Former Governor Andrew Cuomo is the
latest example of that famous saying,
which has likely haunted humanity since
the beginning of civilization.

We should have recognized the signs
when he somehow strong-armed the leg-
islature into giving him more budgetary
power during his first term, which he
has been ruthless in wielding for his own
ends. Now that he has left office, people
with disabilities can breathe a deep sigh
of relief, with few if any tears being shed
over his departure,

The media have spent a great deal of time
on Cuomo’s sexual harassment scandal,
and rightfully so. Lost in the mix, how-
ever, is his legacy of neglect, disdain and
outright hostility toward people who are
elderly and/or have disabilities.

In his tenure, he decided to largely ig-
nore, or blatantly work against, policies
that would improve the lives of people
with disabilities. He immediately targeted
Medicaid, creating a global spending cap
that was unrealistic and largely unsus-
tainable, and resulted in cuts to essential

programs and services for people who are
elderly and disabled.

He repeatedly said that Medicaid costs
were too high, and implemented managed
care to solve the problem. [ has, in my
opinion, been a massive failure. Prior to
managed care STIC billed NY directly;
now we bill the managed care organiza-
tion (MCO). which then hills the state.
How can you save money when you insert
another layer of payment between the ser-
vice and the final payer?

One thing 1 will say about the MCOs,
they recognized that CDPA was the least
expensive of the personal care options,
and tunneled as many people as they
could to the CDPA program, dramati-
cally increasing the numbers receiving
the service. So what did the Governor
do? He said CDPA was costing too
much based on its high numbers and
cut the program. He neglected to look at
the other “traditional™ homecare options
whose numbers surely grew more slow
Iy because of the MCOs™ actions. He
targeted CDPA specifically, even though
it was the least expensive and most effi-
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cient program, and was highly preferred
by a large number of consumers.

He created the Medicaid Redesign Team
(MRT). stacked mostly with his cronies
and donors and a tew token advocates, and
charged them with proposing culs to Med-
icaid that were laughingly called “efficien-
cies”. The MRT recommended changes to
Personal Care eligibility so that fewer peo-
ple would qualify, a reduction of the number
of Fiscal Intermediaries (like STIC) in the
CDPA program, and other changes harmtul
to people with disabilities.

Among other actions, the Governor made
cuts lo Medicaid home and community
based services but then provided addi-
tional funding to nursing homes, whose
largest lobbying group was a major do-
nor to his campaigns: failed to live up to
several promises to provide employment
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opportunitics for people with disabilities:
and repeatedly vetoed bills supported by
the disability community. some of which
included language provided by the Gov-
ernor’s office.

He is applauded lor raising the minimum
wage in NY to $15 per hour. but olten
people forget that while this figure applies
to evervone in New York City and some
surrounding areas. it only applics to fast
food workers upstate. 1 agree those work-
ers deserved a raise. but what about the
rest of the low-income upstate workers.
for whom the minimum is only $12.50
hour? Over and over again he has ignored
the crisis caused by the significant short-
age of homecare workers in NY, and by
increasing the minimum wage for one
group but not everyone, he has made that
crisis even worse. He has. in essence, said
that Hipping a burger is morc valuable
than helping a disabled person live inde-
pendently in the community. He has sup-
ported huge infrastructure projects but has
retused to fund independent living centers
adequately. or (o reinstate the NYS Office
of the Advocate for People with Disabili-
ties. a very low-budget item.

We have protested his actions in letters,
emails, newspaper articles, and eventually
through rallies, where some people were
arrested for their outspokenness, and he
has ignored all of our efforts. If anything,
the more we objected the more it seemed
he targeted our community. As the lead
representative of the people. he should be
listening. not retaliating, but that's where
the quote at the beginning of the article
comes into play. because who could stand
up to his bullying? When we approached

the legislature. they supported many of
our issues. but at the end ol the day. most
of those issucs never made it into the bud-
get. When asked why. we were old that
the Governor didn’t agree. But it's “three
pcople in aroom™ (WO of them could have
overruled him. but they didn’t.

And let us nat forget the COVID nursing
home scandal. Covering up the deaths of
clderly and disabled people must have
seemed like a cake walk to him. After
all. who cares about those “throw away
people™ He thought he could lie with
impunity. but he got called out on his
egregious actions and tactics. He forgot
that elderly and disabled individuals have
families. [viends and advocates who love
and care about them and don’t think they
are like so much junk that can be tossed
in the garbage and forgotten. That scandal
began over a year ago. but w hat followed
this spring brought him down to his selt-
serving, pompous resignation speech.

Eleven courageous women stood up to
him. denounced him for the disrespectful
bully he is, and with the Attorney Gen-
cral’s assistance. dealt Cuomo a stunning
blow. But in the end. it was his longstand-
ing meanness. vindictiveness. and cruelty
to those around him that left him without
friends when he needed them, and brought
about his final downfall.

He's a shameless bully who thought he
was invincible. 1 hope he reaps the re-
wards he justly deserves and has most
definitely earned.

BAD WEATHER?
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matter why we're closed.



American Rescue Plan Needs Rescuing

The American Rescue Plan (ARP) was the
Biden Administration’s first big COVID-
response bill; it was signed into law on
March 1, 2021, 1t included. among many
other things, billions ot dolars that states
can use lo supplement therr Medicaid
home and community-based services.

As explained by New York State De-
partment of Health (DOH) officials. NY
was required to submit its plan lor how
it wants to use this money (o the federal
Centers for Medicare and Medicaid Ser-

vices (CMS) by around the middle of

July. A guidance document released by
CMS on May 13 indicates that the agency

would approve the plan within 30 days if

there were no problems with it.

The requirements that states must meet 1o
get this money are devilishly complicat-
ed. and the timetable was extremely short.
However, CMS required states to collect
public comment on the plan. and DOH.
and the state Offices for People with De-
velopmental Disabilities (OPWDD). Men-
tal Health (OMH). and Addiction Services
and Supports (OASAS) did so. in a series
of webinars ranging from mid-March into
carly June. (The OMH webinars asked for
input on how to use COVID relief fund-
ing from the Trump December 2020 law
as well as the Biden money.)

DOH issued written transeripts of its we-
binars as well as recordings: OMH and
OASAS published recordings, and to date,
OPWDD has not published anything.
(You can read the plan and access the tran-
scripts and recordings here: https://health.
ny.gov/health care/medicaid/redesign
hcbs/enhanced funding/) We were able to
read all of the DOH transcripts and listen
to one OMH meeting, but we didn’t have
time to listen to all of the recorded events.
Due to the short federal time frame there
wasn’t a lot of notice for these events and
the critics are right: they weren’t widely
publicized, and they don’t appear to have

been well-attended. A representative of

the New York Association on Independent
Living, to which STIC belongs, did attend
at least one of the DOH forums.

DOH submitted its “initial draft™ plan (o
CMS on July 8. Since then it has been
heavily criticized by a variety ol disabil
iy advocates for fuling 10 do enough
for homecare and for using some of the
money thappropriately, The planners were
also criticized for failing o etfectively
publicize opportunities for public com-
ment. As this is being writlen in late Au-
gust, according to its own timeline CMS

should have already approved the plan i

it comained no errors, However. there has
been no announcement. We have learned
that the NYS Division of the Budeet is
“tweaking” it and tt will then be released
as a “concept paper for discussion™. and
later resubmitted 1o CMS. This implies
that CMS rejected the first dralt. Hlowev-
er, allegedly DOH ofhicials do not plan to
make any real changes as a result of such
“discussion™. Ignoring public comments
has long been a standard DOH tactic.

Forcing Them to Work on the
Workforce

All of the public commenters empha-
sized “Workforce. WorkForce. WORK-
FORCE!" That is. addressing the slate-
wide shortage of direct service workers tn
all of NY's home and community based
service (HCBS) programs should be the
top priority tor all agencies. And almost

no one disagrees that the primary cause of

these shortages 1s low wages and few or
no benefits lor the workers. This problem
has been building throughout the western
world tor at lcast two decades. as we've re-
ported many times (AccessAbiling Spring
2018, for example). and has long been
exacerbated in NY by the Cuomo Admin-
istration’s austerity approach to Medicaid
funding. But the pandemic has worsened
this siteation considerably. Early on it was
because even though these folks are “es-
sential workers.” few ol them felt safe out-
side their homes. As time went on and PPE
and vaccines became widely available,
many did go back to work. but many oth-
ers did not. One reason for this is because
most of the people who do this work are
women, and the greatest burden of child

care talls on women (despite claims from
many men to be “enlightened™ or “femi-
nist™). and childcare providers have been
decimaied by the pandemic. so many of
these people cannot return o work. Most
schools have been open in New York for
a while, providing supervision for older
childresn. but that doesn’t help those with
preschool-aged kids.

Despite this unanimous clamor to fix the
worktoree problem. the one abvious solu-
tion—use the ARP money to raise worker
wages—is almost nowhere to be found
i the state’s plan (it does appear in one
relatively small OPWDD proposal). Why
not? State officials have a short answer
that seems obvious but is misleading: This
extra money is temporary. but states are
required to show how they will sustain
whatever they choose to do with it after
it runs out. The reason that’s misicading
is because the plan is full of things like
“retention bosuses” and “improved health
benehits™ for workers; they aren’t wage in-
creases but they are very much like them,
and they also must continue long after the
extra help from the feds is gone, if they
are to have any effect.

The problems with New York's plan for
this money actually start with the language
of the ARP law. Despite the publicity sur-
rounding it, it 1$ not aimed exclusively
at integrated community based services.
Those problems have been greatly am-
plified by CMS. That agency’s guidance,
wrillen in a rush, is confusing. contradic-
tory. and. arguably, imposes restrictions
that the actual law. which is guite brief and
pretty easy to understand (it’s here: hitps://
www.congress.gov/bill/ 11 7th-congress/
house-bill/13 19/1ext#toe-HO4B3IDYFD-
B3FA4109B306C6622D55C4D8), does
not. Although we are never o quick
o assign benign motives to DOH. in all
fairness. most of the plan is focused on
improving conditions for, and provid-
ing more money to, homecare and other
direct-service workers, Although we be-
lieve that some ol the motives of DOH's
planners are wrong-headed. we also be-
lieve they were confused, and mistaken,
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\bout some of the CMS requirements. and
~e also believe some of those require-
ments aren't justified by the Jaw's actual
Janguage. In order to get d handle on this.
we’re going to have to journey into the
weeds a bit.

It’s All about the Match

The Biden bill provides the state an 0p-
portunity to draw down a higher fed-
eral matching share of New York dollars
spent on a broad array of HCBS services
and supports, which can then be “re-in-
vested” in the state’s Medicaid program.
However, that extra moncy can’t be ap-
plied to things the state was aiready do-
ing; it must be used to “supplement. and
not supplant, the level of State funds ex-
pended for home and community-based
services ... through programs in effect as
of April 1, 20217 The law also says that
the increased matching share only applies
to mongy spent on HCBS, and HCBS is
clearly defined, in the law. as things that
do not take place in large residential in-
stitutions such as hospitals and nursing
facilities—sort of. Sadly, federal defini-
tions of HCBS do not exclude all types
of segregated settings, SO the money can
be used in assisted living tacilities, group
homes, and segregated adult day care
programs. But even WOrse, the maich
can also apply to expenditures on *such
other services specified by the Seccretary
of Health and Human Services.” Now,
one can argue that “such other services”
limits the Secretary’s discretion to ad-
ditional services that basically resemble
other HCBS, but we could lose that argu-
ment in a room full of lawyers. and even if
we don’t, that’s still a pretty big loophole.
The law also says that in order t© be fully
in compliance with this program, a state
only has to “implement. or supplement the
implementation of, one or more activities
to enhance, expand, or strengthen home
and community-based services under the
State Medicaid program.” Crucially, this
language does not clearly and explicitly
say that a state must use all of the new
money directly for HCBS: it is possible to
argue that “enhancing” of “strengthening”
HCRBS can be done by means of activities
that fall outside the definition of HCBS.

So what advocates need to understand is
A

that despite its use of the term “HCBS.”
this law does not guarantee that all of the
money can only be used for things that ad-
vocates consider to be integrated or truly
community-based. We'd like that require-
ment to be there, we'd hoped it would be
there, but in the end, it’s just not.

Fuzzy Logic

The law itself, while briet] still manages
to be fuzzy in important ways. It gets
much worse when we look at the “guid-
ance” that CMS wrote 10 help states ap-
ply for the moncy. The law takes about
one page to lay out. The CMS guidance is
26 pages of stufl’ that is mostly not ¢lear-
ly authorized by the law (if you want to
read it, it's here: https:.-'-'\\\\w.medicaid.
gov.-'l‘ecleral—policy—guidance-‘dov\ nloads/
smd21003.pdf).

Not everything in there is a problem:
arguably the law itself doesn’t provide
enough detail to enable all of that money
to be spent in an accountable way. Forone
thing, the match only applies t0 Medicaid
expenditures that a stale incurs during the
“HCBS Program Improvement Period”
of April 1, 2021 through March 31, 2022
CMS explained that money spent by a
state on HCBS during that period will be
used to calculate how much money the in-
creased match (an additional 10 percent-
age points over what the state was already
getting, up 10 2 maximum of 95%) will
bring in. The stat¢ actually has until March
31,2024 to spend that extra money. DOH
believes NY will receive well over $2
billion doMNars from this initial matching
process. But CMS’s interpretation of the
spending and claiming process is that the
state could get a “second” match on any
of that new money that it spends before
March 31, 2022, so if NY spends the full
$2 billion-plus by then it would actually
get about $5 billion from this program.

But the guidance contains many ambigui-
ties and contradictions.

it’s not very clear on some of the rules for
spending the extra money. [t takes very
careful reading to determine that extra
money only comes from state spending on
“matchable” services, but once that extra
money is received, some ofit can be spent

on “unmatchable”™ activities. DO wants
o avoid doing that as much as possible
and get that second match on as many dol
lars as it can. This desire seems to be driv-
ing most of the decisions DOH has made
in its plan.

The guidance has a ~maintenance of ef
fort” (MOE) requirement that appears
to replace the on¢ that has been in place
for state Medicaid programs. OF at least
their HCBS portions. since the Families
First Coronavirus Response Act of March
2020. The new law only says that the
money must be used to “supplement, and
not supplant, the les el of state funds ex-
pended for [HCBS] ... in effect as of Apri!
1. 2021." The guidance says this means
that “states must.

« Not impose stricter eligibility standards.
methodologies. or procedures for HCBS
programs and services than were in place
on April 1, 2021

. Preserve covered HCBS. including the
services themselves and the amount. dura-
tion. and scope of those services, in effect
as of April 1,2021: and

« Maintain HCBS provider payments at a
rate no less than those in place as of April
1,2021."

The problem is that the earlier MOE ap-
plied to Medicaid programs as they were
at an earlier point in time—as of March
18, 2020. CMS’s bullet points weaken the
{aw’s statement that the amount of money
being spent must not decrease, period.
Those points would seem to let a state take
actions that actually do reduce their Med-
icaid spending prior to April 1.2021. such
as New York's as-yet unimplemented plan
to wipe out most of the state’s CDPA pro-
viders (see page 7). Also, NY passed a law
to impose stricter eligibility standards for
Personal Care services (including CDPA)
in April 2020 (the ~ADL minimums’; se¢
AccessAbiline Summer 2020). Under the
old MOE the state was prohibited [rom
carrying out that change. Now we're not
so sure. The state’s position is that because
the law was passed prior © April 1.2021
it should be permitted to occur. However,
our position is that the change was never
actually implemented. A change like that
requires CMS approy al and as best we can




tefl. DOH never submitted it to CMS on
the record. Certainly. none of the rules in
the change were actually being followed.
and therefore it was not “in place”™ before
that date. DOH ¢laims that CMS did ap-
prove that change. However. it such a
change was actually “in place™ before that
date, then it would have violated the older
MOE. requiring the state to repay all of
the extra COVID Medicaid relief it had
received through March 31 of this year.
Also, DOH is taking the position that it
should try to spend all of this money as
quickly as possible. because. they say.
“the sooner we spend the money, [the
sooner] the MOE requircments expire.”
The section of the law that describes this
program does not contain any limitation
on when the funds must be spent, or a ter-
mination date for the MOE requirements.
What a (court) room full of lawyers would
say, we don’t know, but we should prob-
ably find out.

CMS says that any changes a state makes
to its Medicaid program to use these fund-
ing opportunities must compty with all ex-
isting regulations for making such chang-
es. For example, a change, such as rates
of payment for providers, would require
an amendment to the state’s managed care
waiver, which currently pays for most
CDPA services in NY. DOH would have
to go through the usual public comment
and CMS approval process for a waiver
amendment, which could take at least six
months and probably much longer. That
would obstruct DOH from spending the
money as quickly as possible, so they say
they want to avoid taking that route.

DOH is also favoring, among its own
programs, those that are largely run
through managed care. Their argument
for this is that money paid 1o Medicaid
managed care organizations (MCOs) for
HCBS is matchable, even if the activities
that MCOs fund with that money are not.
During the public comment period the
DOH officials themselves didn't seem
too sure this would fly. It looks like an
obvious attempt to dodge the rules that
CMS should immediately block. DOH’s
reasoning, as explained in one of the pub-
lic comment transcripts, is half-baked
at best. First, everything of real conse-
quence that is paid for by managed care

plans. including increased wages paid to
workers who provide HCBS, is already
matchable under the letter of the new law.
And a program that can actually provide
more reliable hours of service because its
workers are paid enough to keep them on
the job would certainly be an “enhanced™
or even “expanded” program compared
to what we have now. Increasing homec-
are workers® wages, which DOH is re-
fusing to do, is an explicitly approved
activity in the CMS guidance, as is pay-
ing recruitment and retention bonuses
to them. which DOH wants to do. even
though the guidance does not explicitly
list either type of expenditure as match-
able. DOH points out that rates paid to
providers, which cover wages, are sub-
ject to CMS approval and changing them
requires time-consuming amendments to
the relevant waiver or the State Medicaid
Plan. However, managed care premiums
require the same amendment process.
So they plan to issue the extra money
to MCOs as “direct payments.” to be
“passed through” to the service provid-
ers in the MCOs’ networks, rather than
as part of the premium. This also will re-
guire a separate CMS approval process,
but we don’t know it that includes a pub-
lic comment period. In any event, “direct
payments” to MCOs for HCBS activities
are not premiums, and while they should
be matchable under the law, the CMS
guidance does not make that clear, which

was the rationale for this whole bit of

trickery in the first place.

The CMS guidance has an “Appendix

B™ that lists all of the various types of

HCBS services on which a state can
spend money that would be eligible for
the increased matching funds. The listes-
sentially repeats the one in the law, with
a bit more detail. However, the appen-
dix also lists “HCBS Authorities,” and
within that section it says, “Only the ...
services defined in this appendix that are
provided through a managed care deliv-
ery system are eligible for the enhanced
[match] referenced in this guidance.”
Wha...?? “Direct payments” are provid-
ed through a managed care delivery sys-
tem, but that sentence seems to say that
only services paid for through managed
care can generale ANY of the matching
funds available from Biden’s program.

There is no such restriction in the law,
and neither CMS nor DOH seem to be
acting as though this is literally true, but
it's there in black and white. adding even
more confusion.

The Best-Laid Plans ...

Advocates object to the managed care
ruse for a different reason; The rules
for MCOs are set by CMS, but moni-
toring and enforcement is largely a state
responsibility in the Medicaid system.
MCOs in New York are woefully under-
monitored, DOH simply waits for the
state Comptroller or federal auditors
to issue reports every few years or $o,
which routinely show that MCQOs were
overpaid billions of dollars for things
they didn’t do, or didn’t do right, and
then the state pays those tunds back to
the feds. Allegedly they can recoup that
money from the MCOs, but MCOs can
go to court to keep it. and when they do,
they can cite the lack of clear direction
and real oversight on the part of DOH
as a reason why they shouldn’t have to
repay it. Although the federal managed
care regulations are clear that direct pay-
ments must go directly to service pro-
viders and MCOs can’t hold on to them.
it is quite possible that they will do that
and not get caught for many years, and
when caught, will not actually have to
return the money to the state.

The plan is a list of several projects for
how the state would like to spend the
exira money once it receives it. DOH
alone accounts for almost $1.3 biilion,
and over a billion of that is directly
aimed at putting more money, and bet-
ter benefits, into the hands of homecare
workers. However, one of their projects
is to provide over $55 million to nursing
facilities to “expand and enhance ad-
vanced training programs incentives for
direct care workers to recognize signs of
patient clinical improvement and the po-
tential for HCBS programs and services
to allow for community discharge and
reintegration.” This is not matchable
because nursing facilities are not home
or community-based services. It may be
allowable under the law because there is
no clear restriction on what the money
can be spent on. In fact, the CMS guid-
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ance explicitly endorses such programs
under the rubric of "Institutional Diver
sion.” where it includes “Strengthening
improving Preadmission Sereening and
Resident Review (PASRR) processes
1o prevent unnceessary institutionaliza-
tion.” PASRR is a thing done in nursing
facilitics. Critics point out that this mon-
ey would be better spent on the state’s
“Open Doors™ program. which is run
through Centers for Independent Living
like STIC. and helps people get out of.
or avoid going into. nursing facilites
and is underfunded. Federal regulations
already require nursing facilities to ofter
all of their residents an opportunity to
Jeave every three months, and i a resi
dent says they are interested. they are
supposed to reter them to Open Doors.
Nursing [acilities don’t do this very
well, and it's as simple as distributing
surveys to residents and reading them
after they're filled out. But they don’t
want their residents to leave. DOH.
then, needs to monitor nursing facilities
more closely, and impose real penalties
for noncompliance.

On August 5, several advocacy organi-
zations sent a letter to CMS outlining
objections to New York's plan. The is-
sues with using managed care to channel
the money, and with funding for nursing
facilities and not for Open Doors, were
discussed. There really doesn’t seem 0
be anything in the law or CMS guidance
stopping New York frem simply rais-
ing wages for HCBS workers. and the
letter suggested this could be done by
establishing a separate mechanism for
homecare providers, including CDPA
Fiscal Intermediaries, to simply draw
down the cxtra money as an explicil “en-
hancement.” Such a procedure might be
viewed as being outside the rate-setting
process and therefore not require any
waiver or State Plan amendments. DOH
might respond that it would still take too
long to set up a new system Lo do that,
while MCOs already have the mecha-
nism in place. That’s not likely to be
true in reality, because the plan requires
the providers to meet specific service
quality criteria and the MCOs would
have to collect and evaluate information
on those criteria before they could re-
lease the money. procedures they do not
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ordinarily follow. However. DOH may
be thinking that giving the money to the
MCOs constitutes “spending™ it for pur-
poses of getting the second match and
ending the MOE.

The fetter also points out that this whole
emphasis on speed in order to spend the
money as quickly as possible o terminate
the MOE is detrimental 10 people with
disabilitics. and DOH should not be fo-
cusing on implementing its delayed cuts
to CDPA and Personal Care services.

While we gencrally agree with the letter,
there is one point in it with which we do
not agree.

DO proposes Lo spend over 5400 mil-
lion 10 accommodate “natural growth™ n
the state’s homecare programs—again.
by providing cash and other incentives
to hire more workers. “Natural growth”
means the growing need for services due
1o the aging of the population. as well as
ongoing ncreased use of Medicaid due
to COVID-related job losses. The advo-
cates’ letter opposed this idea. claiming
that paying for natural growth is not an
allowable “enhancement. expansion. or
strengthening™ of the state’s HCBS pro-
grams: it’s just using the money to pay for
the existing system. That’s just not true.
The state’s current budget allocations and
funding mechanisms cannot possibly ad-
equately address this growth, so using the
ARP money to do that is clearly an “ex-
pansion.” Further, the advocates don’t ob-
ject to the idea of using the funds to pay
higher wages for existing homecare work-
ers serving existing people, or to ensurc
that more people who are eligible right
now can actually get workers o serve
them right now.

There are some other good ideas in the
plan. For example. a new “Adult Com-
panion Service™ would be added 1o the
Traumatic Brain Injury (TBI) and Nurs
ing Home Transition and Diversion
(NHTD) waiver programs. The rate paid
by OPWDD for intensive Behavioral
Services would be greatly increased. ex-
plicitly to cnable a wage increase for the
people who provide this service. Finally.
while some advocates say that recruit-
ment and retention bonuses and benefits
enhancements aren’t as effective in get-
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{ing. and keeping. workers on the job as
wage increases are. they are not nothing.

and they will help some.

Politics as Usual?

Yet overall the plan appears to have been
designed w0 achieve two longstanding
public goals of the Cuomo Administra-
tion: To put an end to the MOE so Med-
icaid services can be cul. and 1o struc-
ture temporary expenditure increases
in a way that they won't be counted to-
ward Cuomo’s prized Global Medicaid
Spending Cap. Over the years. Cuomo
has shown that he considers his “Med-
icaid Redesign Team.” which has “bent
the cost curve™ of New York's Medicaid
program, one of his finest achievements.
and a key aspect of his political appeal to
right-wing corporate leaders. [t may also
be oricnted toward a third longstanding
Cuomo goal, onc that he won’t admit to
publicly. which is to increase the wealth
of the managers and principle stockhold-
ers of MCOs in New York State, who
have contributed to his campaigns.

Cuomo’s political concerns are no lon-
ger operative. The fact that CMS has
not approved his plan by now suggests
that it will have o be changed. Perhaps
the new administration will take a more
rational approach to the real needs and
costs of New York’s Medicaid-funded
long-term care system and its impera-
tive to serve a growing number of peo-
ple in the most integrated settings. The
tax increases enacted this past April will
be sufficient to pay for adequate wages
and benefits for homecare workers af-
ter the Biden money goes away, Cuomo
would likely have proposed cancelling
them to further his re-clection campaign
in 2022. Although Cuomo’s suceessor
Kathy Hochul, says she plans to run foi
a term of her own then, we hope that she
will apply a ditferent calculus—one tha
expects the state’s wealthiest citizens
continue to pay a tull fair share to sup
port the needs of people with disabilitie:
and senior citizens.



& CDPA WARS:

§ GOTTFRIED STRIKES BACK

Herc's the latest twist in the saga ol the
New York Stale Departiment ot Health
(DOHY's efforts to decimate the COPA
program by wiping out most of that pro-
gram’s Fiscal Intermediarics (Fls).

We last reported that STIC and 304 other
applicants, mncluding most of the Centers for
Independent Living., were not approved to
continue providing that service. so the leg-
istature intervened to require DOH to issue
additional awards to at least one applicant
that is located i1 a county with 200.000 or
more residents, and to at least one applicant
that serves people with developmental dis-
abilities or other “special needs™ groups.
such as language or cultural groups.

DOH surveyed the applicants to find out
how many of them met the criteria for
those exira awards. Then. apparently.
someone at the agency told someone that
they intended to “double-count™ apph-
cants who met more than one criterion.
For example, if one applicant in a large
county also served people with develop-
mental disabilities and Spanish-speakers,
DOH would count it as satisfying both
of those criteria, and if it was one of the
already-approved applicants, so much the
better. This plan does not seem to have
been made public inttially.

In mid-July, a group of about 30 “tradi-
tional” homecare agencies that had becn

authorized to operate CDPA programs
organized a coalition called “New York
Advocates tor Home Care™ and issued a
press release opposing DOH ‘s original ac-
tion in disapproving so many providers,

Crain’s Health Plus quoted a lawyer from
the group as saying. “There seemed to be
no rational reason to deny many of the
contract awards, The Health Department
appeared o have followed a capricious
evaluation process of the applications and
tn some cases did not follow some of its
own guidelines.” This echoes the formal
protests that STIC and other rejected Fls
submitted to the New York State Comp-
troller, who oversees state contracting
procedures. in February.

A board member of the organization told
Craink, "The coalition is willing to work
with the Health Department on a fix.
‘Throw out the RFO [Request for Offers,
the application process] and start over
again.” she said. “If not, we will have to
move through the courts.™

Meanwhile. NYS Assemblyman Richard
Gotttried (D-New York City). who chairs
the Assembly’s Health Committee and
has at times been somewhat supportive
of some disability issues, provided they
donr’t involve voting against budget bills,

wrote a letter to DOH Commissioner

Howard Zucker criticizing DOH's ap-
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proach 1o the Fls and its “double count-
ing” plan

He also tried to disavow responsibility
tor the state budget measure that led to
DOH’s RFO process, even though he vot-
ed for it. He said, "When the legislature
proposed a system of authorizations lor
Fls tn 2017, our intention was to have a
simple system of quality oversight. How-
ever, DOH turned this into a mechanism
for constricting and limiting CDPAP to
a handful of Fls, undermining CDPAP’s
ability to adequately serve its consumers.”
He then characterized the legislature’s
requirement for additional awards as an
etfort “to reduce the damage™ and urged
Zucker to “rescind the current plan and is-
sue a new document to accurately reflect
the plain language of the law.”

As 1t stands in mid-August, DOH has
not publicly announced any winners of
the second round of awards. As for New
York Advocates for Home Care: STIC
does not belong to that organization, and
we have been clear in the past about our
disapproval of the large number of “tradi-
tional” homecare agencies that DOH has
previously approved as CDPA Fls even
though they do not truly follow a consum-
er-directed approach. But at this point,
anybody who says. “Throw out the RFO”
and offers 10 back it up in court is a friend
ol ours,

Criminal Investigations Continue despite Politics as Usual

As ethical disability rights advocates, we
frequently need to remind people, in these
paranoid and tumuoltuous times, of a very
important pomnt:

The fact that some bad political actor is
for or against something does not auto-
matically mean that good people should
take the opposite view. Even a broken
clock is right twice a day.

Back under President Trump, when the
needless. completely preventable COVID
nursing-facility massacre came to light,
his Department of Justice (DOJ) began in-
vestigating the states that ordered nursing
facilities to accept COVID patients, “of-
ten without adequate testing.”™ as DOJ's
press release said,

The states targeted were Califormia, New
York. New Jersey. Pennsylvania. and

Michigan. All of those states had Demo
crat governors. Those governors pretly
quickly began insisting that this was just a
political hatchet job instigated by Trump.

But DOJ dropped CA from its list when
its Governor Gavin Newsom revoked his
order about ten days after he issued it. As
the death toll mounted, in NY. Cuomo,
one of the loudest complainers about
partisan politics, instead of realizing his
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mistake and revoking his order, focused
on insisting that he had done nothing
wrong. there was nothing wrong in the
nursing facilities, and everybody was do-
ing a bang-up job dealing with the pan-
demic. He didn’t revoke his order until
May 8. 2020, 44 days after it was issued.

We have not been able to get a definitive
list of all of the states that issued such
orders. Some of those that did actually
required nursing Facility operators to iso-
late COVID patients in scparate wings
or floors or buildings. and those states
did not experience the fevel of carnage
that was seen in New York (though some
New York facilities did isolate those pa-
tients voluntarily). But it might be true
that the only states that issued such or-
ders had Democrat governors. So what?

Some people like to claim that “pro-
gressives™ prefer centratized decision-
making, whereas “conservatives” prefer
local control, but that notion can be re-
futed by pointing out that only “conser-
vative” governors have been forbidding
localities from imposing their own mask
mandates on businesses or schools. Re-
gardless of where politicians fall on the
political spectrum, they all try to make
it hard for other politicians within their
orbits to do things they don’t like.

In late July Biden’s DOJ announced that
it would not continue to investigate any
of these states’ actions with regard to
“public nursing facilities.” Republicans
in Congress and in New York immedi-
ately began calling for Biden's head. NY
Congresswoman Elise Stefanik called
the decision a “gross miscarriage of jus-
tice” that makes “President Biden com-
plicit in the criminal corruption scandal
and cover up of deaths of thousands of
vulnerable seniors.”

The thing is, only about 7% of nursing
facilities in New York are “public’—that
is. owned and operated by governmental
units. The investigations of public facili-
ties that DOJ terminated were civil in-
vestigations, not “criminal corruption”
investigations. The US Attorney for
Brooklyn, a DOJ employee, along with
the FBI, a unit of DOJ, is continuing the
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“crimina! corruption” investigation of
Cuomo’s order. which applied to all 630
nursing {acilitics in the state.

Although Assembly Speaker Carl Heast-
ie called off his chamber’s impeachment
investigation of Cuomo when the gov-
ernor’s resignation was announced. the
state Attorney General is still investigat-
ing Cuomo’s alleged illegal use of state
employees and resources Lo help write his
seli-laudatory book last year. and investi-
gations of Cuomo’s preterential COVID
testing for his family and friends, and of
irregularities in the contracting and con-
struction process for the “Mario Cuomo
Bridge.” are also ongoing. After trying
to bury the impeachment investigation’s
findings. and facing a huge public uproar.
Heastie backpedaled and announced a re-
port of those findings will be issued to
the public.

Politicians and demagogues (is that re-
dundant?) can't always get what they
want. and if the rest of us will just stand
down from the culture wars and pay at-
tention to the facts, we just might find.
we get what we need.

Undercounting
Also Continues

On July 14 the Associated Press reported
that New York State’s count of COVID
deaths was 11.000 lower than the number
the federal Center for Disease Control
(CDC) has for the state. A CDC spokes-
person said he didn’t understand why this
was happening; the CDC numbers come
from the death certificate data conveyed
to them by the state.

The CDC death certificate form lists an
“immediate” cause of death. the multiple
conditions that led to the death, the “under-
lying cause” and “other significant condi
tions contributing to death.” We know that
honest people can have differing opinions
on how to count these numbers.

But the AP also reported that “The Cuo-
mo administration’s count includes only
laboratory-confirmed COVID-19 deaths
at hospitals, nursing homes and adult-
care facilities. That means its tally ex-

cludes people who died at home. hospice,
in state prisons or at state-run homes for
people living with disabilities.” Shortly
after taking office. new Governor Kathy
Hochu! ordered DOH to publish the death
certificate data. But questions remain.

What possible reasonable basis could
there be for excluding all of those catego-
ries? A spokesperson indicated the state
considered death certificate data 1o be
“preliminary.” while the data it publicly
reported is "confirmed.” Why would it be
so hard to “confirm™ deaths in those other
places? And why is it so hard in “state-run
homes for people living with disabilities?”

Does that mean that such data is con-
firmed when people die in group homes
run by not-for-profit agencies? Not nec-
essarily: reporters often get details like
this wrong, such as assuming that not-
for-profit residences, which are only
funded by the state, are “run by” it. (Are-
port by the New York State Bar Associa-
tion in June found that as of February 10,
2021, there had been 6,698 COVID cases
among residents of OPWDD-operated or
funded facilities. and 618 deaths.)

Is this another case of people being
“thrown away” because they aren’t con-
sidered useful? Maybe not. Typically we
include residents of nursing facilities and
adult “homes™ in that category, but New
York is reporting those deaths as con
firmed. Yet the Bar Association reports
that “OPWDD-licensed and operated
community residences were not afforded
the same priority as skilled nursing facil-
ities and other congregate care setlings
for aliocations of PPE.”

When people die at home, the first thing
on their families’ minds is not getting a
Jaboratory to confirm a cause of death.
But if it’s important to do so when some-
one dies in a nursing facility, why is it
not equally important when someone
dies in other state-run or funded places?

Perhaps this is tacit acknowledgement
that the systems that operate those places
just aren’t very well-run?
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Insupportable Supported Decision Making Bill

The New York State Senate passed a Sup-
ported Deciston Making Will. S$.7107,
sponsored by Senator John Mannion (D-
Syracuse). in June.

We've reported on Supported Decision
Making previously {sec Access4bilin Win-
ter 2015-16 and Spring 2016. for example).

The idea behind Supported Decision
Making is that just about everyone gets
help from others, whether family. friends,
or experts, when they make important de-
cisions. Almost nobody makes big deci-
sions completely alone.

Everyone accepts this—except when it
comes to people whose disabilities are
believed to interfere with making good
decisions. Then the typical response is
to demand that somebody else make the
decisions for them, whether through for-
mal legal guardianship arrangements, so-
called “capacity assessments” as man-
dated by OPWDD (which are the per-
sonal opinion of some, not always very
well-trained, paid employee). or desig-
nating family members “legal represen-
tatives” and letting them overrule their
relatives’ wishes even when there is no
formal guardianship.

As our previous articles showed. there is
very good evidence that people with in-
tetlectual, mental or cognitive disabili-
ties can make very good decisions when
aided by ethical aduits whom they know
and trust. “Ethical™ means those helpers
do not attempt to coerce, manipulate or
unduly influence the decision-maker. and
accept her right to make the final decision,
whatever it is.

Some of the people who believe in Sup-
ported Decision Making are of the opin-
ion that the process needs to be formal-
ized, with specific detailed written agree-
ments between decision-makers and their
helpers or “supporters.” They believe that
when those agreements exist, they can be
used to persuade others of the legitimacy
and finality of the decisions that are made.

We are of two minds about this. On the
one hand, as we’ve said, everybody gets

help to make important decisions, and ¢v-
erybody else accepls those decisions--un-
less the decision-maker is disabled. That's
an injustice that should be corrected. but
it should not fall to the decision-maker
to have to jump through hoops and deal
with a lot of paperwork to do it. On the
other hand. there are lots of people-—typi-
cally family members and employecs of
OPWDD-operated or —{unded agencies—
who. without formal guardianship author-
ity, manipulate and coerce disabled peo-
ple into doing what they want. instead of
what the disabled person wants. Some of
them may not be aware they are doing it.
and others will swear that they absolutely
do not do that, even when any observer
can see that the disabled person is being
played. It might be that if forced to sign
a legal agreement stating that they won’t
do that—an agreement that the decision-
maker can terminate all by herself when-
ever she wants—some of these people
might back off. And if they don’t. it might
create a legal right of action for the deci-
sion-maker to force them to back off.

Senator Mannion’s bill contains a pre-
sumption that anyone, regardless of the
extent of their disabilities, can effectively
use Supported Decision Making, and pro-
tects their ultimate rights to control the
process, limit its scope. and make the finai
decisions. And it conveys the professional
do-gooder intent of formalized Supported
Decision-Making processes: that deci-
sions made pursuant to a formal agree-
ment entered into by decision-makers and
supporters must be accepted by everyone
in the same way that decistons made by
nondisabled people are ... EXCEPT:

Decisions made by people who receive.
or are eligible for, OPWDD services can
be overridden by amyone as long as they
“believe™ that the decision “will cause
the deciston-maker substantial and immi
nent physical or financial harm™ (section
82.11(D)). There is no requirement in the
bill 1o submit evidence supporting such
“beliefs.” and no method to appeal those
“beliefs.”

Sigh.

The whole story of the endless dreary
reign of paternalistic oppression of people
with intellectual or developmental dis-
abilities can be summed up by the com-
mon kelief of most people who work
tor OPWDD, and of many of the family
members served by that agency, that deci-
sions made by people with those disabili-
ties that contradict what their overseers
want will cause them “imminent physical
or financial harm,”

The bill envisions that its provisions may
benefit people with other types of disabili-
ties. but notably, Supported Decision Mak-
ing is only mandated for people served by
OPWDD. which is charged with issuing
regutlations to implement the law. So if this
bill passes the Assembly and is signed by
the governor, it will not only mean that its
protections will be thwarted by a loophole
big enough to drive the entire population
of New Yorkers with developmental dis-
abilities through, it will also establish, as
a legal principle, that nobody has to accept
any decisions made by anybody with those
disabilities, regardless of their intellectual
capacity, and even if they have a signed
formal Supported Decision Making agree-
ment, as long as they harbor bigoted views
about their abilities. Autistic people ought
to be especially alarmed about this.

We applaud the good intentions of Sena-
tor Mannion, but as we said almost three
years ago (AccessAbilin: Winter 2017-18),
formalizing Supported Decision Making
is likely going to harm more people than
it helps.

Yes. “there oughta be a law,” but that law
should do only two things: 1) make it il-
legal tor anyone, including OPWDD em-
ployees and family members, to ignore
or reject any decision made by any adult
who has not been adjudicated by a court
to have limited decision-making capac-
ity, regardless of their disabilities; and 2)
repeal New York’s Article 17A guardian-
ship process (see Accessdbiliny Winter
2016-17), which allows a court 10 grant
unrestricted guardianship on the say-so of
a family member of a person who has a
developmental disability.
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Student Loan
Forgiveness

On August 19, the US Department of Edu-
cation {DOE) announced that it would be-
gin automatically forgiving student loans
for some people with disabilities. begin-
ning in September.

The forgiveness applies to people who are
on record with the Social Security Admin-
istration (SSA) as “totally and permanently
disabled.” DOE matches its data against
that from SSA every quarter. according to
a DOE press release, and the next match is
coming in September. When DOE finds a
disabled person on the SSA rolls who has
outstanding student loans, it will automati-
cally discharge those loans without requir-
ing the person to apply for forgiveness.

If your loan is discharged you'll receive
notice from DOE a few weeks later. DOE
expects that it will be able to discharge all
of the eligible loans by the end ol the year.

There is a 3-year monitoring period after
these loan discharges, during which a dis-
charge can be revoked if the person’s in-
come increases above a certain threshold.
But in March DOE announced it would
stop requesting income information from
discharge beneficiaries during the pan-
demic, and in August they said they will
stop making those requests permanently.
DOE will also issue a new proposed rule
that will eliminate the monitoring period.

DOE expects that over 323,000 disabled
borrowers will have their loans discharged,
representing more than $5.8 billion.

OPWDD
Housing Inequities
Explained

in July 2021, The New York State De-
velopmental Disabilities Planning Coun-
cil released a report called Reclaiming
Innovation in Housing: Overconiing -
stitutionalized Models of Service Deliv-
erv in New York. The report is the result
of a grant received by another Center

10

for Independent Living like STIC. AIM
Services. Inc. in Corning and Elmira.
The report was written by John Maltby.
a co-director of the New York Housing
Resource Center for People with Intel-
lectual/ Developmental Disabilities. He is
a well-known. much respected long-time
advocate for people with developmental
disabulities and their families.

The report contains a pretiy technical dis-
cussion of the differences in how housing
is funded and governed between “certi-
fied” and “uncertified™ options. You can
read it here:

https://mcusercontent.com b5bage-
60alcc093a382200353 /files/ead646b0-
5096-989¢-de83-401369fd08e8/rectaim-
ing_innovation_in_housing final.pdf.

“Certified” housing is operated and pro-
vided by OPWDD, or by not-tor-profit
agencies that contract with OPWDD.
The most common forms are Supervised
IRAs, which have 24/7 support, and Sup-
ported 1RAs, which have considerably
less support. “Uncertified” ot independent
housing is “just housing.” OPWDD ser-
vice recipients can often quality for subsi-
dies to help pay for independent housing,
but as the report notes, most of them can
only succeed with additional support from
families that can afford it. People from
middle- or upper-class families are much
more likely to be able to live in truly inte-
grated homes than working-class people,
and this is an issue because white people
are more likely to have such families than
people of color.

The report notes that certified housing
is much more expensive for the taxpay-
ers than adequately supported indepen
dent housing, and a system as reliant
upon it as OPWDD is can never atford
to meet the needs of all of the people
eligible for its services. Thus, the situ-
ation is unsustainable.

We’ve long said that the way housing 15
funded creates incentives for providers to

prefer large Supervised IRAs instead of

provision of individualized supports in
people’s own homes, This report explains
preciscly how those incentives work, and
what could be done to change them.

We hope this report is taken very seri-
ously by OPWDD management and our
elected officials. who will need o act on
some of its recommendations. Below are
some important points from it.

~Certified housing receives direct and in-
direet funding for acquisition and main-
enance. 1 the housing is owned. itis ex-
empt from local taxes, and. il rented. it
is reimbursed at a market-based rate. By
contrast, independent housing receives
no support for acquisition or .mainte-
nance costs, pays local taxes. and the
rental subsidy is currently set at between
16% and 40% of the area rents. Certificd
housing is subsidized for vacancies. staft
costs for administration. transportation,
including vehicles, and home mainte-
nance. and it requires limited verification
of service provision daily. Independent
housing does not receive these subsidies.
and services are required to be reported
on at | 5-minute intervals.”

“The approved budget for [service-pro-
vider agencies that will be] creating the
property, whether it be new construction or
acquisition and modification, is based ...
on the actual cost. [Rates are set by] DOH
and OPWDD jointly. Rates vary around
the state, and ... are no longer publicly
disclosed by OPWDD. Reportedly. [they]
range between $90,000 and $190.000 per
bed, depending on location.”

“Recommendation . Unbundle property
and support costs, and provide transpar-
ency to identify property costs. This w ili
help agencies to actively separate the pro-
vision of property from the provision of
services while allowing for personalized
support and individualized budgets.”

“Recommendation 2. OPWDD should
identify the number of unrelated people
sharing bedrooms in certified housing and
attempt to identity whether the people
chose to share. Incentivize agencies finan-
cially to reducc the number of shared bed
rooms where people do not wish to share
by providing bridge financing and gradu
ally phasing out extra-bed payments.”

“Recommendation 8. Rethink and revise
the CCS [Congregate Care Supplement]
1o be distributed more cquitably bascd on
a person’s nced rather than thewr residen-



tial setting. ... It should be attached to
the individual rather than to the certified
housing. It should follow the mdividual
into the community i they move to non-
certified housing, bridging the gap be-
tween the current housing subsidy and
the real world,”

“The OPWDD housing subsidy used to be
adjusted annually to mateh the HUD FMR
[Fair Market Rate}. but since 2012 that
has not been the case. From 2012 10 2021,
HUD FMRs have risen by an average of
26% statewide. The OPWDID housing
subsidy is now inadequate. and most peo-
ple receiving the subsidy have no savings
or means of increasing their income to
make up the shortfall, [This leaves people
who'd relied on the subsidy to seck Least
Restrictive Environments (LREs)] unable
to maintain their homes safely and...in
danger of losing them.™

“Recommendation 18. Clarity whether
the 15-minute increment [for Commu-
nity Habilitation service recording and
billing] 1s a CMS requirement or OP-
WDD’s..., then seek to eliminate it ...
[That] every worker receives an elec-
tronic tap on the shoulder every t5 min-
utes betrays the state’s deep distrust of
the people it supports and the means by
which they are supported. Given that this
only applies to people who are outside
of the certified system. it is a clear insti-
tutional bias and directly counwer to the
principles of [the] Olmstead [Supreme
Court deciston].””

“Recommendation 21. (i) Establish pi

lot programs to develop ways Lo support
people who self-direct to continue to live
in their non-certified homes in their com-
munities after families arc gone. One op-
tion ... is the ‘enhanced broker,” a person
who can assume many ol the necessary
tasks. This would not require a change in
the waiver,”

~(ii) Incrcase options such as Agency
with Choice [for services such as Paid
Neighbor, Individual Direcled Goods and
Services. and Live-In Caregiver] 1o make
Self-Direction more accessible. Agency
with Choice reduces the administrative
and compliance role of the person and
their family members while allowing for
professionally supported services.™

“Recommendation 23, OPWDD should
seek to obtain the same exemplion [to
allow people who are not nurses or ¢lin-
ically-trained paraprofessionals to dis-
tribute medication] in the 1915(¢) waiver
that applies to people providing Consum-
er Directed Personal Assistance Services
{CDPAS) under the 1915(k) [Community
First Choice. CFC] waiver.”™ (1L actually
applies o COPA period. whether autho-
rized and funded under the state’s loe-
tor-service Medicaid program. the 1115
managed care waiver. or CFC.)

Provide telemedicine o people living in
non-certified housing as the *Origination
site.” Given that members of the general
public have access to telehealth from
their own homes, this restriction might
be considered a Civil Rights issue.”™

“Recommendation 26, (i) The  state

should extend the Covid-19 relaxation of

restrictions on Telehealth indefinitely—
including for purposes such as Lifeplan
meetings and some CommHab  work
meetings with CCOs [Care Coordina-
tion Organizations] and providers—and
expand it to support people living in the
family home. {(ii) The State should permit
the use of Telemedicine with a person’s
home being the “Origination site.””

To all of which. we shout. "TAMEN!

Long COVID:
A New
Disability?

As the pandemic passes the 18-month
mark, a troubling development has begun
o emerge: so-called “long COVID,” a
varying constellation of health problems
and symptoms of greater or lesser sever-
ity that lasts for a long time afier the first
signs ol infection.

Although long COVID is long. it has not
been going on long enough for us to have
a clear handle on how many people have
it and how long it will last.

There is not a standard definition for long
COVID: some set the mimimum duration
of symptoms at three weeks, some three
months, and some four months.

Prevalence. of course. depends on how
long “long™ is. A study [rom Geneva.
Switzerland. reported in May in the Ju-
nals of tnternal Medicine that 32% sull
had symptoms between 30 and 45 days
after onset. Overall. men are more likely
than women to be hospitalized and dic
from this disease. bul women are more
likely to experience fong COVID. Inci-
dence of long COVID seems o increase
with age and leve! of obesity. Research-
ers seem to be settling around 13% of
adulis turmning up with the syndrome
overall. Children can also have it and lor
them the data is all over the map. ranging
tfrom 9% to over 530%. depending on how
the condition 1s defined.

The condition is worse among those
who were hospitalized: a Chinese study
indicated that 76% of hospitalized CO-
VID patients still had symptoms after
six months. But spending a lot of time
in a hospital can alone cause enduring
health problems. as can invasive treat-
ments, such as use of ventilators. a fact
that muddies the walers as to why some
people stay sick so long.

How long docs it last? It depends. A
more recent Chinese study found that
50% of those who were hospitalized still
had some symptoms after a year.

Why does it happen? Some of it comes
from the serious lung damage that severe
COVID-19 causes. But the effects that
don’t involve breathing and blood oxy-
gen are not well understood.

The symptoms vary in kind and severity
as well. Here's a list of possible issues
from the Centers for Discase Control
{(CDCY:

Tiredness or fatigue: difficulty thinking
er concentrating (“brain fog™): head-
ache: changes in smell or taste: dizziness
on standing: heart palpitations: chest
or stomach pain: difficulty breathing or
shortness of breath: cough: joint or mus-
cle pain: mood changes: fever. “pins-
and-needles™ feeling: diarrhea; sleep
problems; changes in menstrual cycles:
multi-organ effects or autoimmune con-
ditions: rash.
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ing it. Therefore, the use of these devices
IS not a best practice in anv situation, but
that may not be enough to justify banning
them. The court’s opinion claims. without
attribution, that shock devices have been
used to control inappropriate sexual be-
havior among people with traumatic brain
injuries. We've been unable to find an
example of such use, so we can’t verify
this claim. but let’s assume the devices
are used this way for argument’s sake.
Such behavior is known to occur. and 1s
considered to be a symptom of damage to
the “impulse control™ center of the brain.
One can argue that this is ditferent from
what happens when people with develop-
mental disabilities bang their own heads
on the wall or hit other people. They are
said to be expressing a feeling or need that
they can’t express any other way. Yet all
of these activities are similar in that they
involve natural impulses which the person
is unable to control voluntarily, and whose
expression in some ways is condoned by
society but when expressed differently is
condemned. Brain injuries can heal over
time, though very slowly. whereas devel-
opmental disabilities are, by definition.
permanent. If such devices actually ap-
pear to be permanently effective in brain
injury cases, it may be only because the
brain’s impulse control center has gotten
itself back online through the natural heal-
ing process and the devices had nothing to
do with it.

We would probably be on solid ground if
the FDA proposed to ban the use of such
devices in all cases where the person sub-
jected to shock cannot control the device.
Noboedy disputes that the FDA has the au

thority to ban all uses of a particular de-
vice, The dissenting
opinion in the case
took the position that
the FDA also has au-
thority to ban devic-
es for specific uses
in the exacl manner
that it chose to do so
in this case, but its
reasoning ts shaky.
Fortunately. that
opinion cited an item
from a congressio

nal report that was
produced when the

current law was being debated. that may
give us an out: “Indeed. when Congress
first granted the FDA authority Lo regulate
medical devices. a House Committee Re-
port expressly recognized that *there may
be instances in which a particular device
is intended to be used for more than one
purpose,” and anticipated that “each use
may . . . be treated as constituting a differ-
ent device for purposes of classification or
other regulation.”™ The dissenting judge
did not say the FDA should have taken
this approach, but we certainly can: Just
redefine the single “electrical stimulation
device™ into two different devices. one
that is under the voluntary control of the
person being “stimulated,” and another
that 1s not, and ban the second device for
all uses.

The ruling came down from the tederal
District of Columbia Circuit Court of Ap-
peals on July 6, 2021. The decision was
writlen by a three-judge panel. The FDA
had 45 days to decide whether to ask the
tull court to reconsider the case. or just is-
sue a revised rule that attempts to address
the decision. We won’t know the next
steps for a while.

Some advocates are taking the position that
congressional action is needed. It is doubt-
ful that the closely-divided Congress could
pass something to change this situation: it
fundamentally comes down to the “sacred™
parental rights of a handtul of families who
have fought for decades to continue to allow
the Rotenberg Center to carry out what the
United Nations considers to be torture on
their children. When the issue is portrayed
as mistreatrnent of disabled people, a lot
of sympathy is generated for our side. But
when 1t’s presented as
interfering in tamily
decisions, then a lot
of right-wingers get
their backs up and re-
fuse 1o act. We would
probably be more
successful in urging
the FDA to rewrite
the ban along the
lines described here.

But tf you want fo
get involved in help-
ing the advocates
pursue their strate

gies. you can read a guide on what to say
to members of Congress here:

https:/www.auteach.com/help-ban

Or sign a petition to get the state ol Mas-
sachusetts to pass a law to ban aversive
treatments here:

hitps:/actionnetwork.org/lelters/stop-
theshock-support-ma-bill-h2235

Park-ing
Breaks

(from the NY'S Department of Heaith)

As part of our CDC Cooperative Agree-
ment. the NYS Disability and Health Pro-
gram partnered with the NYS Office of
Parks, Recreation and Historic Preserva-
tion (OPRHP) and the NYS Department
of Environmental Conservation (DEC)
to purchase outdoor adaptive equipment
at parks across the state. This equipment
will increase the accessibility of outdoor
recreation activities and programs offered
at these parks.

Both the OPRHP and DEC have priori-
tized connecting people to parks and re-
moving barriers to access so people of
all ages and abilities are able to enjoy the
natural and recreational resources.

Below are descriptions of the equipment
purchased and the parks nearest to Bing-
hamton that have them.

Beach wheelchairs: For people with mo-
bility issues, the beach can be difficult to
navigate. Beach wheelchairs make the
sand and water accessible to everyone and
can be scaled to fit any size person while
keeping the body properly supported at an
adjustable angle.

Allegany State Park, Salamanca

Mobility Mats: Non-slip roll out mats that
allow beach access for people who usc
wheelchairs, crutches, walkers, or people
pushing strollers. The mobility mats allow
for universal access and allow families of
atl abilities to enjoy the beach together.

Chenango Valley State Purk, Chenango
Forks

Glimmerglass State Park, Cooperstown
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Power Wheelchair  Charging Siations:

These charging stations allow a user o
boost-charge a mobility deviee battery so
as not to be stranded. This increases acees-
sibility for power wheelehair users and al-
Jows more time 1o be spent at NYS parks.
Green Lakes State Park, Fayetteville

For more information on DEC camp-
grounds and day use arcas. please visit:

hllps://\\'w\\'.dcc.ny.gm'fmltdonr/7825.
html

For more information on NYS OPRHP
parks, please visit.

hutps://parks.ny.gov/parks/

I CAN'T

The NY Caring Majority is
asking you to share your sto-
ries of trouble getting enough

personal assistance services.

Your story will be used exclu-
sively for advocacy purposes.
No personal information will
be shared with the Depart-
ment of Health or any other
State actor.

Go here to fill out a very
simple form with your story.

[t’s easy!
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HOMECARE!

Disability Community
Meets with New
FEMA Administrator

(from a press release)

On Tuesday, August 17, The Partner-
ship lor Inclusive Disaster Strategies
hosted a Disabilify Community Stake-
holders virtual meeting with FEMA
Administrator Deanne Criswell. who
was appointed by President Biden car-
lier this year. Seven disabled panclists.
joined by over 100 stakeholders. spoke
to systemic barriers disabled people
have faced during disasters including
the COVID-19 pandemic. Administra-
tor Criswell followed with briel com-
ments on FEMA's commitment to dis-
abled people.

Ebony Payne. a current resident ol a
nursing facility, shared, "l am stuck in
a dangerous nursing facility in llinois
because there are no emergency relo-
cation options available to help me get
out of this scary and deadly place. |
am scared for my life in this petri dish.
There are FEMA funds to pay for my
funeral. but there are no FEMA funds
for emergency protective measures for
me to relocate to safety.” Misty Dion,
CEO of Center for Independent Liv-
ing of North Central PA (CILNCP),
responded, “There are Centers tor In-
dependent Living (CILs) across the
nation that provide Nursing Home
Transition and could casily implement
emergency relocation programs il we
had access to additional resources like
FEMA's Public Assistance Category
B reimbursement funds. but we keep
getting told we aren’t cligible for re
imbursement. CILs like ours across the
country could help people like Ebony
i we were funded.”

The stakeholders also described prob-
lems with FEMA's Individual Assis-

tance Application. specifically an entry
{o report disability-related fosses, and
the lack of a mechanisim to request ac-
cessibility accommodations. Tom Olin.
a disubled resident of Texas, shared his
expericnce of barriers in complcting
the form after the Texas Winter Storm.
Marcic Roth. FEMA Office of Dis-
ability Integration and Coordination’s
(ODIC) original director. reminded
the Administrator that these issues and
civil rights violations have been raised
since at least as far back as 2010 and

that little progress has been made.

Administrator Criswell responded to
stakeholders by saying. ~I just want 1o
say FEMA does remain committed to
helping people with disabilities betore,
during, and after disasters. One of my
priorities as | camc into this role was
{0 advance equity across all of our pro-
grams. IU's people first. and ... 1 we
put people first, then we deliver our
programs cquitably just by detault. We
take care of people when they are our
primary focus, [and] ... we're trying
to do everything we can to reduce the
barriers to access of the programs that
we have. To that end. 1d just like to
say that we're really focused on trying
to integrate the needs of people with
disabilities across all our programs and
services. and expanding this capacity
across the agency ... | may not get il
right right from the beginning. but |
commit to you that we'll continue 10

work on this ...7”




- STIC NEWS

Welcome to the Delta Quadrant

Who would ever have thought that the
quiet gentle fourth letter of the Greek al-
phabet could wreak as much havoc on our
lives as Delta has?

STIC had finally brought all of our su-
pervisors back into the building and al-
lowed vaccinated employees to go with-
out masks 1f they wished. Sadly. the Delta
variant of COVID-19 reared its ugly head
in Broome County. and after only three
weeks of what felt like freedom. we had
to revisit our policy.

Currently, due to the high level of the Delta
variant in Broome and surrounding coun
ties, we are again requiring employees,
people with disabilities and other visitors
to our building to wear masks, unless med-

By Maria Dibble

ically unable to do so. Please be aware that
services are still by appointment only. This
is necessary to protect the health and safety
of everyone at STIC. as well as their fam-
ily members and acquaintances. As vou've
likely seen from the rapid up-tick in cases
locally, this virus is highly contagious and
spreads like wildfire through the unvacci-
nated population.

Speaking of vaccinations, | urge unvacci-
nated people to reconsider their decisions,
speak to their doctors and scek out the
scienttfic facts about the vaccine. If your
reason is political, please ask yourselt'if 1t
is worth dying for.

My older brother was on the fence about
the vaccine, and never got around to get-

ting it. but COVID-19 had no problem
finding and infecting him and his wife. He
told me he was “sicker than he could ever
remember in his life. and sorely regretied
not getting vaccinated.” He was on day 1[4,
and still feeling exhausted. queasy and le-
thargic when | last spoke to him. His wile
was even sicker, at one point passing out.
I"m grateful that neither of them died. but
they easily could have, especially since
they are both elderly and at a higher risk.
Is it worth it to tempt fate like they did?

For the most up-to-date mformation on
STIC s rutes and requirements during this
ongoing crisis, please monitor our website
at www.stic-cil.org,

XScapes’ Newest Game

By Todd Fedyshyn

A high-tech espionage experience awaits
your team of C-Ops special agents.

Clock’s ticking — how much time do we
have left? Can we complete the mission?

The elaborate series of clues leads you to-
wards your objectives. Challenge our new-
est escape room. “Exit Protocol™. at Xs-
capes. Your team has been briefed on the
sensitive and critical mission. Enter the
“Chenango Insurance Associates” office. It

is of course, a front for clandestine opera-
tions of national security importance. Qur
intelligence analyses have concluded the
agency has been compromised. A directive
has been released to the station chief agent
to retrieve all critical information and de-
stroy the facility. Having seen no progress
or status update, we assume that he has been
terminated. Your team must complete the
mission before enemy agents arrive in about
an hour. No pressure, agents, you got this.

4 Exciting Adult Escape

Room Experiences
2 Kids’ Games

Birthday Parties Area

Book Now: www.xscapes-stic.com
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