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Sujeet at the 8th
World Congress on
Down Syndrome,
with the President
of Singopoere and Dr.
Balbir Singh
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be adapted to creale a place for him
by those who started the system in
the firsl place? The sdministrators
miay have good hearls and wish to
help individuals with special needs,
Hivwever, if the system does not allow
couples o marry like other members
of the communily, with the support
My e, then shoukdn't the system
be reevaluated and reformed?

[ am very thankful for excep-
Lional laws creatid by State of New
York (USA) for individuals with dis-
abilities. And [ am thankiul for the
peaple who work hard 1o make sure
thev are followed. However, that iz
their “Day Job™, While we parents,
who nurture our children day and
niglt al our homme realize that those
lwws STOP working once these con-
sumers are back in their home with
their families and wish to he nur
Lured by their loved ones, We parents
are the one whe see our children's
frustrations when thev are al home
hecause the lack of their efficiency
to seli-advocate. The services need
L hear their voices through their
parents and families advocating. |
believe the ome whv made these good
Taws would like them to be followed
under any and all circumstances. We
pareris nead to take that initial slep
to make them aware of its flaws so
they can he modified to improve Lhe
traditional services,
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Therefore 1 decided to try a new,
nontraditional state (NYS) funded
progeam called Seli PDetermination,
(510}, This program involves work

Fiygr it hwwewe down-syndrome, info/library!perod cals!dunw/ 0501

gt with a tramned coordinator whao
prepares o “Person Centered Plan”
(PCP) with the help of parents, a
Medical Service Coordinator (MSC)
andd the “Circle of Friends™. The
Circle of Friends™ is a group of people
who know both Carrie and Sujeet
well and wish to take an active parl
in planning o safe and secure future
for them. They prepare the PCP, the
foundational piece for the S0 pro-
gram and subsequent funding. When
the PCP is approved by the state,
funding by the state it is assigned
te the consumer rather than tra-
ditionally given to an agency. This
facilitates the individual and circle
of support to contral where and i
the meney will be spenl. They have Lo
hire their own stall to provide serv-
ices. such as independent lvang sup-
porl and transportation, This allows
Lhe consumer L have Uhe freedom
to live Lheir life Uwe way they chioose
withoul depending on the traditional
contrd of the agency, Allthough, this
approach is much more work and
lime-consuming for the consumer,
family and circle of support.

Currently, Sujeet amd Carrie are
working with OMRDD (Office of
Mental Retardation and Develop
mental Disabilities) and wilh their
5D group. They have already starled
altending  sessions Lo learn ther
responsibililies aller marriage. Many
goals are prepared in these meetings
by the S0 group. It is hard for Sujeel
and Carrie o understand  these
puidelines, sometimes making them
confused aml  worried.  However,
they bath are constantly discussing
the minutes of each mecting on the
phone. The Circle of Supports hawve
many responsibilitics bul Lhe lowve
and determvinalion Sujeel and Carrie
show gives us inspiralion and reason
Lo fight for whalever is ahead of us.
Al we need 15 supporl from Lhe serv-
jces, the communily and heavenly
Blessings,

No malter how BLESSED my life
has been with Sujeetl | could never
gel rid off my NIGHTMARE Lhink-
ing “whal about Suject afler me?¥? ™
Wonw I Dz fovmd a parter whioan he
Irusts, | have the chance to get over
this nightmare. This is my chanee to
wiean mysell from his life and let him
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live his life the way he wishes with
his life partner.

Travelling around the world with
Suject was an eve-opener for me, |
was so delighted to meel in person
so0 many incredible lalented indi
viduals with various disabilities and
amazed with their passion Lo share
their vaices through their talents. Al
the same Lime, 1 was saddened o see
the lack of support they had from Lhe
services where they lived but maore so
by their own parents, It was agoniz-
ingt b see Lherr own parents afraid Lo
advocate for Ltheir chiklren because
they thought il was nod possible and
somelimes because Lhey underesti-
raled Ueir own children, The waorst
Lhing parents can do for their chil-
dren is o underestimate them.

[uring the last few vears, Sujeet
[1as been trying to spread his message
around the world through his music
and workshops. | sincerely wish that
those “Special Moms"™ around the
world hear his message and in their
sotl make a commitment Lo follow,
The message is “Hiding is nol Lhe
answer. Taking time Lo recognize
vour special children’s hidden tal-
enls, believing in them and strongly
sdvocaling for them is the best way
Lo wark with the system. That is the
way to break traditional services and
pave a new path to make the mar
riages and any other dreams work
for our children with special needs.”

(o two angels Sujeel and Carrie,
and alsa the ones you have in your
home and heart, seem Lo have been
brought together by God for a spe-
cial purpose on this earth, They will
b always blessed by him 1o change
thie world for the better. Although, 1
think he very much apprecintes the
help Special Moms provide tn their
Special Angels.

I

Te know mare about Sujeet and
Carrie, visit their web sites at
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See hoepy/fwebreprings. djreprints.
com/ 1325950882002 herl for a
recent article in The Wall Street
Journal about Sujeet and Carrie
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24 year old Sujeer Desai is an
accomplished  musician  who  has
Down syndrome. He plays six instru
ments: Bb and Bass clarinet, Alo
Saxophone, Vialin, Piano and drums
In june 2001, he graduated from Fay-
etteville-Manlius High School in NY
with honours and in May 2003 he
graduated from the Berkshire Hills
Music Academy in Massachusetts
alter two-year residential Post-sec-
andary study in Music and Human
services. Emerging from the academy
with higher music skills and successiul
experience of independent living on a
college campus, Sujesr continues to
do his selo performances and salf-
advacacy warkshops.

Sujeet works in Rome, MY for self-
advacacy and disabilicy awareness a
part of his job s working as teacher's
aid for 2 music department in an ele-
mentary school and in a library help-
ing children with books and also plays
music for them as well for a local
restaurant and different community
places. Sujeet lives in a house with
ropmmates to be on his own and
enjoys his independent living,

On April 10, 2005, Sujeet pot
engaged to “Carric Bergeron, wha
is also a solf advecate, Currently they
both are working on their future
plans for their living together after
the marriage

In 1998, when Sujeet started to
'-'{}|I.Ir!l:4.‘r.‘.r (=] f.m:r-'ll.in- entertainment
the averwhelming response received
from his audience led to his deci
=on to malke music his carcer. Since
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March 2000 he has performed in
many States, Matonal and Interna-
tional conferences, annual events
and iz booked in advance till 2006.
Sujeer s a recipient of 5 Interna-
ticnal awards for his achievernents, In
April 2004 Sujeet received "Honour
& Pride” award in April 2004 from
World Down syndrome Congress
for Most Qurstanding Individual with
Down syndrome where sell advo-
cates from over 35 countries were
nominated. Sujeet was honoured
with “2004 Christin Puschel Memo-
rial Citizen Award " by The Mational
Down Syndrome Congress in their
Mational conference in Minneapolis
on 21 August, 2004, for outstand
ing achievement as a sell advecate
In 2001, he received two awards
from the President and Minister of
Singapore. In 2000, The Council for
Exceptional Children presented him
with a "Yes | Can" award

Besides music, Sujeet has a Black
Befr in Tae Kwon Do. He has won
gold & silver medals in the World
Games "3 Special Qlympics in swim-
ming. He has wen many medals in
Specal Olympies in alpine skiing,
cross-country running and bowling.
He enjoys writing emails to his fans
frem all over the world who visitc
his webh site, Sujeet apened his web
site in 1997 in his eomputer graphic
class, which has been visited by ever
67,000 people from araund the world
with rave roviews.
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Sujeel says...

o was born with DOWN SYNDROME. Therefare, |
learn things slowly. 1 have worked very hard over 10
wears fa foarn what 1 loee te do tn overcome Fmitations
of may disability. | would iike fo be o musician but my
MISSION &5 more than that,

People say that T have been o role model to LOLT
children arownd the world with disabilitios, esparciaily
those bova with Dewn symdrome cither through my webh
pge or muslc pevformances and waorkshops that T do
dn share my story. 1 plan o live on miy aen and con
tineie to provide entertofmment us well do warksfiops
s seladvocate, T like to make my presontations 5
cially al conference move than just an enlertainmend
Breet cducational as well as inspirational. So it can be an
epboat on disability fssucs and condinuee to bring fopes
fo individuals with disabilitios, their parents, families,
educators, doctors and services that work with them o
Ty can faree o bedter B,

My goal Is condimee to work o make my MISSION
POSSIRLES

To schedule a concert, purchase his CD and know
more about Sujeet’s music performances and other
achievernents, you may visit his web site or contact him
by e-mail. You can meat him on his web through his TV
interviews as well listen to his music through various
links.

e-mail: sdesaiffoweny.rrcom

weh site) wwew, sujeel com
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