified as essenti al
wor kers or provided the sane protections other

heal t h-care provi ders were.
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The Arc found itself scranbling to create
contacts, and purchased PPE from vendors whose costs
were rising wwth the demand. W were forced to
devel op an i ndependent system for procurenent and
di stribution of PPE, a system which required
significant financial and operational resources to
sust ai n.

Executive staff and chapter |eadership took
shifts unloading tractor-trailer trucks full of
masks, gowns, gl oves, thernoneters, and ot her needed
supplies. Qur headquarters becane an ad hoc PPE
war ehouse and di stribution hub.

Qur organi zation had strategic financial
reserves which we used to purchase over $4 mllion
in supplies. W were fortunate.

| have no idea what snaller providers did to
ensure the safety of their staff and the peopl e they
support.

Thanks to recent policy changes, nost of the
PPE costs will be reinbursed by FEMA. But that was

not a guarantee when we were draining our reserves,

and the costs -- the other costs of the pandenic
wi || have repercussions on our field for nmany years
to cone.

In the future, we need a streanlined system
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for PPE procurenent, distribution, and adequate
funds to cover these costs.

W need staff to be recogni zed as vital
frontline health-care workers, and we need to be
better prepared and better supported to ensure that
the safety of New Yorkers with IDD is required.

Thank you for the opportunity to share our
experience with you today.

SENATOR MANNI ON: Thank you, Ms. Borozny.

Next, I'd like to introduce
Margaret Raustiala -- Raustiala --

You can correct me, Margaret. | apol ogi ze.

-- from State-Wde Fam |y Advocacy Network of
New Yor k.

MARGARET RAUSTI ALA: And what -How do | get
on here now?

Am | on?

SENATOR MANNI ON:  You're on, Margaret.

MARGARET RAUSTI ALA: Okay. Thank you.

Thank you for your |eadership. You really
hit the ground running; appreciate it. And we
appreciate the great job you're doing.

Anyway, it was March of 2020, not March of
1820; yet with nore than 37,000 comunity-based

residential settings, apparently, New York State
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negl ected to plan for or distribute PPE to the
residents and staff who |lived and worked in these
settings.

As a parent, | salute the providers and their
associ ations who, in the face of zero assistance
from governnment, were forced to swing into action
and dive into a world where they had no contact or
experi ence.

In those early days, when | |earned of the
dire need for PPE in ny son Rico' s [ph.] group hone,
| reached out to a longtinme friend who |I knew sewed.

Pl ease, woul d she nmake masks for the
residents of Rico's group home?

A former nurse, she knew what was required
and canme through with 30 nasks.

If this sounds ridiculous, it's because it is
ridiculous, and it should never ever happen again.

Much of the needed PPE was manufactured in
China. The providers had to | earn how to nake
foreign contacts, ensure that the vendors were
properly vetted, pay for, and distribute PPE

O course vendors knew that they were
desperate, so the cost of these -- this PPE was
exor bi tant.

My understanding is that the cost of PPE was
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not reinbursed until recently for sonme, and stil
not for others.

It should be noted, as |I think an earlier
person nentioned, that under the American Rescue
Act, at the increased -- FMAP woul d be used for --
you know, for reinbursing the providers for this
PPE.

But this is spilt mlk.

The inmportant thing is it never happens
agai n.

When New York State develops its plan for
respondi ng to future pandem cs, and, unfortunately,
the experts assure us that there will be future
pandem cs, the system of supports and services to
i ndi viduals with devel opnmental disabilities nust be
a priority in the same way that hospitals are
priority.

Fut ure plans nust designate DSPs t he backbone
of our system and other staff for OPWDD- funded
services and prograns, to plan accordingly for their
need for PPE. And future plans nust designate the
service recipients of OPWDD-funded prograns to be a
priority, and plan for PPE

Peopl e with devel opnental disabilities who

live in congregate settings got sick with COVID
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three tines nore often than the general public was
fromthis disease, and three tinmes nore often they
di ed.

Due to the lack of transparency regarding the
nunber of residents in group hones that becane sick
with COVID, as well as the nunber that died from
COVID, research to find out the percentage of the
hi gher rate -- what percentage of the higher rate
was due to the underlying conorbidities that
Dr. Kastner nentioned, and what percentage was due
to the lack of PPE early on, the State's sl ow
response to providing guidance on quarantine, and
the State's slow response to provide gui dance on
proper training.

New Yorkers with devel opnental disabilities,
and those who care for them w Il never again be
forgotten and left to fend for thensel ves.

Thank you.

SENATOR MANNI ON: Thank you, Margaret.

| appreciate those strong words.

Next, I'd like to introduce Tom MAl vanah
from New York Disability Advocates, and |nterAgency
Counci | of Devel opnental Disabilities.

TOM McALVANAH:  That's great.

Thank you, Chair Mnnion, and thanks,
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Senator Martucci, and all the nmenbers of the
commttee, and thanks to our panelists, and thanks
for having us here today.

When the pandemic hit, the I DD service system
struggled to be recogni zed as a significant
conmponent of the public health system responsible
for keeping our particularly vul nerabl e popul ation
safe and out of hospitals.

Qur residential prograns were left to finance
the cost of the public health emergency on our own
wi t hout any financial support fromthe State to neet
t he increased cost of PPEs, staff overtinme, hazard
time, sanitizing, and other equi prment and suppli es,
and ot her COVID-rel at ed expenses.

NYDA did a survey that estimted that,
bet ween March and Cctober of 2020, not 1820 as
Mar garet suggested -- we -- our providers spent out
$34 mllion just to help get the supplies needed for
their hero DSPs who were on the front |ines every
day.

It -- pretty nmuch, and down in New York City,
it took nearly six weeks to get any response.
Certainly it took that long, if not |onger, to get
our DSPs recognized as essential workers. And

you'l | hear about that sonme nore |ater.
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But for us, we had to conmandeer -- as
Mar garet nentioned, we comandeered orders from
China. W worked with a local distributor.

| AC nenber agencies spent, initially, about
three-quarters of a mllion dollars on it.

We worked with other NYDA partners later in
the year, and we spent well -- mllions of dollars
to secure our own PPEs.

|"mjust going to read to you, quickly, a
coupl e of things.

One is, that the nmessage from OPWDD, when we
were trying to get PPEs, was first to source from
a |local supplier; which, of course, pay for it on
your own.

Second was, to reach out to your | ocal
county's OEM

And if did you not get a response fromthe
CEM then informthe incident nmanagenent unit via an
email, with a ticket nunber we received from CEM
your specific request, the nunber, and supplies,
et cetera.

And on April 2nd we received an email from
the OEM that due to the national shortage of PPEs,
col | ecti on swabs and ot her nedi cal supplies, DOH and

[i ndi scerni bl e] cannot supply progranms, like this
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one particular provider, with these itens.

It is critical that these supplies be
prioritized for our health-care system in
particular for hospitalized patients.

| think what this really comes down to is, is
that the entrenched bureaucratic processes, the
conpartnental i zati on of governnent, when a crisis
hits does not work.

We have to, as New York State, renenber that
we provide 90 percent of the services, the
not-for-profit community in this state, and
80 percent of the certified services.

And | know |'mout of tinme, |I'm w apping up.

What we need, is we need greater financial
resources and supplies to help us manage the crisis.

When 9/ 11 happened, when hurricanes "Sandy, "
"Irene,"” and all those other related events, when
bl ackout s happened, we didn't wait for OPWDD

| was an executive director of a residence
down in Lower Manhattan that got fl ooded out.

We i nmedi ately noved our people to a day
program set up bedroons, had the staff who they
knew there, and actually provided a safe and secure
envi ronment .

That's what this conmunity does.
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That's what our providers do every day; not
waiting for a bureaucratic process to try and tell
us how we shoul d go about it.

W believe in our mssion, we believe in the
people and famlies we support, and we will always
be there.

Thank you, M. MAI vanah.

Qur last panelist for this group is
Alyssa Galea fromDisability R ghts New York.

ALYSSA GALEA, ESQ : Thank you agai n,

Chai rman Mannion, and the commttee, for the
opportunity to speak today.

It perhaps goes w thout saying that | don't
think that we can overstate the inportance of PPE to
group honmes. Their shared |iving spaces, the people
who are there are at a greater risk of infection and
conplications from COVID 19. And the staff working
there typically provide extensive hands-on care that
makes soci al di stancing physically inpossible.

Since March of 2020, OPWDD and DOH s gui dance
has recogni zed the need for PPE to |limt the spread
of infection in group hones.

W all know that there's been a | ot of
troubl e that group hones have had in getting PPE

and we know that there was a national shortage in
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the early nonths of the pandem c

But sonmething told to us as a significant
i ssue was the fact that group homes weren't
considered a priority, so that [indiscernible]
al | ocati ons PPE t hat was avail abl e.

We had providers reporting to us that they
approached offices in their systens, and were told
that they were not an essential health-care setting,
or because they weren't a nursing hone, that their
requests were going to be denied or cancel ed by
their local health departnments and offices of
ener gency managenent, |eading, as you've heard, to
the providers having to conpete in the private
mar ket, the higher price, and al so soneti nes
poorer-quality PPE.

We really think that the people who live in
group hones can't be an after-thought when it cones
to policy, planning, and allocating resources.

We're tal king about PPE here today, but we
could really be tal king about anyt hi ng.

And people with I DD, and the staff who
support themas well, need to be part of the
conversation fromthe beginning at every | evel of
the state and | ocal governnments to ensure that

they're planned for and protected in future public
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ener genci es.

You had nentioned a bill to require OPWDD to
provi de PPE to their providers.

And we think, you know, DARNY, we definitely
support that. But, you know, it's part of -- we
really think it should be passed as part of a |arger
conversation for all resource allocations and
pl anni ng.

We know this conmunity needs to be at the
table fromthe get-go.

Thank you.

SENATOR MANNI ON: Thank you very much.

And | agree, the conversation included itens
related to training and testing. And | don't even
know if we're going to get there.

But back to Ms. Galea's comment, | wll say,
yes, there is a bill out there, but we want to do
nore good than harm

So I"'minterested to hear from anyone, as we
have a bill, where OPWDD, in a public health crisis,
woul d have to provide PPE for different providers.

Is that the right method?

| hear contradictory statenents about the
necessary -- the bureaucracy that we have to go

t hrough. And that naybe providers could obtain
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t hese qui cker.

Al though, in a public health crisis, | know
that was a trenmendous chal |l enge.

Wul d you be supportive of this bill, or, as
it relates to PPE, would autonony be better in
trying to secure those?

|"minterested to hear from anyone.

TOM McALVANAH: | think, certainly,
coordi nation is key.

And ny apol ogi es not knowi ng each piece of
the bill that you have there.

But, clearly, it is a better response than --
than -- you know -- you know, we can't -- you'l
have to source it somewhere el se.

We actually need a better response from
gover nment when we have a crisis.

And | nust say that eventually they cane
t hr ough.

| neglected nmy renmarks, the Departnent of
Heal th and Mental Hygiene in New York City
eventual |y canme through at the end of April to
supply PPEs. But it was through them It wasn't
even t hrough OPWDD.

Wiy DCH has to have the final say in ternms of

what happens to an OPWDD certified residence is a
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little unclear to ne.

SENATOR MANNION:  And to Ms. Borozny, have
you al ready been rei nbursed by FEMA for the purchase
of the PPE?

CYNDI BOROZNY: So we have received about
hal f of our reinbursenment, and we still have a few
applications that are under review.

SENATOR MANNI ON: Thank you.

And, Ms. Di Antonio, you stated that your
organi zati on had provided PPE to your nenbers.

Are you eligible to receive rei nbursenent
dollars from FEVMA as -- as a | abor association?

RANDI Di ANTONIO | don't know, but it's
certainly sonething our secretary-treasurer would be
| ooking into and be very interested in.

| will say that, you know, some of the
changes that happen on the procurenent side many
years ago, | think, influenced how this rolled out.

You know, when DDSGCs had control over their
| ocal procurenment, they knew what was needed, they
could work with | ocal agencies and within their own
system

And now everyt hing goes through a centralized
busi ness service center. It takes nuch | onger.

They don't -- the types of things we need to order,
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i ke gl oves and nedi cal supplies that we woul d have

normal |y had on hand, we didn't,

because it's been

years of flat budgets.

And so there's definitely a lot of roomfor
i mprovenent in coordination, and shifting how | ocal
authorities are able to maneuver throughout
pur chasi ng.

SENATOR MANNI ON: Thank you.
Senat or Martucci .
SENATCR MARTUCCI :  Thanks, Chairman.

You know, you really covered, | think, al
t he questi ons.

And, certainly, all | just wanted to say to
everyone was, thank you for all that you've done in
terms of stepping up in the absence of the
department providing | eadership when it was needed
t he nost.

So, you know, the story | heard fromall of
you is the story that |I've heard from providers in
my region, and providers that have reached out to
me, which is that -- is what -- it's what Tomtal ked
about, is that this is an industry of fol ks who
don't wait; but, rather, act quickly.

And | think your quick actions undoubtedly

saved | i ves.
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So thank you for what you did.

And, certainly, | could not agree nore with
respect to the fact that it's so inportant that we
prioritize DSPs as key -- as key, in terns of
receiving PPE as we nove forward, because you are as
critical as it gets.

So, again, thank you all for all of your
testinony today.

And thank you for, like | said, the --

i fesaving action that you took in the absence of
| eadership fromthe State.

SENATOR MANNI ON: Thank you,

Senat or Martucci .

Thank you to all of the panelists.

| think this is probably a good segue into
staffing and testing, particularly, as |'msure we
wi |l hear, about establishing DSPs as an
occupational code with the Departnent of Labor,
which is absolutely essential.

Being m ndful of time, 1'd just ask that all
panelists and chairnmen and others try to adhere to
the two-mnute rule, as we're up to two hours here.

| do think that this conversation is a very
good one, necessary. And certainly, you know,

there's being -- you know, | think we're only
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val i dating what needs to be prioritized, and al so
seei ng areas where we can i nprove.

So our next panel, as | said, is related to
staffing and testing, and our first panelist is
Joshua Terry from CSCA Local 1000.

JOSHUA TERRY: Thank you, Chairman; thank
you, Senator Martucci.

| hope this is one of the final of these
events that we do via Zoom and not in person.

But thanks for having ne.

| nmean, CSCA represents 10,000 direct-support
assi stants wi thin OPWDD

They showed up every day of this pandemc
they kept comng to work in every part of the state,
and they never stopped.

So | think we can praise them and we call
them "heroes,"” but | think our actions are going to
speak | ouder than words in the next few years.

Senat or Manni on, just to answer one of your
guestions earlier about deaths in the workforce,
we' ve been able -- we found, sadly, 12 of our
menbers in OPWDD who have passed away from COVI D
that they contracted on the job; and that's because
t hey kept showi ng up, they kept taking nass transit

to get to work.
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And it's really sad.

But -- you know, and that nay probably is an
under count, just because we don't always know. But
that's our nunber.

What | want to talk about is the structural
staffing deficit that we have inside of OPWD

COvi D-19 did not cause this structura
staffing deficit, but it definitely highlighted our
needs.

Over the | ast decade we've had a decreased
wor kf orce in OPWof 15 percent.

Thi s has caused nmssive increases in
overtime. So just for exanple, since 2010, the
average OPWDD enpl oyee works five additional
wor kweeks of overtine every year.

| nmean, so that's just how short-staffed we
are.

Due to this staffing deficit and their status
as essential workers, OP workers were required to go
to work. Even if they had a positive COVID --
COVI D- 19 di agnosi s, but were asynptomatic, they had
to keep going in.

| nmean, they -- we are so stretched, that
even contracting this virus could not let them n ss

work if they were healthy in other ways.
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W al so had nenbers that had to float from --
in clusters fromhome to hone, which likely spread
the disease into different homes anong staff and
resi dents.

One thing that | want to bring up, that we
did found [sic], when the day habs cl osed, that
freed up about 1,000 of our nenbers to go back into
group hones.

In those group hones, we have found that
overtime was driven down so nuch because of the
influx of staff.

So we know that staff -- nore staff works,
nore staff will [et us have our overtines cone down.

So what we need to work on is a statew de
policy, between the State and the voluntary
providers, to recruit, train, and retain these
workers so that we don't end up in this situation
agai n, because COVID s over, but we still have
staffing needs.

And | know ny time is up, but 1'll be glad to
tal k about this further.

SENATOR MANNI ON:  Yes, we agree, Josh,
absol utely.

Next, returning is Marco Dam ani from

AHRC New York City.
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MARCO DAM ANl :  Thank you agai n, Senators
Manni on and Martucci .

The 1 DD workforce is our nmost val uabl e asset.
The work they did at the onset of the pandem c, and
continued to do, is the definition of "essential."

Now, Josh just covered a nunber of staffing
consi derations, and don't need to repeat them

However, | will add that we nust continued to
advocate for and achieve a living, not a m ni num
wage, as well as a powerful career path, across
New York State for the DSP workforce.

It's about equity, it's about stronger
recruitnment and retention, and it's about tine.
They have done nore than enough to earn it.

One of the nost challenging staffing issues
early on was the availability of additional nurses.

We haven't heard a | ot about this.

Group hones are just that: they're homes, not
nmedi cal facilities.

So the i mMmedi ate need to add nurses to group
home staffing was extrenely tough.

W were able to get sone additional nurses
t hrough tenp agencies at a very high cost, as,
virtually, all available nurses were already

depl oyed to hospital s and nursing hones.
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More effective staffing nodels, with the
assi stance from governnment, to access these vital
prof essi onal supports are needed going forward just
in case.

Routine testing is one of the pillars of
pandem ¢ nanagenent .

When testing finally started to becane
avai l abl e nore broadly, we imrediately applied for
and received a limted-lab Iicense just to get
access to 2,000 rapid testing kits.

Most ot her organizations can't do this. W
were |lucky we could do it.

Many agenci es are bearing very substanti al
testing costs. FEMA nay or nmay not cover all of
t hese expenses.

Rapid testing capacity is critical. W're
talking a | ot about vaccinations, and that's
inmportant. But rapid testing is critical. The
technology is there, and readily available. Let's
make i medi ate and full use of it, and be funded for
it.

Thank you, agai n.

SENATOR MANNI ON: Thank you.

Next, | would like to introduce

Rachel | e Ki vanoski from NYC FAI R
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My apol ogi es, Rachelle, if | m ssed.

RACHELLE KI VANOSKI: No, you were perfect.
Thank you.

And | want to thank Senator Mannion,

Senator Martucci, and all the nmenbers of the
Disabilities Conmittee for this opportunity.

My name is Rachelle Kivanoski, and | am a
menber of the executive commttee of New York City
FAIR, an organization of fam |y advocates.

|"mal so the nomof a young nan who resides
inasmll certified | RA

My son and | have both w tnessed and endured
this pandemi c firsthand, including a two-week
guarantine in his bedroomdue to illness of one of
his four roommates, and the prol onged | ockdowns.

We so appreciate the dedicated |ifesaving
wor k of our DSPs.

W in New York City FAIR understand the
chal | enge of devel opi ng nuance policies during the
early chaotic days of the onset of the pandem c and
| ack of avail abl e testing.

What | would like to focus on today are the
deci sions made during the early fall that may well
have contributed to potentially avoi dable infections

and deat hs during the second wave of the pandemic,
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and are still not adequately addressed in the newy
revi sed OPWDD gui del i nes rel eased on May 17th.

There were close to an additional 200 deat hs,
from Decenber to m d-May, out of the tota
669 deaths in group homes; once again, at a higher
rate than the general popul ation.

Wil e the robust rate of vaccination has
provi ded protection to the overwhelmng najority of
group hone residents, significant risk remains as
people start to return to other prograns where the
proportion of vaccinated individuals who reside in
the community, and staff vaccination overall,
remai ns bel ow 35 percent.

Per haps the nost probl ematic existing
gui dance permts staff with known COVID exposure to
continue working as long as they are asynptonmatic,
as M. Terry just said.

Wi |l e OPWDD acknow edged the risk of
asynptomatic transm ssion, the guidance clearly
under pl ayed its inmportance, and relied only on
maski ng, hand hygi ene, and the al nost inpossible
standard of social distancing within a residence.

The current COVID infection rate is very | ow,
but it undoubtedly underestimates the | evel of

asynptomatic infection in the community at |arge.
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Si nce asynptomati c people generally are not
tested, there is still no mandatory COVID testing
for staff or residents even when there is a positive
case in a residence or in a program

The "see no evil" approach to infection
control continues to put residents and staff at
risk.

And | would like to echo M. Damiani in
saying, in-home rapid testing kits are now readily
avai l abl e at a reasonabl e cost, especially if sone
of the enhanced FMAT funds are allocated for this
pur pose, and for providing incentives to staff to
get vacci nat ed.

So we would like to recommend mandat ory
on-site pre-shift testing of all unvaccinated staff
in all residential and day program sites.

Unvacci nated staff with known COVI D exposure
shoul d not be permitted to work, and providers
shoul d strive to reduce assigning staff to nultiple
sites.

Thank you.

SENATOR MANNI ON: Thank you for your
statenent, and thank you for your reconmendations.

Movi ng on, back to M chael Seereiter from

New York Alliance for Inclusion and | nnovation
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M CHAEL SEEREI TER: Thank you again for the
opportunity.

On staffing, direct support professionals,
it's their dedication, their conmtnent, and their
willingness to put thenselves and their famlies in
harm's way to support people with disabilities.

They were the nost significant factor in why
people with DD were not nore significantly inpacted
by COVID through this crisis.

As we heard earlier, DSPs literally noved in
and slept on the floors and the couches of those
with I DD that they support for weeks on end.

And we' ve hoi sted DSPs up on our shoul ders
and | auded them as heroes; yet their pay is
hum liating, and it speaks to a hypocrisy in our
society's values and a correl ated gover nnent
prioritization for funding for this work.

During the early days of the pandem c, many
DSPs said sonmething like, if we aren't respected as
a profession and conpensated appropriately after
this display of commtnment, and risking our lives
and our famlies' health and well-being during
Covi D, |I' m done.

And now we're seeing that exactly conme true

wi th an unprecedented staffing enmergency overt aking
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us as we speak.

We nust take i mredi ate short-term and
| ong-term steps to address this energency now, and
for the future.

We outlined many of those steps at
yesterday' s Energency Wrkforce Summt, and we now
need to take sone action.

The ot her significant reason that people with
| DD were not nore inpacted by COVID is the
extraordi nary neasures that provider organizations
went to to procure PPE and pay hazard and hero pay,
| argely without the reinbursenent of revenue that we
wer e just discussing.

Tom menti oned earlier about the cost the
providers incurred for PPE

Additionally, providers paid $130 mllion in
hazard and hero pay fromthe period of time, from
March to Novenber; while at the same tine, their
revenue went down $327 mllion.

We need to use sone of the enhanced FMAT
resources to recogni ze and rei nburse for these
| argel y unrei mbursed expenses, and to begin paving
the way for bringing DSP wages back up

Lastly, | think it's inportant that we

recogni ze that DSPs are di sproportionately Bl ack and
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Brown New Yorkers, not dissimlar to other
caregi ving and human-servi ces sector professions.

As Jim Moran said previously, the nature of
t he work makes peopl e susceptible to infection
transmssion with a virus like COVID. So it's not
hard to surm se how COVID infection and death rates
are higher in Black and Brown conmunities, in part,
because -- in part, caused by the jobs that these
peopl e have, or had, as the case nmay be.

On testing, access to testing, it was a
significant problemearly on.

It is clearly linked to a significant |ack of
recognition by New York State; | would say
Departnment of Health, the health system overall,
about OPWDD, its system and direct support
prof essional s as essential workers, as others have
not ed before.

And it took exceptional |evels of advocacy
fromall |evels of stakehol ders, and OPWDD i ncl uded,
to get 1 DD services, and others, |ike behavioral
heal th, recogni zed as part of the public health
system for the purposes of the pandem ¢ managenent.

W can't let that happen ever again; we can
never again be left as an after-thought.

Thank you.
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SENATOR MANNI ON:  Thank you, M. Seereiter.

Back to Jim Moran from Care Design New YorKk.

JI M MORAN:  Thank you, Senator.

|"mgoing to sort of shift away from ny
testinmony, which is really focused on the
vacci nation and testing of enployees. Cearly, it's
a critical issue that has been tal ked about.

| wanted to shift to -- really, to a bill
t hat you' ve now sponsored, Senator, and that is, at
the height -- the ultimate slap in the face | see
with all of this, during the height of the panden c,
that a budget proposal was put out to cut the rates
of the service -- residential service providers; to
elimnate hundreds of mllions of dollars of funding
to the residential providers during the height of a
pandem c.

And the fact that, you know, well, that's
because we've got to make the nunbers work

And, you know, as sonebody -- as one of the
parents said earlier, the State has been
cost-centered as opposed to person-centered.

And at the height of a pandemic, to think
that that -- that -- that really tells you what the
feeling is of the value of not only the people that

we're blessed to be able to support day in and day
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out, but the people who work with those individuals
to help themlive the best lives possible.

| want to get behind your bill, Senator, and
real ly applaud you for taking that on, because the
| ast thing the providers -- service providers need
right now is one nore cut.

Enough i s enough.

So, thank you.

SENATOR MANNI ON: Thank you, M. Moran.

| went out of order a little bit, so
| apol ogi ze to folks.

| will make sure that | catch everybody.

But, next, is Julie Keegan from
Disability Rights New York.

JULI E KEEGAN. Good norning -- or, good
af ternoon, Senator.

| really appreciate the opportunity to be
here fromDisability Ri ghts New York, the protection
and advocacy system for New York State.

Much of what | had planned to say is covered
in a very conprehensive report that ny coll eague
Alyssa al ea alluded to, which was based on a
seven-nmont h study, |ooking at the treatnent of
peopl e in group hones in New York during the COVID

pandem c, and the State's response.
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And that is available on the Disability
Ri ghts New York website.

But | do want to highlight a few things that
have been tal ked about here, to sone extent, but the
first is, with regard to staffing, is | want to
enphasi ze al so, that these are individuals, the
di rect support professionals, that are working in
t hese very stressful tines, not only getting paid
| ess, but, also, because of the dim nished
wor kf orce, having to cover extra shifts and working
in a short-staffed situation.

These fol ks are di sproportionately Black in
New York. Only 17.6 percent of the genera
popul ation is Black. But for direct support
prof essionals, we're looking at 35 to 42 percent.

That's very significant.

Al so, direct service professionals are
di sproportionately wonen, and they're people born in
ot her countries.

So | think we need to be m ndful of that when
we' re | ooking at pay equity.

And then, also, and | will say it also, there
was heroic, absolute heroic, conduct by these
i ndividuals during this crisis.

And | totally agree with Mchael, that nore
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peopl e woul d have di ed had not these fol ks stepped
up and stepped in and stayed for weeks on end to
m nim ze exposure.

Wth regard to testing, what | wanted to say
there, is that it's very shocking and di sturbing
that individuals in group hones are not given the
same priority and the same protection as people in
ot her congregate settings.

Al t hough testing was not w dely avail able at
t he outset of the pandemi c, this has not been the
case for many nonths.

And, indeed, over a year ago, New York State
mandated staff testing in congregate settings other
t han group hones. Beginning on May 15, 2020, staff
working in nursing facilities were nandated to be
tested two tinmes a week.

It's very troubling that people in group
homes are not given the same protection as people in
nur si ng homes and ot her congregate settings.

Peopl e in group hones require close physical
contact with staff and confined spaces just as
peopl e with nursing hones do.

As Dr. Kastner nentioned today, people in
group hones often have conorbid conditions that put

them at higher risk of serious illness and death
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just like nursing hone residents.

There is no rational basis for this
di scrimnatory practi ce.

For all of these reasons, the State nust
require and fund regular testing of staff who have
not been vacci nat ed.

We recomend that both direct support
prof essi onal s and provi der agencies be required
partners in creating the paraneters of a testing
mandat e.

Thank you very much

SENATOR MANNI ON: Thank you very much,

Ms. Keegan.

Next is, we're back to Randy Di Antonio from
Publ i ¢ Enpl oyees Federati on.

RANDI Di ANTONI O Thank you, Senator Manni on.

So | amfromthe Public Enpl oyees Federation,
but 1've also worked for OPWDD for 23 years as a
soci al worker.

And | agree with a ot of what ny fell ow
panel i sts have said today about the staffing crisis,
and that crisis clearly goes across all state
agencies, but, in particular, OPWD has been the
hardest hit.

My col | eague from CSEA nenti oned about
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15 percent of the workforce has been | ost over the
| ast decade.

That equates to over 4500 enpl oyees.

Let ne say that again: Over 4,500 enpl oyees.

OPW had the nobst overtine of any --

25 percent of the 19 mllion hours worked in
overtime during COVID was OPWDD.

There's been a systemc effort to shrink the
footprint of this agency and the critical |evels of
care. And we saw it nmagnified throughout this
pandem c.

The shortages started to all ow the agency to
justify a trend of suspendi ng services, closing
group hones, because they couldn't staff those
settings.

Many of our nenbers who are not DSPs, but are
habilitation specialists and nurses, were redepl oyed
into the group honmes, and were willing to do
what ever they could to support their brothers and
sisters, you know, doing the frontline work;
however, a lot of this increased density in the
hormes, it increased transm ssion risks because
peopl e were being redepl oyed from one place to
anot her.

W' ve seen over the last 10 years a | oss of
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3,000 beds. And that wait continues to increase
because of staffing shortages as we speak.

Everybody has heard about the nursing
shortages. And OPWis significantly inpacted by
their un -- inability to recruit and retain nurses.

We still have not seen hazard pay for our
menbers who have been on the front I|ines.

There is a lot of things going on where
short-staffing has increased the risks.

And | know I'mrunning out of tinme, but
| want to address one issue related to the
Department of Health guidelines that were issued.

These guidelines for returning to work after
a positive case all owed agencies to bring people
back after a much abbrevi ated quarantine period if
t hey wore a nask

But, basically, we were bringing back
positive people into honmes because we didn't have
enough staff.

And | would just encourage, and | thank the
Senate for passing Senate Bill 1765A this week,
whi ch woul d allow -- or, engage the agency in a
reporting process on staffing and fills, but this
has to be nore transparent.

W need to know why vacancies aren't filled,
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and why they're not recruiting and retaining staff.

And there are reasons for this, and we need
to have these conversations.

So staffing is a critical need, and we | ook
forward to partnering with all of you as we nove
forward

SENATOR MANNI ON: Thank you, Ms. Di Antoni o.

Qur last panelist for the topic is
Peter Zummo fromthe New York Alliance for the
Devel opnental | y Di sabl ed.

PETER ZUMMO  Thank you, Senator, for your
| eadership in this area.

Bei ng | ast neans a | ot of the good things
have said, so I'mjusted going to speak as a father
and a famly nenber.

| have a son, 23 years old, Andrew. He has
autism He's |owfunctioning and non-verbal. He
lives in a certified | RA

Andrew and his three housenmates require
24-hour care. During COVID, the staffing of his
house was reduced to a barebones | evel because there
was no staffing available to fill all the positions.

Now that we're on the other side, staffing is
still reduced. This has dimnished ny son's quality

of life. For exanple, he rarely ever gets to | eave
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t he house because there's never enough staff for him
to do so. He only gets to go out when we, ne or ny
wi fe, take himout.

DSPs are, ultimtely, what make the house
work. Wthout themthere would be no residence for
ny son.

The DSPs that are now working with Andrew all
stayed through their jobs through the pandem c.

They' re dedi cated, they care, but they al so
have to earn a living and pay their bills.

OPWDD mnust provide funding to the agencies
that would allow themto pay the DSPs what they
deserve for the work they do.

Lack of State funding has nade a DSP's wage
not a living wage.

That is no | onger acceptable.

I n addition, OPWDD has instituted cuts to
residential rates that will take mllions of dollars
out of the systemat the very tine when mllions of
dollars need to go into the systemto provide
conpensation for the DSPs.

It's actually surreal that, com ng out of a
pandem c, with an ocean of federal dollars com ng
into New York State, that OPWDD woul d cut

residential rates at this tine.




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

136

But it's not just residential. Many day habs
are al so closed, or have not reopened fully, due
again to a lack of staff.

My son is lucky; he's in his day hab.

But | personally know of one person who |ives
in an I RA, who has not had day hab services since
March of 2020 due to staffing problens. Hs IRAis
provi ded by one agency. H's day hab is another

agency. He has received no services since March of

2020. He sits, watching TV, 15 hours a day -- |'m
sorry -- for the last 15 nonths, he sits, watching
TV.

It's unaccept abl e.

Proper staffing is essential to make this
syst em wor k

We cannot | et our people down. Qur
popul ati on deserve to be treated with dignity and
respect.

OPWDD needs to stay, stay the course, and
provi de the resources necessary to nmake this system
what it should be.

Thank you.

SENATOR MANNI ON: Thank you, M. Zunmo.

Senat or Martucci .

SENATOR MARTUCCI :  Thanks agai n, Chairman.
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So | guess maybe the first thing I'll start
off wwth is, the Chairman and I, | know wote a
| etter together, opposing the cuts to the voluntary
residential prograns.

So | think we certainly share the sentinent
that you all have raised with respect to that issue.
Certainly, nowis not the time to be making cuts to
t hese prograns.

So we couldn't agree nore.

My thanks to Randy and Josh for being here.

And certainly, your nmenbership, and, really,
t he DSPs, and ot her service providers around our
state, who, again, [indiscernible] -- sone of you
have cone back fromdifferent panels, so you've
heard this before -- but have really filled a gap of
| eadership that this State left, and took absolutely
life-saving action to nake sure that things weren't
even worse than they are now.

And, lastly, you know, | only had 10 m nutes
of questions with the Commi ssioner, but what was
certainly positive that came out of ny discussion
with himwas a willingness for he and | to sit
afterward.

And | do have trenendous concerns wth

respect to the abbreviated quarantine period that
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was brought up. | think that that certainly is a --
| have trenendous questions about, you know, how
that not only affects the safety of our staff, but
the folks that live in these facilities.

And then, lastly, | couldn't agree nore with
the inmportance of testing at this tine.

| know, Ms. Keegan, you tal ked about it,
and others, how critical that is that this State
step up, not only mandate it, but financially
support it.

So | look forward to continuing that
conversation because | too am aware of that
information that shows us that, from Decenber to
m d- May, our fatalities tipped up by 200.

And during that period | was making rmultiple
requests to OPWDD about this data. And for a large
portion of that tine that data wasn't avail abl e.

So, unfortunately, it was a grimstatistic
that confirmed for us that the problemwas far from
behi nd us.

So you' ve certainly got my conmtnent that
"1l be following up with the Comm ssioner on that,
even though | did not have an opportunity to ask
t hose questions today.

Thank you, Chairman.
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SENATOR MANNI ON: Thank you.

Qobvi ously, many concerning things that are
com ng up again, including, you know, the
COVI D-positive patients that were forced to return
to work. That is the extrene nature of the
wor kforce crisis | think that we're in.

And | can -- will just quickly say, to Randy
and Josh al so, thank you to your nenbers for,
literally, giving their lives to care for others.
And ny best to their famly nenbers as well.

For the fam |y advocates that are on here, we
can hear it, we can all hear it, you care about the
peopl e who care for your famly nenbers.

| had an aunt who lived in a residenti al
facility.

W need to treat these people with dignity,
respect, and equity.

And | think we're all on the sanme page there,
and we're all going to nake sure that we do what ever
we can to make sure that they are properly
respected, that they have that dignity.

And the only way to do that is to properly
fund it, and we're all going to push together, as
| know Senator Martucci agrees.

And the folks that 1've had the pl easure of
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neeting, that are across the screen, are going to
push with ne.

So thank you all for participating today.

Thank you for your advocacy for the people
who do the work

And t hank you to the people who did the work,
and who represent those.

So | appreciate it.

Qur next panel will be on visitation.

Qur first panelist will be BJ Stasio from
Sel f - Advocacy Associ ati on of New York

BJ STASIO Thank you for having ne back;
| appreciate it.

And while we're tal king about visitation,
under certain circunmstances during COVID- 19, people
in certified settings were restricted in terns of
visitation to what they had believed as their hone.

They were also restricted fromparticipating
in their comunity.

Wil e the Sel f-Advocacy Associ ati on does not
guestion the intent and inportance of preserving
heal th and wel | - being, even lives, their
restrictions raised significant questions anong
sel f -advocat es about rights.

It was very difficult for people to
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under stand why they could be told they coul d not
have visitors or access to conmunity when their
nei ghbors, who did not receive services, could
choose to do these things.

We asked OPWDD and New York State to explore
these rights-related i ssues that have conme up --
come to light in the future, to ensure the
strategies to infection-control pandem ¢ managenent
are clearly based on a foundation of individual
rights, and that that foundation of any necessary
restrictions, should those exist, are conmuni cated
clearly in a manner that afford people receiving
t hose services to understand their rights, and the
recourse should they not agree with any
restrictions, such as easy-read docunents, for
exanpl e, in plain | anguage.

And | would like to say, frommy previous
panel, | support the point that M chael Seereiter
made about smaller group hones. And if people w sh
tolive in their owm setting, | would like to -- for
peopl e to have the option to explore that.

Thank you.

SENATOR MANNI ON: Thank you very much,

M. Stasio.




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

142

And next we are back to Peter Zummo fromthe
New York Alliance for the Devel opnental |y Di sabl ed.

PETER ZUMMO  Thank you agai n, Senator.

Before | discuss the actual visitation issue,
| would like to point out the effects of the
| ong-term | ockout that ny son had to endure, and
ot her residents of the system

The | ockdown caused physical, nedical, and
psychol ogi cal harm

He -- ny son devel oped aggressive behaviors
towards staff. W had to adjust his nedication to
address the issue. He devel oped al opecia fromthe
stress he was under.

O her residents showed signs of severe
regressi on and depressi on.

| know people that were forced to m ss
nmedi cal appoi ntments because they were under
| ockdown, including one person whose gl aucoma went
untreated, and is now blind in one eye.

As for visitation, fromMarch to July, ny son
was a virtual prisoner in his house. He was not
permtted to have any visitors, he was not all owed
to go anyplace or do anything.

Hi s house is not nedically fragile. None of

the four residents have any conorbidities that would
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increase the risk of a poor outconme should they have
cont acted COVI D.

| was not allowed to see nmy son, even though
" m his guardi an, and have the legal right and
obligation to see himand check on his condition.

Wil e such a draconi an | ockout may have made
sense in March and April, to extend the total
separation of residents fromtheir famlies and
guardi ans into July and beyond was excessive and
unr easonabl e.

| would |ike to point out also that the
effects of COVID were different fromregion to
region in the state and in the OPWDD system
Treating all the regions alike is not the right way
to do it.

| also think we need | egi sl ation passed that
will establish an "essential famly or guardi an"
designation, which | like to call "EFG"

The EFG woul d permit each resident, or her
guardi an, to designate one person who will be her
EFG and that EFGw |l be granted access to the
house the same as if she was a staff nenber.

This way, if there are future | ockdowns, one
person fromeach famly, either a guardian or a

famly menber, is designated, and can go into the
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house, check on their |oved one's conditions, and
see that they are okay or if they need anything.

| think if a lockdown is necessary in the
future, it should be limted in time and scope only
to what is nedically necessary.

Locki ng out guardi ans and separating famlies
for nonths at a tinme is not in the best interests of
t he residents.

Thank you, Senator.

SENATOR MANNI ON: Thank you, M. Zunmo.

Next is, | would Iike to introduce
Susan Constantino of CP Unlimted.

SUSAN CONSTANTI NG (No audi 0.)

SENATOR MANNI ON:  Susan, you're mnuted.

SUSAN CONSTANTI NG After all this tine,
woul dn't you think we would know enough to not be
mut ed?

Unbel i evabl e.

| really started by saying, thank you,
Senat or Manni on, for everything you' ve been doing.

And for you, Senator Martucci, we -- | have
affiliates who speak very highly of you and all of
what you' ve been doi ng.

So thank you very, very much

| conme here inalittle different fashion,
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and so I'mnot going to talk about what | had
witten to tal k about.

But | would really like to talk to BJ and to
Peter and to other parents, because this is a
provi der, and our providers across the state.

This was an extrenely difficult tine for us
t 0o.

It goes back to a lot of what's been said
t hroughout all of this hearing.

The first part is, that there were no clear
gui dance that we received from OPVWDD

Qui dance that's put in place and never taken
out of place, guidance that was put in for actually,
really, downstate, and went through the whole state,
is not appropriate, and we know t hat.

But we al so know that, as providers, the
peopl e we needed in our honmes were our direct
support staff. And we knew that we could not
control where they were, except when they were with
us.

We did not have enough PPEs in the begi nning,
but that changed, and we eventual |y had enough.

But we couldn't control who was really
wor ki ng with our folks.

And so the "l ockdown," as you call it, and
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for us it was, really, we didn't like to think about
it that way, but it appeared necessary because our
goal was to keep people safe, especially as we saw
our individuals go into the hospital or our
i ndi vi dual s pass away.

So that really was the reason why.

But | sat in neetings with OPWDD every week
for nonths and nonths, and nothing changed. And
t hat was wong because we needed to have the
gui dance changed, it needed to be | ooked at
differently.

But it goes back to exactly what was said on
the last panel: If we would have had the
avai lability or the access of testing, where we
coul d have tested; where we could have tested our
staff, where we could have tested, and asked our
famlies to have these rapid tests, only those of us
who were |ucky enough to have sonme kind of a
relationship with a PPS or with sonething el se where
we were able to get the testing, that could have
hel ped.

So forgive us as providers that we | ocked you
out. That was not what we really wanted to do, and
we needed to really have a better way to do it.

But also forgive us for trying to keep people
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safe, even though the repercussions, as you had
tal ked about, Peter, were very great.

SENATOR MANNI ON: Thank you, Ms. Constanti no.

Qur last panelist for the topic is
Mar gar et Rausti al a.

MARGARET RAUSTI ALA: Senator, I'mgoing to
make your job a little difficult because I'ma
parent. | represent Long |Island Advocacy for the
Devel opnental | y Di sabl ed, and | have a very
di fferent point of view fromthe other parent who
spoke, and fromthe Self-Advocate.

March of 2020 OPWDD suspended all visitation
in certified residences. It was the height of the
pandemi c, and little was known with certainty about
how COVI D spread, was transmtted, and how deadly
was the disease.

G ven the range of vulnerabilities of the
people who live in certified residences, this
seeni ngly draconi an suspension of all visitation, in
nmy hunbl e opi ni on, was necessary.

Many fam |ies were understandably upset, but
nost, nost, | believe, recogni zed the need for
precauti ons.

Later, the neno suspending visitation was

anended to permit, but not require, providers to
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all ow visitation outdoors with synptom checks,
tenperature taken, nmask worn, and social distance
when possi bl e.

At the tinme of the pandemic, ny son R co was
49, and had never gone nore than two weeks w t hout
visiting ny husband and | in our hone.

Rico would not talk on the phone or use
FaceTime, and we were worried that if we went to
visit himin the backyard, he would want to hop in
the car and woul d wonder why he couldn't.

Consequently, after 49 years, we went
5 nonths, 5 nonths, before we saw himand coul d
bring himto our honme for a visit.

Staff took photos and short videos of Rico so
that we could see how he was adjusting to his new
life.

Wbrds cannot express the gratification that
| feel. This was a difficult tine.

Sonme fam |ies were angered by the visitation
policy. They believed that if the staff went out in
and out of the group hone, why not famlies?

At the tine, at the beginning of the
pandem c, Leanne took the position that, while
separation of residence fromtheir |oved ones can

cause significant stress and anxiety, as one of the
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parents pointed out, it was necessary because the
staff was needed. It required staff to go in and
out. We don't require famlies to go in and out.

So as hard as it was, and as difficult as it
was, it was the right thing to do.

As nore was | earned about the transm ssion of
the virus, OPWDD recogni zed that new strategies were
needed, going forward, and to extend the opportunity
to visit residents in certified facilitates.

Eventual |y, protocols were in place to permt
i ndoor visits by persons 18 years or older. These
i ncl uded, again, synptom tenperature checks,
gui dance, as to where in the home the visit could
ideally take place, and requirenents for
mask-wearing, and as sonmeone pointed out, social
di stancing, which is often very, very difficult, if
not inpossible, to achieve.

Since there was increasing evidence that the
transm ssion of the virus outdoors was difficult,
given its airborne nature, nmany agencies strongly
encour aged people to cone visit their child in the
backyard, weather permtting.

The U.S. has now reached a new m | est one,
wi th the nunber of Anericans who are fully

vacci nated reaching 41.4 percent, as of the CDC




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

150

yest er day.

It was nore -- the CDC has, |ike, conme out
with different guidance that's nore stringent than
t he general public, but gives nore flexibility.

Governor Cuono recently announced that nore
than 60 percent of adult residents in New York State
have had at | east one dose of vaccine, and nore than
50 percent of the adults are fully vacci nat ed.

In this case, we are pleased that visitation
has beconme nuch nore | oosened up, and especially for
t hose individual s where the resident and the person
visiting themare both fully vaccinated, and the
visitation takes places in the resident's bedroom or
in a designated area away from ot her peopl e.

W think that this is a very reasonable step

And we hope that, as tinme goes on, and nore
is |l earned, and, eventually, nore and nore people
are fully vaccinated, that the government will --
New York State government will continue to follow
sci ence, and nake deci sions based on the science
that the CDC is coming forth with

Thank you.

SENATOR MANNI ON:  Thank you, Margaret.

Al of that cormentary was very powerful, and

| can only imagi ne the range of enotions that your
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fam |y menbers and yourselves felt.

Well, just one quick comment, and then a
gui ck questi on.

But, Peter, nmy comment is, that | think your
idea is a fantastic one, and absol utely necessary.

And, hopefully, you know, we can -- our
of fice can engage with you to talk a little bit nore
about that. But your EFGidea is a -- |I'ma fan of,
and it's absolutely necessary.

And, just, if there's any bl essings that cone
out of this, | think that that, naking that change,
so that we can nake sure that we have access to our
famly menbers, is inportant.

And |'ve heard this over the course of al nost
a year and a half how necessary that is.

Peter, you were going to say sonething,
| think?

PETER ZUMMO.  Yes. Thank you, Senator.

| appreciate your support in this. And,
NYADD, we're 6,000 people strong throughout
New York State. W're -- we'll be happy to work
wi th you and your coll eagues, and get this EFG
| egi sl ati on passed.

And | think it's a very good thing that is

really needed in the system
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Thank you.

SENATOR MANNI ON: And then ny | ast question,
and | think sone of the famly nmenbers and advocat es
alluded to this, but, you know, were there any
options --

| think, Margaret, you had nentioned this.

-- but any options that really were very good
options, and, obviously, that was restricted at
certain tinmes --

You had tal ked about your -- the backyard
visit.

-- but that were provided to residents to
keep in touch that you found to be, you know, on par
with, or close to, in-person interactions?

MARGARET RAUSTI ALA: As | said, once again,

t he DSPs cane through. They understood, and they
woul d t ake phot ographs of Rico, or short videos, and
send themto nme, on their own. The DSPs really
understood that we couldn't see him and that this
was the best thing in our famly's case.

And to go back to the proposal that was nmade
in terms of one person being permtted to visit,
| still think that testing is going to be the key.
| mean, we need -- we can't have -- | don't care who

you are, we need now with testing, so that the
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peopl e we know who are getting together are free of
COVI D, or have been fully vaccinated and have that
Excel si or pass.

SENATOR MANNION: | think we agree.
Absol utel y.

Thank you, Margaret.

Any ot her comments from anyone?

Thank you again, for the panelists, for

sharing your story. And, again, | use the word
"powerful ," but it was powerful.
Thank you, again; | appreciate it.

Qur next panel is on vaccination, and our
first panelist is Susan Constantino from
CP Unlimted.

SUSAN CONSTANTI NG |'munmnuted this tinme,
| "' m happy to say, having thought about it.

Well, | really want to thank the people who
organi zed this because they gave nme the happy thing
to tal k about, which is vaccinations.

And | would like to talk a little bit about,
nunber one, thanking everyone, the Legislature, as
well as, | believe, OPWDD, certainly NYDA and al
of us who advocated, that our individuals who |ive
in certified residential prograns were part of the

1A groupi ng, and that we were able to be in the
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first group to get them vaccinated.

| think it was also inportant that our staff
were in that group, and that made a big difference.

Even though we have not been very successful
in getting our staff to accept being vacci nat ed,
do think that having thembe in the first group
having it be easier for themto be able to do, and
having them be abl e to observe our individuals
recei ve the vaccine, was really inportant.

And we continue to try to keep encouragi ng
t hat kind of behavior for them that they would get
vacci nat ed.

| do want to say that OPWDD required a very
stringent data collection systemon the
vacci nati ons.

And in the very beginning, staff who really
were -- who did not have the tine and were unable to
do this, we're really asked to report on
vacci nations every single day. And we were -- it
was over whel m ng.

And so we worked with OPWDD, and we were able
to -- or, a small group of us work with themin
order to get that changed so it becane at | east
weekl y.

It's redundant. It doesn't really give us
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what it needs because it's aggregate. It doesn't
give us, like, in which areas are there particul ar
i ssues about trying to get people vaccinated.

But at least it is data that we've got that
we can | ook at.

But | think what was nost inportant, and
| think it's really inportant to give credit where
it was due, the local health departnments, once --
during the very begi nning of COVID, when they didn't
recogni ze us, they didn't know that the O fice of
Emer gency Managenent didn't realize they were
supposed to support us or help us, but once they
| earned that, and through the Governor's office, we
actual ly got acquainted with many of them
particularly in New York City, they were magnificent
in the vaccination part.

They really helped us to find the places
where we woul d go.

They hel ped us to support smaller agencies so
t hat everyone had a place to go.

They were -- we could call them and say,
"This clinic needs 200 doses on this day," and it
woul d be there.

So between the FQHCs and the | ong-termcare

phar maci es, and sone ot her OPWDD providers that said
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"1l have it in my own place, | think that there was
a concerted effort, and it was an effort that
succeeded, based on the fact that we have so nany

f ol ks vacci nat ed.

My only comment -- |last comment is just that,
now we need to find ways to get our staff
vacci nat ed.

We need support.

We don't have cl ear gui dance on exactly what
we can say or what we can't say, and that's not just
OPVWDD. | think it's everyone now | ooking at this.

But the day that we're able to say that it's
required, and that we nust -- that staff nust be
vaccinated will be the day we can all start to feel
alittle bit nore confortable.

Thank you.

SENATOR MANNI ON: Thank you, Susan.

The |l ast panelist for this topic is
Yvette Watts from New York Association of Energing
and Multicultural Providers, Incorporated.

YVETTE WATTS: Thank you,

Senat or Manning [sic] for this opportunity to speak
again on this very sensitive topic.

First I want to thank ny coll eague

Susan Constanti no.
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She, along with her |arge agency,
denonstrated that networking and shared resources
anongst providers is our greatest resource.

As she nmentioned, in the beginning, there was
a di sconnect.

And we did get into the "A" category, but
prior to that there was a | ack of comruni cati on.

| know many of ny snmall and m dsize providers
were at a loss. And famlies were contacting them
and they had nowhere -- where to go, what to do,
were they even counted in this Al category.

So once Susan connected us with the | ocal
DCOH, we were able to work along with her to nake a
| ot of those pop-up sites available, and to really
find out what needs those agenci es had.

Thank you so much, Susan. You know, | |ove
foll owing you on any kind of a forum

| just want to say that, right now, the
probl emthat we have, is the hesitancy rate is very
hi gh anongst the staff, and especially people of
Bl ack and Brown culture. And that has a lot to do
with historic cultural concerns, but it also has to
do, and | have to say this, | nmentioned it
yesterday, it's the lack of equity in conpensation,

the | ack of trust.
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These individuals do not -- | mean, now |'m
talking as a nother of a 36-year-old fenmale with
autism

And | hear them say, How can | trust soneone
t hat doesn't even care what | do, doesn't even care
that can | pay ny bills?

These individuals -- and then, you know, you
tal k about the day we will be able to do nandatory
testing. Until we build that trust up, that's not
going to work, because nmany of themfeel, and they
said it to me, that why should | trust someone to
vacci nate me when they can't even conpensate me or
understand that what | do is inportant? | take care
of individuals, but I want to be here. But that
| can't -- that | don't feel |ike an essenti al
worker. | feel like |I am being abused.

And that's the way they feel.

| think that M chael Seereiter, another
col | eague, he was so el oquent in stating what he
feel s about the disparagy [ph.] and the |ack of
equity for our workers.

So as | said before, this is a circle of --
and once there's a piece that's not connected, if we
don't -- we need those individuals, yes, to be

vacci nated, but you cannot mandate individuals that
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don't even want to work with you anynore.

It's very sinple.

And | think that it's appropriate that we had
the forum yesterday, and now we have this forumin
which -- the platformin which to talk about what we
need to do, noving forward.

So thank you, Senator, for this opportunity
to speak.

SENATOR MANNI ON: Thank you.

Yes, and thank you for sharing.

And, you know, |'m al nost enbarrassed by the
guestions that I would have asked, because | know
the -- you know, this is not about procedure, this
is not about logistics. [It's a rmuch, nuch bigger,
and nore sensitive, picture than that.

And | appreciate both of you sharing that
i nformation.

| don't have any questions because | don't
think we're going to have an answer.

So we do understand the inportance of it, and
| do hear resonating as it regards to testing, which
has come up -- came up several tines.

And, of course, we want people to be
vacci nated, but we al so want them healthy as they're

working with others, and we want to help in building




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

160

a nore trustworthy environnment, yes.

YVETTE WATTS: Thank you.

SENATOR MANNI ON: Thank you.

Qur next panel is fiscal inmpact and ot her
chal | enges.

Qur first panelist is Kathy Bunce from
State-Wde Fam |y Advocacy Network of New York.

KATHY BUNCE: (No audio.)

SENATOR MANNI ON:  Kat hy, you are nut ed.

KATHY BUNCE: |'msorry. | should know by
now.

The COVID shined a very bright light on a
very fragile system

For years fam |y stakehol ders have been
soundi ng the alarm and asking for investment in the
wor kf orce we desperately need. W have asked
repeatedly, the services delivered through OPVWDD is
fully and fairly funded.

| know you've heard those words from us

bef or e.

The increased m ni nrum wage, along with a
decade of -- w thout a neaningful COLA -- there was
a very, very snmall one, one year -- has nonprofit

agenci es at a huge di sadvant age.

And as a parent | can tell you, | know,
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shifts are long, pay is low, the work is hard, and
overtime is frequent.

And then cones COVID, and it was the perfect
storm there were no services.

W were told by OPWDD that we nay never get
back to level of services, and famlies really were
left to fend for thensel ves.

Now, our famly, we were lucky. W were
healthy. | have a husband who shared in the
caregiver responsibilities.

And not everyone in the state has that
opti on.

W thout this workforce we have no future.

Wt hout a capacity of caring DSPs, we wll be
returning to the days of institutionalization
because famlies sinply will not |ive forever.

My daughter attends a day program only
t hree days a week because they don't have sufficient
staff, but there is not one single staff nenber
wor ki ng there today that was there pre-COVID.

She was given priority because she's stil
living at home. So ny husband will have -- when ny
husband has to return to work, we're really not sure
what we're going to do.

Her certified group hone is schedul ed to open




© 00 ~N oo o b~ w N P

N NN N NN P R PR R R R R R R
gag A W N P O © 0o N oo 0o M W N -+ O

162

at the end of the nonth. The opening date is
contingent on finding staff.

Famlies are literally going door to door,
handi ng out flyers, |ooking for people.

That shoul d not be.

That shoul d not be.

O her famlies are working shifts in the
noncertified homes to cover the care and safety of
their | oved ones.

So in January there were 2300 open positions
in our region. Now we have over 3300.

We need a sustainable systemfor our |oved
ones, goi ng forward.

W need to stop these crazy 5-1 cuts.

We need to raise the wage because DSPs
deserve to make a living wage. 10 years ago their
starting pay was 35 percent above m ni num wage.

There's been mnimal investnent in the nost
i mportant workforce infrastructure to so many
peopl e; 130, 000 peopl e.

Now is the tine.

They shoul d be consi dered essential workers
because they are essential workers. They're
essential to ny daughter, they're essential to ny

famly, and to every other famly nmenber who has
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ever had -- had to rely on services, at no fault of
their own, by the way.

W need to fund the future.

W need to use those federal FMAP nonies, and
we need themto flow very quickly to the nonprofits
to stop the bl eeding.

These nonprofits are in a dangerous fiscal
position. They serve 80 percent of the people and
sinply cannot fail. W sinply cannot afford to | ose
one person fromthis systemat any |evel.

W need i nmmedi ate action to address the
submar ket wages, we need proactive planning and
forecasting of future need, and we need to have a
robust sustainable future for our children.

Thank you.

SENATOR MANNI ON: Thank you.

Next is Karen Nagy from Eastern New York
Devel opnental Disabilities Advocates.

KAREN NAGY: Thank you, Senator, and
conmi ttee nenbers.

|"mfollowing Kathy's |ovely testinony, and
it occurs to ne, over all of these forums, that we
keep hanmering honme the sanme points.

So I"'mnot going to -- I'mgoing to adjust

again, and |I'mnot going to hamrer home anything
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that hasn't already been hammered hone.

But | can say with unequivocal certainty that
our provider, our nonprofit provider, kept our son
and everyone el se they served safe.

And we face an incredible staffing shortage
at this nonent due to burn-out, and the significant
overtime pressures, that have occurred for our
remai ni ng staff.

So there's really a two-pronged probl em here.

We have remai ning staff that's burnt out, and
just exhausted, fromall of this care. And then we
will have new staff comng in that we will need to
train and spend noney on.

So at a time when people with IDD, and
especially like nmy son with profound autism who

doesn't do well with change, they have experienced

significant regression, and they'll be adjusting to
reopeni ng full in-person services, environnental
stressors.

| mean, nmany of us without disabilities are
understanding the differences in our lives that have
contributed to stressors that have driven to nake
di fferent decisions after this pandem c.

So, you know, our staff is enotionally

drai ned, burned out. W' ve |ost many of them
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al ready, and we're at risk of |osing nore.

So, essentially, our workforce is in crisis,
and it has been in crisis.

And it's just -- you know, it's not
acceptable that we don't acknow edge that, without
it, the system and all of the adm nistrative costs
t hat support it, are worthl ess.

So, you know, obviously, the additional
FMAT dol |l ars have to be -- that have been generated
by the federal government are going to have to be
used to stabilize the ongoi ng workforce crisis, or
nothing else will matter.

We're going to spend a | ot of noney in
training a |l arge percentage of new staff.

We're going to spend a | ot of noney because,
every tinme there's staff turnover, there are,
essentially, additional behavioral incidents that
have to be addressed, and incidents that have to be,
you know, researched, and admi nistrative procedures
behi nd those incidents that have to occur.

And the recruitnent and retention chall enges
are going to continue because of the | ow wages.
They're not conpetitive in any way and they're not
commensurate with the difficult work and

responsibility that the job entails.
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So |l will close by saying, finally, you know,
homes for individuals with | DD cannot be viewed as
beds to fill.

They have to be viewed as holistic
environnents that subort [ph.] the adaptations and
t he necessary supports that ensure each individual's
human right to quality of care

And while we certainly appreciate the del ay
of the 5-1 cuts that you're hearing about through
t he pandem c, we strongly oppose them and they're
conpletely contrary to ensuring the human rights of
individuals with I1DD, and they're being proposed at
a time when the systemof care itself is at risk and
i ncredi bly vul nerabl e.

So, Senator ©Mannion, we thank you for
sponsoring the legislation that will address this,
and we thank you for everything that you have done,
you know, on our behalf to date.

SENATOR MANNI ON:  Thank you, Karen.

Conpetitive and conmensurate, and
| conpletely agree, and goes way beyond that.

Thank you for sharing.

Next, we are back to Tom McAl vanah from
New York Disability Advocates, and |nteragency

Counci | of Devel opnental Disabilities.
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TOM McALVANAH:  Thanks agai n, Senat ors;
appreciate it.

Critical services for people with
intellectual and devel opnental disabilities are at
risk.

Wil e sone of the planned cuts have been
roll ed back, and the first neaningful cost-of-Iliving
i ncrease since 2009 was recently passed, people and
famlies are still at risk of |losing access to their
current |evels of services and supports.

Wy ?

Wll, | think it was nmentioned by Kathy that
over the past decade, the not-for-profit agencies
have been asked to do nore with fewer resources.

The continued deferral of the statutory COLA
for over a decade has significantly deprived
provi ders of vital resources needed to maintain
oper at i ons.

As a result, we don't have a staffing crisis;
we have an inpending staff disaster.

Ri ght now executive directors are about to
cover vacant shifts because they don't have enough
staff in their residences.

One exec told ne that he's going to provide

direct care because he's got to get his staff on
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vacations this sunmer.

Prior to the COVID pandenic, 37 percent of
provi ders reported | osing noney on their OPWD
servi ces.

Cash on hand has been a significant chall enge
for agencies, where 50 percent of providers had | ess
t han 40 days of cash on hand, and one-third had | ess
t han 30 days of cash on hand.

That's two payrolls.

And nore than one in three already cl osed,
reduced, or nodified prograns due to the financi al
hardshi p they were under, and that will grow.

O course, folks nmentioned the 5-1 cuts, and
| won't go too nuch into it, but this action that
will -- is taking place may [indiscernible], or have
taken place, will now renove nore than $230 nmillion
annual ly from providers al ready besieged with the
| osses and added expenses due to the pandeni c.

O course, OPWDD cl ains that residential
provi ders' costs are reduced when their residents
are tenporarily away from hone.

We know that not to be true. It doesn't
change one bit our fixed costs, and paying the staff
is still there.

So we know that these cuts cone at a
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difficult time, and al so gives the inpossible choice
to famlies to say, take their children honme for a
visit and cost the residential provider half their
daily rate.

Where was the 6.2 percent FMAT fund that al
Medi cai d services throughout this country, including
New York State and OPWDD, that they earned, where
was 6.27? Wiere did that noney go?

The val ue of the increased incone to
New York State in the IDD sector, not-for-profit
sector only, was over $50 mllion a quarter.

These dollars certainly could have addressed
the shortfalls that OPWDD cl ai ms necessitated their
actions.

So, finally, I just want to say that, you
know, our not-for-profit provider comrunity carries
out the state's noral and legal obligation to
provi de services and supports to New York's nopst
vul nerabl e citizens.

Why does New York State continue to |look to
the not-for-profit sector to fix their cash flow
needs?

Thi s pandeni ¢ should not be an opportunity to
shrink the service system because there's little

desire to put nore resources into the sector.
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| f you |l ook at OPWDD s website, there are
39, 000 young peopl e under the age of 20 that are
provi ded servi ces.

39, 000 out of 128.

What's the future for themgoing to be if
we're going to continue to shrink the footprint and
financial resources that OPWDD is struggling to
provi de?

We need to start investing in this service
sector now while we still have a viable one.

Thank you.

SENATOR MANNI ON: Thank you, Tom

| appreciate the nunbers, and | think there's
certainly, again, consensus and agreenent that we
are at a breaking point, and we're holding on by a
t hr ead.

And | appreciate everything that the
provi ders are doing to make sure that we continue to
provi de the services.

Next, | would like to introduce Gail Hamlin
from New York Alliance for the Devel opnentally
Di sabl ed.

GAIL HAMLIN:  Hi, good afternoon.

Thank you, Senator Mannion, and conmttee

menbers, for the opportunity to speak at today's
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roundt abl e.

And one of the disadvantages of speaking at
the end is everybody has already said so nany of the
things that were so inportant, and things that | was
going to touch upon. So forgive me if | repeat sone
of these things.

| am on the executive council for regional
| eads wi t h NYADD.

|"mal so the | egal guardian for ny ol der
brother who lives in a group hone residence on
Long | sl and.

The past 15 nonths with COVID have certainly
been an eye-opener, and it's also been a very big
| earni ng experi ence.

So the biggest issue that his agency, and
| know ot hers have right now, very nuch related to
5-1 cuts, their therapeutic |eave, retainer day, and
vacancy adj ust nment.

Qobviously, | don't want to get too much into
detail about it, but it's inpossible to budget for
t hese things because we never know when soneone is
going to need to go to the hospital. Right?

And famlies want to see their |oved ones,
they want to bring them hone for weekends, these are

things that are part of their therapeutic care.
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The agency, again, can't budget for it, but
t hey shouldn't be penalized for it as well. Right?

Time with famly is part of their therapeutic
care, and famly is part of their essential network.

W cannot see nore cuts. W need far better
funding for this.

Anot her issue, again, everyone's been talking
about it, and Karen and Kathy really touched the
nail on the head and said it very el oquently, but
wages are a huge issue, so l'mgoing to say it
agai n.

But, Conm ssioner Kastner, his words, he
said, quote, he was inmmeasurably grateful, unquote,
for the DSPs, for their dedication to our people's
heal th and wel | - bei ng.

But how can we convert that sentiment into
i ncreased pay for the tireless work and efforts for
all that the DSPs do?

They deserve better pay comrensurate with
their work.

So there can't be enployer retention w thout
the pay to go along with it.

And | see that ny tinme is up, so | am going
to say thank you for your tine.

Thank you.
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SENATOR MANNI ON: Thank you, Gail.

We are not going to have staff available if
we don't properly conpensate them And we have to
provi de the providers with those dollars, and then
t hey can provide people with a decent and living
wage and -- for this delicate care that they
provi de.

So, thank you, Gail, for your words.

You are our |ast panelist.

Senat or Martucci or Senator Persaud, if you
have any final thoughts, | certainly would like to
gi ve you the opportunity before |I have ny final
wor ds.

It's been an inportant, and good three hours,
a necessary three hours, nmaybe a |l ong three hours.

But, regardless, | think inportant things
came out as it related to the pandem c, and what we
all also know, which are other crises, particularly
one related to workforce that we have to address.

Senat or Martucci ?

SENATOR MARTUCCI :  Thank you, Chai rnan.

So first I'll start by thanking you again for
putting this together.

Certainly, you know, it's -- I'"'mglad that we

had this opportunity, and certainly glad that
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Dr. Kastner has availed hinself in the future.
| ook forward to continuing conversations with him

And | just want to take this nmonment for all
of you who took the time -- part of the time out of
your day to come here and give all of us sonme really
i nportant perspective on issues that certainly are
very inportant to us.

You know, again, your perspective is
i nval uable in ternms of shaping -- shaping, you know,
our thoughts and our actions as we nove forward.

So |l will just end by saying thank you for
your tinme today.

And | continue to look forward to working
wi th Chai rman Manni on and the other nenbers of
the committee to do all we can for the benefit of
| DD New Yor kers

Thanks so nuch

SENATOR MANNI ON: Thank you,
Senat or Martucci .

And | thank Senator Felder for his
attendance. He had to |eave.

And, of course, thank you, Senator Persaud,
as you were here throughout all of it, you heard al
of it. | appreciate that.

And if you have any final thoughts, | would
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like to make sure that you have that platform

SENATOR PERSAUD: Well, thank you, Chairnan.

| would just really like to thank you for
putting this together.

| know we had a struggle |ast week. And, you
know, this was worth it for everyone to reconvene
and to hear everything everyone said.

You know, Senator Mannion and | had a
conversation with the Comm ssioner about a week ago
because of sonmething | was not pleased wth.

And, you know, we are dedicated to fighting
for the I DD popul ati on.

| have ny -- | tell the story all along:

| grew up with a friend of ours who was
devel opnental |y disabled. And -- but, let ne tel
you, he was the snartest person anongst all of us.

You know, he was a little ol der than us, but
he was the smartest one anongst all of us. And we
involved himin everything that we did. He was
never excluded, on to today, he has never been
excl uded from anyt hi ng.

And ny nother worked in the industry for
nearly 40 years.

And now ny youngest brother has deci ded, you

know, he left his job he was doing and he's decided
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that this is his passion. And so he's currently
wor ki ng on a new honme that was just opened on
Long Island, and he just loves it.

So it's a field that |I'm passi onate about,
and, you know, there's sone |egislation.

Wiile we're on, sonmeone saw it, and they
called the office and said, Ch, nake sure she signs
on to one of Senator Mannion's pieces of
| egi sl ation.

And | said, Don't worry. | will look at it,
and then I'l|l make the decision.

So, again, thank you, Senator Mannion, for
everything that you're doing.

And to all of you advocates, thank you for
everything that you are doing.

And we're commtted to working with you to
ensure that the industry gets what they deserve.

That's what we're committed to doi ng.

So thank you again, everyone.

SENATOR MANNI ON: 100 percent.

You know, the pandem c clearly highlighted
the need for the State to invest in the services.

Resi dents went w thout the services that they
needed.

Provi ders across the state had to absorb the
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cost s.

DSPs had to work overtinme, many times wthout
hazard pay, w thout being tested, sonetines being
COVI D-positive, sonetines w thout proper protection

And we all know that we can do better; we can
do better for the people that provide the service,
and we can do better for the people that need the
servi ce.

Thi s past budget is, hopefully, the first of
many steps to show that the I1DD community is a
priority just as the other senators and providers
and advocates said as we net here today.

| look forward to continuing the work with
st akehol ders that were good enough to cone today,
and the many nore advocates that were out there
enjoyed us via live stream

This is going to conclude our roundtabl e of
eval uating OPWDD s response to COVID-19 at
residential facilities, but we did nuch nore, and
we're going to continue to do nore.

This is one step in the right direction.

Thank you to the panelists; the Conm ssioner;
and, of course, ny ranking nenber, Senator Martucci;
Senat or Persaud for joining nme today; and

Senat or Fel der who joined nme earlier.
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Thank you again, everyone, for taking the

W will all push together in our fight to
make sure, and |'m stealing Senator Persaud' s words,
t hat everyone is included in every scenario, and
that no one has to be forced to overcone barriers
that we can't make sure that they can be overcone.

So thank you for joining, everyone, today.

(Wher eupon, the roundtable held before the
New York State Senate Standing Conmittee on

Disabilities concluded, and adjourned.)




