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COW TTEE ON MENTAL HEALTH 3
COUNCI L MEMBER KOPPELL: |’ m Counci
Menber O iver Koppell. I'’m Chair of the Commttee on

Ment al Heal th, Devel opnental Disabilities,

Al coholism Drug Abuse and Disability Services.
We're here this afternoon because the requirenents
are that we hold a hearing on every bill and every
resolution. This is a resolution calling on the
Congress to enact and the President to sign Senate
313, House 647, The Achieving a Better Life
Experience Able Act of 2013, which anends the

i nternal revenue code to provide for the tax
treatnment of able accounts established under state
prograns for the care of famly menbers with

di sabilities and ot her purposes. These accounts
woul d be simlar to the Supplenental Needs Trust,

whi ch can be established under current |law, but this
is asinplified procedure that doesn’t require the
setting up of a special trust account. W have sone
nunbers that 1’1l put in the record. In New York
City there are approximately 887,219 individuals with
di sabilities, as nmuch as 11 percent of the
popul ati on. 183,000 individuals have serious hearing
difficulties. 210,000 have vision difficulties.

535, 000 have difficulty wal king or clinbing stairs,
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COW TTEE ON MENTAL HEALTH 4
and there’'s an estimate that we have 60, 000 whee
chair users in the GCty. Unfortunately those with
disabilities are nmuch nore likely to live in poverty,
and the results froma 2006 American Community survey
reveal ed significant disparities in the nedian incone
of those with and without disabilities. Median
earnings for people with no disability were over
28, 000 conpared to 17,000 nedi an i ncone for
individuals with a disability. The Able Act would
assist individuals with disabilities by establishing
tax advantaged accounts into which contributions
could be nade to pay for qualified expenses of the
accounts beneficiary. Such expenses could include
tuition, housing, transportation, technol ogy or other
needs related to the individual’'s disability. |
bel i eve that the passage of the Able Act woul d
benefit people with disabilities and their famlies
by giving thema way of paying for these expenses
wi thout effecting their eligibility for governnent
benefits and al so establishing accounts that woul d
not result in taxation. |’mdelighted to have been
j oi ned by Ruben Wlls, to nmy right, and we m ght
expect two other nenbers of ‘mittee to join us.

want to thank Jennifer Wlcox to ny left, and M chael
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COW TTEE ON MENTAL HEALTH 5
Benjamn for their work on this and al so Drew Gabri el
who is on ny staff and now is working on Commttee

matters since we’'ve |ost our previous Counsel for

reasons that are fairly clear. So the--1 got a copy
of the House Bill, and | might note it has many
sponsors, and |’ m hopeful that the Congress will Act,

al t hough, expecting the Congress to act on anything I
think is optimstic. But his seens to be sonething
that really ought to go through. 1It’s to benefit of
many many famlies. Wiile it may cost a little bit of
revenue, it certainly seens to ne it’s worthwhile.
So, we have one person so far to testify, Julie
Savai os [phonetic] who's fromthe National Down
Syndrone Socitey. Could you cone forward and sit over
here pl ease. Ckay, can we start? Okay. Pl ease.
JULIE SAVAICS: Hi, I'"mJulie Savai os.
I"mfromthe National Down Syndrone Society, and I'm
here to testify as the proud nother of my daughter
Ni na Savai os. She is four years old and happens to
have Down Syndrone. Qur organization conmends the
Commttee, the New York Cty Council Commttee on
Mental Health, Devel opnental Disability, Al coholism
Drug Abuse and Disability Services for holding

today’s hearing and joining along side the NDSS in
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COW TTEE ON MENTAL HEALTH 6
efforts to call upon the United States Congress to
enact and the President to sign the Achieving a
Better Life Experience Able Act of 2013. M dream
for ny daughter Nina is that when she transitions
fromschool to working, she will do something she
excels at and give back to the community and that
she’s paid for her work, that she can go to the bank
and deposit her check into her account w thout
fearing that she’' |l |ose much needed benefits that
support her health and well-being. Everyone wants to
earn a living and be independent, and every parents
wants to help his child do so. Wile Nnais only in
Ki ndergarten today, | have absolutely no doubt that
she’ || graduate from high school wth a typica
di pl ona and attend sone sort of post-secondary
programto help her |learn nore and get a job, but
because she can | ose necessary and val uabl e Medicaid
and Social Security support she’'ll need at various
stages of her life for several reasons, |I'’mscared to
even open a bank account with birthday noney in it.
She can’t have nore than 2,000 dollars to her nanme or
she’ Il |ose those benefits. Qur famly can’t save in
her name, which is denmeani ng and heart breaki ng, not

to nention bad financial policy. W have no tax-free
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COW TTEE ON MENTAL HEALTH 7
met hod of saving for her education or her other
expenses includi ng housing, transportation, and
heal t h expenses, even though we have a 520 for her
brother. If | have to choose, | would rather have it
for her. 1t’s a strange situation because she’'s very
heal t hy and she’s included in school and she’s doing
wel |, but she still needs support and speci al
prograns, and we’ll need those throughout her life.
It doesn’t nean she can’t do things, but she needs
hel p and hel p costs noney. |It’s only fair that as a
famly we can save for her in her name for her
expenses and have the sanme tax advantages that other
famlies have for nore typical children. She m ght
well be fine health-wise all the way until adulthood,
but 80 percent of adults wi th Down Syndrome get
denmentia along with other health issues, so | would
not be confortable not having Medicaid and Soci al
Security to help nme, and it shouldn’t be a choice
bet ween being totally reliant on government benefits
and being totally independent and payi ng the whol e
way for very costly assistance needed during her life
span. As a famly, we need a way to save for her
under her name w thout |osing benefits, and we need

and have the right to be as independent as possible
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COW TTEE ON MENTAL HEALTH 8
savi ng and paying for things we need while stil
havi ng support. The Able Act makes it fair that |ike
| do for ny son, | can save for her expenses tax-free
wi t hout being penalized by |osing support. There’'s
no reason she has to be poverty stricken to have
support. Wiile this is ny story, we have stories
fromall over the country with individuals with
disabilities and their famlies that could secure
nore financial independence and individuals with
di sabilities who could have nore options for
enpl oynent. There’s no other piece of |egislation
before the US Congress today that has this much
bi parti san and bi cameral support. As you |ikely
know, the Able Act has 256 co-sponsors in the House,
44 co-sponsors in the Senate, and these anmount to
over 50 percent of the entire US Congress. Able Act
is a sound piece of policy that wll positively
I mpact all people with disabilities in the United
States, and our organization is comritted to seeing
the Able Ace enacted into law this year. W’ ve been
at it for seven years. So, hoping this is the one.
Agai n, thank you for convening today’s hearing, and
we praise the Cormittee for its | eadership on behal f

of people with Down Syndrone and ot her disabilities.
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COW TTEE ON MENTAL HEALTH 9

COUNCI L MEMBER KOPPELL: Thank you.

W’ ve been joined by David Greenfield; welconme. And
| know |I--are you a |l awer or a tax expert?

JULI E SAVAIOCS:  No, | am not.

COUNCI L MEMBER KOPPELL: Ckay, so | don’t
want to--1 want to bel abor the point, but | was
wondering if you could contrast these Able accounts
with the Suppl enental Needs Trust that nany people
have established now Do you know the differences?

JULI E SAVAICS: What | do know from
personal experience for |ooking into establishing a
trust is that they' re very expensive. So there's |
think I’ve heard quote around 5,000 dollars. They're
definitely several thousand dollars to get an expert
| awyer - -

COUNCI L MEMBER KOPPELL: [i nterposing]

Ri ght .

JULI E SAVAI OS: who knows the very fine
ins and outs of Special Needs Trust, very specific
trust that has to be witten up the right way, and
that way then you can save, but that’'s a hefty price-

COUNCI L MEMBER KOPPELL: [i nterposing]

Yeabh.
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COW TTEE ON MENTAL HEALTH 10

JULI E SAVAI OS: of sonething even though
| do earn a living and everything I’m putting that
of f because it’s a | arge expense.

COUNCI L MEMBER KOPPELL: You' d al so have
to have a trustee and sone other--

JULIE SAVAICS: [interposing] Yeah, it’s
a bit conplicated, right.

COUNCI L MEMBER KOPPELL: Al t hough, |

think I was just--1 guess as a |lawer | was curious
as how-this seens |ike a good idea. It’'s very
sinple and as you point out, | think it is very

i nportant we now have these coll ege savi ngs accounts
that allow you to put noney away for children's
col |l ege education on a, you know, with a tax benefit
that you don’t pay tax on it.

JULI E SAVAICS: Right.

COUNCI L MEMBER KOPPELL: And there’s no
reason why this kind of account shouldn’t be al so
avai l abl e to those who nay be not able to go to
col |l ege or who have obviously additional special
needs. Well, | hope you get the Congress to act.

W' |l send--1 think it’s our practice in the Counci
to send copies of these resolutions to all nenbers of

Congress from New York, the Senators--
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COW TTEE ON MENTAL HEALTH 11

JULIE SAVAO S:  [interposing] Onh, great.

COUNCI L MEMBER KOPPELL: And | am
confident that it’'Il pass. Does anyone el se have any
questi ons?

COUNCI L MEMBER W LLS: Yes, | just--1
don’t have a question. | just have a conment. |
think that you showed a | ot of courage comng to
testify for something that is not as an attractive
i ssue to nost people, and you’ ve highlighted the
actual pains that this, the barriers that you ve had
to undergo, and this is underscored by |I'’msure
hundr eds of thousands of people in the US. So | want
to thank you for that, and | wanted to ask the Chair
to make sure that ny nane is added to this
resol ution.

COUNCI L MEMBER KOPPELL: Ch, absolutely,

sure.
JULI E SAVAO S:  Thank you very nuch.
COUNCI L MEMBER KOPPELL:  Sure.
COUNCI L MEMBER GREENFI ELD: | too, M.
Chairman, will add ny nanme. | want to thank Julie

for com ng out here, and I’ m hopeful that we can get
this signed into | aw before she starts el enentary

school .
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COW TTEE ON MENTAL HEALTH 12

COUNCI L MEMBER KOPPELL: W al so have
several statenments that were submtted, and I want to
ask that those statenents be added to the record. Is
anybody el se here to testify? |If there isn't, we
want to thank you for com ng again. | appreciate;
it’s always, | think, hard for people to conme and
tal k about the difficulties that their famly has
faced, but it’s very inportant for us to have a
per sona perspective on these things. And we’'ll nove
the resolution right along.

JULIE SAVAO S: Thank you. Thank you.

COUNCI L MEMBER KOPPELL: So with that--

JULIE SAVAO' S: [interposing] It’s nice
to see this in process of how things work.

COUNCI L MEMBER KOPPELL: W’'I1l nove it
al ong.

JULI E SAVAI CS: Thank you.

COUNCI L MEMBER KOPPELL: And there being
no one else to testify, the hearing s adjourned.

[ gavel ]
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