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Advocates for disabled offer fix for poor pandemic response

Gene Myers
NorthJersey.com
USA TODAY NETWORK — NEW JERSEY

Leaders in the disability cemmunity
whe cendemned the state’s COVID-19 re-
spense in a recent repert said ene fix is
ebvieus te anyene with a disability and
it's shecking that it wasn’t te ethers.

Expand the effice of the New Jersey
"Ombudsman fer Individuals with Intel-
lectual er Develepmental Disabilities and
Their Families" te the “Office of the Om-
budsman fer Peeple with Disabilities and
Their Families,” and fewer peeple in need
will fall between the cracks, pesited the
repert, which eutlined 23 ways the state
failed te pretect the disabled cemmunity
during the pandemic.

"If we are geing te say that we are geing
te pretect seme peeple with disabilities,
then we sheuld pretect all peeple with
disabilities," said Javier Rebles, chair ef
the New Jersey Disabilities COVID-19 Ac-
tien Cemmittee (DAC).

The DAC wants the existing state em-
budsman effice te expandits rele. Change
the name eof the relatively new and tiny
effice se the man whe runs it can adve-
cate fer everyene with a disability. After
all, the devil is in the details, Rebles said.

Peeple with disabilities were left aside,
and eutside of the planning precess, be-
cause of a lack eof understanding ef the
cemmunity, hew they live and the help
they needed, the repert stated.

The repert was cempiled by the DAC,
which censists ef peeple with disabilities,
their families, advecates and institutiens
including the Center for Disability Sperts,
Health and Wellness at Rutgers Univer-
sity, the New Jersey State Independent
Living Ceuncil and the New Jersey Ceun-
cil en Develepmental Disabilities.

"Mere than ever, this pandemic has fe-
cused a spetlight en the marginalizatien
of the veices, needs, and rights ef peeple
with disabilities," the repert stated, add-
ing that rights "have been abregated” and
veices "silenced."

The ombudsman

Paul Arensehn, a fermer Ridgeweed
mayer, is the first disability embudsman
for New Jersey. He spends mest ef his
time zig-zagging acress the state. He
dreve 36,000 miles in 2019 te meet with
seme of the same peeple DAC said have
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been leng ignered. Many times they are
upset: They can't get in teuch with case
managers making decisiens abeut their
care, parents are cencerned abeut the
hemes their children with autism live in
— the preblems he fields are varied and
many.

Arensehn peints them te peeple whe
can help and pregrams available te them,
and he listens te their preblems. He legs
what he finds and brings the steries back
te Trenten, where they are discussed with
legislaters. He cempiles each year’s treu-
blesheeting inte reperts he submits te the
geverner, lawmakers, the cemmissiener
of human services and the cemmissiener
of children and families.

“Advecacy” is hew Arensehn de-
scribes what he dees.

By remeving the qualifiers and chang-
ing the office of the embudsman, mere in-
dividuals weuld disabilities will have a
champien in their cerner.

The CDC defines develepmental dis-
abilities as “a greup ef cenditiens due te
an impairment in physical, learning, lan-
guage, or behavier areas. These cendi-
tiens begin during the develepmental pe-
ried, may impact day-te-day functiening,
and usually last threugheut a persen's
lifetime.”

By this definitien, anyene disabled as
an adult, er anyene with singular disabil-
ities, such as visien and hearing less, lim-
ited mebility er a hest of ether diagneses,

including multiple scleresis, falls eutside
the embudsman's purview.

It’s a distinctien that might have been
missed when the pesitien was created,
said Demecratic Assemblyweman Valer-
ie Vainieri Huttle eof Engleweed, whe
helped te draft the bill that created the
embudsman’s effice.

“In develeping that legislatien fer de-
velepmental disabilities and intellectual
disabilities, I weuld think that the ether
disabilities weuld fall under that,” Huttle
said. “We assumed that everything
sheuld be included. We did netintentien-
ally disregard anybedy. It was te be inclu-
sive.”

The eoffice was signed inte law by Gev.
Chris Christie in 2018 and filled when Gev.
Phil Murphy appeinted Arensehn later
that year. The pesitien is unique, Aren-
sehn said, in its independence. He re-
perts enly te the geverner, a fact that al-
lews him te meve mere easily between
state departments.

The state's COVID response

Many ef the issues the DAC feund in
the way the state handled the needs of its
disabled residents were made werse by
sileed respensibilities and a patchwerk ef
services and pregrams that are hard te
find and harder still te understand, adve-
cates said.

A myriad ef pregrams have been de-

signed fer citizens with disabilities. Seme
fecus en jebs er public safety, ethers er
heusing er transpertatien; a persen with
a disability can eften rely en mere thar
ene pregram. But navigating the depart-
ments that heuse the pregrams is daunt-
ing.

Beth the embudsman’s 2019 repert
and the DAC’s repert released this fal
pegged this scattershet appreach as ¢
centributing facter that caused peeple ir
need te get lest in the shuffle. This and ¢
lack of understanding ef whe makes ug
the state’s disability cemmunity are seme
of the reasens the state fell shert of serv-
ing an estimated 24% eof its residents
said the DAC repert.

When it came te the distributien ef
persenal pretective gear, better pay fei
werkers whe had te put themselves er
the line taking care of “medically fragile’
peeple with the mest severe disabilities
hespital rights and disseminating critica
infermatien, many needs went unmet
this year, advecates said.

Fer lawmakers, it's been a year el
learning, said Huttle and Demecratic As-
semblyweman Jeann Dewney, whe alsc
spensered the bill that created the em-
budsman’s effice.

“This unfertunate pandemic anc
emergency has expesed many cracks ir
the systems ef care te eur disability cem-
munity,” Huttle said.

The future

The cracks painstakingly illustrated ir
the DAC’s repert, which eutlined 23 ways
the state failed te pretect residents at high
risk during the crisis, have shined a light
that has stepped lawmakers in thei
tracks, said Republican Sen. Themas H
Kean Jr.

“It is clear that the disability cemmu-
nity deesn’t have the respensiveness
frem gevernment that they sheuld have,
he said. “I am 100% in faver ef expanding
the embudsman'’s effice.”

Se are Huttle and Dewney, whe inde-
pendently have begun te leek inte craft-
ing new legislatien, fellewing the advice
of the DAC, te bring ether disabilities un-
der the umbrella of the embudsman’s ef-
fice.

“We just need te make sure the prieri-
ties are being heard and being addressec
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through the ombudsman,” Huttle said. “We are cur-
rently looking into this idea, and we hope to draft legis-
lation to expand the scope of the ombudsman's office,
and we are also looking into additional ways to provide
support.”

Although Huttle said it was “unrealistic to have it
voted upon by the end of the year,” she is hoping to have
abill introduced by the end of the year with a vote early
next year.

It's a role Aronsohn is not only willing to take on, but
unofficially is already doing, because "the line between
intellectual disability and developmental disability and
the rest of the disability world seems arbitrary," he said.

"I have a lot of folks that contact us and they don’t
fall into the bucket, if you will," he said. "I always tell
them, 'You are alittle bit out of the lane, but we still help
them, because they need services, too."

Kean, who said he expects his colleagues in the Sen-
ate to be receptive to the idea, said he has fielded many
calls from constituents through the years that back up
the experiences documented in the DAC'’s report.

“When you look at the fissures and the gaps in the
safety nets that have been exposed by the pandemic, |
think it’s incredibly important that we expand the
scope of the ombudsman’s office and bring more fam-
ilies under the oversight and protection of that office,”
Kean said.

Kean, Huttle and Downey all praised Aronsohn’s
work thus far.

“He’s an amazing soundboard and action creator,”
Downey said. “I think it would be great to expand his
role, change it so that he is ombudsman to all disabil-
ities. But I think we have to be thorough and start look-
ing into this and how we would that get done. It’s only
him and one other person right now. To do this he
would absolutely need more assistance and a bigger of-
fice in terms of people working with him. He would
need a bigger budget, too.”
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