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From the Chair

“Welcome to our report on the aclivities and aspirations of the
Mew Jersey Conndl on Devel opmental Disabilities,

T'am Elaine Buchsbanm, Chair of the Council and parent of
Math, a young man with devel oproental di sabilities,

The following report speales fior itself, outlining who we are,
whiat we do and why those efforts are important for people with
developmental disabilifes and their families,

“what Twould lile toadd are some comments on where we plan
to go from here,

Iecently the Comncil held its atmnal refreat, %0 began the
di senssions on our rest five-year plan,

It is clear from the s early discnssions that the system s that
support people with developroental disabilifies in Mew Jersy
need serions attention and change,

Crver the next year as we develop our five-year plan we will

be looldng atways that our Covndl canaid the process of
restrocturing those systems so they better support people with
developmental disabilifes and their families by sirearmnlining

sorne services, expanding others and ensuring the resouroes we
have are nsed more effidenty

These are diffi mlt Himes.

o state —lile most others and the countryasa whole—las
seriom s financal challenges, At the same time thon sands are
waiting for help they need now or will soonneed,

It is imperative that we tallcfranldyabout these isues develop
reasomable solubons based onhonest facts and act onthose
solnfionsas quiddyas possible,

Toassist inthat process is the goal of this Council and we
welcorme your input as we worlc toward s that end,

Elaine Buchebauw, Chair
MNew Jersey Coundl on Devel opmerntal Disabilites
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WE MAKE IT HAPPEN

el come to the MNew Jersey Coundl on Developroental
Disbilities (MJCD D) — A federally mandated and fonded Mew

Ersey state a gency:

Wa Male it Happen; Hard's How

B By Advocating for People with Developmental Disabilities
and their Farnilies,

B By Promoting Positive Systemns Charge,

B By Boilding Community Capacity.

(=LY - Bach year the Coundl offers grants for innovative
ideas and projects, “ere looldng for your aeative ideas, “Worls
with us to Male Things Happenfor People with Developmerntal
Disbilities, For more information read onand +idl the web site
at: v njodd. org
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ije I SWant to join ore of our cngping projects?

Partners in Policymaling - Ax exclusie Laaderafip
Tratning for People with Developrwental Disabilities and their
Fanalies, /s Dnformative, Ifs Fun, And i85 Dssendial Ash abowt
feftinginon s Rewarding Opportundy

Monday Morning Project - A Grissroots Advocacy
Movermerg for People with Developmergtal Disabilitizs and
Colizaggues, County -based netwonts mest regqulary to leam
abowd and infience local, stade and nedional Lssues, Gt on
EBoard,

Youth Leadership Training - Owrnewest profect (s Redping
thelexders of the e gt the Soills they need, s abowt
vnderganding Who You A and How You Can Male A
Differerce, Conming o Your ares sooM,

Fanily Support - There are nine Regional Fonily Support
Flanning Councils (RFSPCs) in New Jersey. The sroups gather
infoermeation aboud semdoss, fall toother fimaifies five theirs and
vagite pecomendations to the state Division of Developmental
Disabilities abowt howto better serve indhviduals and thelr
ferilizs

Partnerships and Publications - Comei members and
staff monitor what's going on in the state so we can worls directly
with public offi cial 5, professionals in the field, and alongdde
other agendes and organizations to male sare the neteorl:

of public and private mpport services is meeting the needs

of people with devel opmental disabilifies and their families,
e publisha rationally acdaimed maga dre called People &
Families, published quarterly, that inform s and entertains its
reader ship with nevws, features, columns and reviews about
topics related to people with dervelopmnental disabilies, Eat
of intere st to everybody. Tryit; its free, wwewnjcdd orgd
publications
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WHO WE ARE —

Thae Copncid - I a nnique state advisory
body created at the federal level, There
are covnel s lile ours inevery state and
some L1 5, territories,

Conncils bring people with
denveloprental disabilides and their
families together with the head s of
public agendies that control many of
the mapports and services people with
developmental disabiliies sometimes
rely on, Cther profesdomals with
inflienee over publicand private
systemns of supportfor people with developmental di sabilities arealsoat
the table. Thisis anexciing mix of perspechves and it prom otes the ldnds
of dialogme necessary to help build a troly responsive and effectve Conndl.
Come see s inaction sometme,

Find out when and whersat: wwewnicdd ong,

The Couneil is alloved by law to have np to 50 members, Corrently

there are 25, The maj ority—a0 per cenit—are people with developroental
disabiliies and immediate family members of people with developrmental
disabilities,

Those "public members" are appointed by the Governor,
The execubive directors of our teeo sister apendes —The Eli zabeth ML Boggs

Center for Excellence at the University of Medidne and Dentistry (UTWMDRT)
and Disability Right ¢ Mew Jersey—are members,
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—

W Council on Develogen enéal Disabdlities, Mardy 2000

The Council's
Vision
A& individuals with £evelopme nfal disabilifies..,

B Are contributing membets of theit neighbothoods and
communities

M [Male real choices and have contral over their own lives:
B Have the freedom to strive, excel, and male mistales:
B Areinaposition to achieve personal goals:

B Arein a position to affect policy and process de cisions
that affect their lives

B Have the same rights, privileges, responsbiliies, and
oppottunities of citizenship as does any other Mew
Jersey tesident.
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The Coundl meets four to six mesa year, Thronghits Planning
Committeeand guided
Sixty percent of the Council’s by federal requirsm ents,
the Council develops, and

operates vnder a five-year
developmental disabilities and  [lpthat is adjusted every

membership are people with

immedinte famidy members year. Couneil mem bers
: dedde on what they want

of people with developmental i e
disabilities. five years. They decide on

actvities toaccomplish
those goals, The Council's
goals and obje chives are a ccomplished through the Couneil's grants, its in-
b se projects, and on-poing collaborations with our many partners.

A complele st of Cowncil Nembers, mesting scheduls and offer
Eerclgrosnd informafion can be found af waninfedd org

s
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WHAT WE DO

iour acHvites are gnided by our State Plan, The 2008 and 2002 state plans
fomsed on sevenmn ain ares s —Employroent: Healthy Housing: Edncation
and Barly Intervenfion; Transportation; Cmality of Life; and Community

Supparts,

Goals and obfeclives in those areas wem fargeded

B Topromote the idea that people with devel cpmenfal disabiliies canand
shiould worls and provide real opp artunities for people with
developrmental disabiliie s to earn real wages,

B To support efforts to provide quality edn cati onal opporbonities for
students with devel opmental disabilities in the lea st restri chve seting
posdble,

B Toprovide acosss to comprebensive, acoessible health care services for
childrenand adults with developmerntal disabilities,

B Toinrease inteprated, community-based living options for people with
developrental disabilides,

B Toexpand responsive fransportat on opons for people with
developrendal disabiliies.

B Toindude people with developmental disabilities in poli cymoalcing
di senssions and decisons that affe ot their lives,

B Tosupporta broad range of community-tased support sypstem s, including
careeT development for direct support professiorals; prom ofing principles
of self-direcHonand personal choice quality data collecton and aralysis,
publicavwareness and life- span planming,
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(GRANTS

Bach year the Coundl fands a mmber of projects theon gh grants, Proposals
are evalnated and single or multd-year projects (up to three years) are
selected based on which proposals best promote the goals and objectwes
outlined in the Councdls State Plan, Creativityand innowion are al so
important criteria, Some recent grant redpients include:

Arts Hnbotnd

A project providing opportunities
: for artists and crafts-persons to
B — _ { create snd sell their worles,

College of Direct Support

Through the Boges Center UNMDN]

a career path collage curriculum was
offared to direct support professionals as
part of an engeing affort to strencthen
the profassionalism and woice of these
key participants in the systern of

supports for people with developmental
disabilitias, o

School Desion
Guidelines for Incliusion

The M Institute of Technology
worldng with the NT Schools
Bnancing Authority, drafted
enidelines and plans for desiening
schools that are accesdble to,

and includve of, students with
developrnental disabilities,
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PROJECTS
The Conncil Sponsors and Suppeorts its Own Inmuovative In-House Projects,

Partners in Palicymaling (PIP)

The Comnel’s version of the
natiomally syrdicated Parirers

in Policyroaldng progrars

is an innovative leadership
training program for adults with
developrental disabilifes and for
parents of younyg children with
developmental disabiliies,

Participants meet for one weelend
a o onth for eight months tolearn
' : by abouta wide range of topics and

SRETEEeTEOI F  build their advocacy sldlls.

g

Sessions incude lectures and a chvities om

B The history of developmental di sabilities;

B How government veorls s

B How to become better advocates; and muchore,

The s=sdons reach their pealowhen partcipants form gronps and pidcanissue to
adwocate for, The team s write testimony and present it at a "Moclk Legislative Hearing"
at the State House in Trenton, Legislators and professionals domate their time to serve
as Comimnithes Members for the Hearing,

For mooore info about thi s exciing opportonity contact PIP Coordinator Dennie Todd
at G609, 9284.4516 and visit the web site: wwwnjedd.org
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Monday Morning
(Sraswoots advocacy atits best, the
Counel's Monday Morning Project—for
people with developmental disabilities
and their colleagnes —has local neteeorles
thronghout INew Jersey. The project went
throngha rebuilding process over the past
two yearsand is now re-emerging as a
rnaj or foroe in the State’s Self-Advocacy
ZommInunity,

Self-adwvocates are people with
developrnerdal disabilife s who are
spealdng ontintheir commmnnites for
them selves and for athers,

Local Monday Morning neteeorl: s
confnue toworle on fransportation,
acoessibility and woting, And now
adwocates have expanded their focus to

B Inflhencng pobliclangnage soit is
more respectul of people with developmental disabilities:

B Spealdng out for people stllliving in inditotHons who want to live more
independently in the community; and,

W “orldng with the broader community to help promote froe particdpationand
repreentation by people with intelle ciual disabilites,

To Find Ot More, contact project coorditator Barbara Lee at&02777.3225 and visit
cur web site wwwenjedd, org
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Youth Leadership

The Council's newe st project—routh Leader ship —is training young advocates to help
them become fuinrne leaders,

et the course of eipht sessions, young advocates are introduced fo

B “What it means to be anadvocate;

B How toboild confidence;

W “orldng with grovpsand team
buildirg

B TPublic spealdng and the whys
and hiewes of stepping inko the
adult world of adwocacy

The project ldcled off in WMarch
2002, To date more than 100 younyg
adwaocates have participated and
condnue to worls with the project,
Key partrers indude schools,
towmiships and local community
groupsand orgard zations,

Youth Leaders, the Poture is You!

For muore information or to
schedule trainings for your
area, contact Franls Latham
at §09,292,5455 and visit the
Council's web ste at:

e rjodd, org
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Famify Suppart
o S Mg Mine Fegional Family Sopport Planning
Comncls (RESPCs), located throughont
the state, advise the state Dividon of
Devel oprnendal Disabilities abont fanding
families need to mpport a family member
with developmental disabilities at home,

Famn ily members of people with
developrnental disabilides serveas
volunteers on the RFSTCs, The Statewide
Famn ily Support Coordinator is on staftat
the Conncil and we provide ad ministrative sopport.

The RFSPCs hold forum s every year (25 in 2008 and 2005 and didribute helpiol
information to families throvghont their regions.

The forum s infrodu ce families to new changes in fate services —mch as a new single
point of entry through the state Division of Disability Services: a new Comrmonity Care
“Waiver; new state/ connty partmerships; and a self-directed fee-for-service funding
approach, Forum s also allow families to meet provider agencesand disenss the
services and spports they offer.

Signup to leep informed abont family support issues and find ot abont becoming a
mermber of your local conneil, Contact Bormie Brien at bonmde brienenjedd. organd
visitng our web site! wwwnjodd. org
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CAMPAIGNS
The conneil is promoting two important and exdbing campaigns.

The No R Ward Campaign

The Mo & Word Campaipn seelos to remove the word
“retarded” from offi cial nse, It also seelis to ourb the
informoal nse of the word and its derivatives,

These slang put dowmns are very hurtful to people with
Intellectmal Disabilities.

The Couneil's cam paipn was part of a first-wave national
response o the “over-the-top" vse of the word in the
movie Tropic Thunder, released in the mummmer of 2008,

W are worldng with partmers to get the word out, and to clange laws and offidal
medical terminology —repladng "mental retardation” with "Intelle cinal Disability!

Inaddiion to the campaipn logo and ooireach materials—
lapel pins, burmnper stelers, T -shirts,
monse pads—wears
goirg inko schools
and mesting with
other 1ocal community
resourees to tallcabout
the issue,

The public and parochial
school pressntations
have been part cularly

effechve, rea ching
tmrdreds of childrenas
theyform the sldlls and
atttude s they will drave on
as they step into leadership
roles in their communities,

Theyand Imndreds of cthers
Fawve taleen the pledge to stop
using the R Word.

Find Cut More and Tale the
Pled get wrvrnwrnicdd .org
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Jeest Say Something Campaign

The Conneil hosted a series of three vnique coffeshonse meetings across the state,
At those "Community Conversations” people with developrnental disabilies, fam ily
metnbers and professionals they weorl: with beld candid discussions with some ley
cornunity leaders about public perceptions of people with disabilities,

Ot of those conversal ons we lannched the Tust Say
Something Cam paign.

The campaipn calls on people
thronghout the state and beyond to
spealt up and publicy discuss issues
affecting and influendng the lives of
people with disabilitie s whenewver and
wherever the opportunities arise,

In other words, to fust Say Something

when businesses, politicdans, celebrities, P uit
or others, do something good—or e mif*‘"‘"*“ D
not so pood. And to tallcabout what's AR g ¥ s
important to people with devel opraental ;“Mmfﬂ =i m;ﬁ‘“‘“’“"sn
di sabilities and the community at large. o 252 ﬁnﬁ‘@mnuﬁ
—\ Wi & sﬁdﬁfﬁf
The campaipn ofrsa blog sdte and A Ezﬂu:ﬁiﬂ‘? :mz-::uul:E
techrical asdstance for local com o nity T“"‘_:zﬂ gomething &t —
comrversations, as well as an e-newsletter as R o T oo
; : : are L REN EAL g B e O

tools to leep the dismsd ons going, B e BB e B
Come Join the Conversabons: ::wwﬁﬂ,gﬁﬂﬂmmwgw ik
Wi stsay s omething, org o o Couil =T it

Wrwﬂﬁﬂgﬁgﬂﬂ{ﬁ%ﬂﬂ“d

ﬂffi ghicaTer® e P
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Emergency Preparedness
The Council has developed a comprehenswe fraining for people with developmental

disbilities to help them prepare for, and handle, emergences cansed by nataral
di s sters, terrorist attacls and other catastrophicevents,

Participant s learn how to prepare for emergendes and how to conduct them ehes
whendisster strilees, Bachreceivesa " Go Bag" to carry itemn s they may need inan
EI0 ETEETICY.

Initial ronnds were presented for those living in state sponsared group hormes and
supervised apartinents, The trainings have beenespanded to include other individuals
living in community-based homes,

For more info and to schedule trainings: vweew.njodd.org

Conrmenity Building Awards

Anmmally the Coundl honors individval s and organi zations that have made sipnificant
confributions to their communities thr ough advocacy, policymoaldng, lifetime
achievernent, system s change, providingacoess, media coverage and education,

These prestigions avards highlipht individvual s and orpani zati ons that bave made
notable contributbons towards building communites ind sive and welcomingtoall
members, Too often these good worlcs go nnrecopri zed and the Councdls Com momnity
Building Avwards aim to change that,

The Iraugmral Bvent was held in 2002, For a list of winners and more info:
wwnnjodd. org
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PARTNERSHIPS

— Inthefall of 2008 the Conncil formed

the DD Croalifon, an ongoing bud get and

policy discussion group made up of 2 broad
representation of the developmental disabilities
comrnunity The Coalifonindudes people with
developrental disabilites, their family members,
and professionals and pariners who vworlo with
themn, The group ha s worled ona number of
issues mch as deinsitutonalization, sdusion and
redraints, and the state budget,

Inaddifion, the couneil worles with a coaliion
of education experts on issues important to providing edvcational opp ortunities for smdents
with developmerntal disabilities in the least restrictve dassoom sting, Thiseducation
subcommites males
sugpestions to the Counecil's
public policy commithes ba sed
on their expertise of the states
educati on sysberm, for reviewr
by the Council in forming
its edncati on positions and
actvites,

Finally, the Coundl is worldng
witha nmmber of stateand
natioral organi zatons —most
formally the Mew Ersey S=1f-
Advocacy Project—to promote
the elimiration of the & Word,

Prblications

The Conncil regularly publishe s the rationally recoprd z22d mags zite People & Families, Published
four times a year, the mapa zsire isa high-end producion offering in-depth coverage of imp ortant
issues aff cling people with disabilitie s and their families, as well as feature stories about their life
EXPETIENCES,

e also offer other publicat ons—such as this and other reports; periodic newsletters; brochnre s;
ete,—as the need arises,

All our publicati ons are fres, while supplies last,

Find out more at the web site wwerwnjodd.org
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Means a fenificant, chronic disability of an

indivi dual that..,

(&) Iz attributable to a mental or physcal
impairment or combination of mental and
physcal Tnpairments:

(B Ismonifasted before theindividusl attains
e s

() Izlileely to continue indefinitel s

(1] Pesalts in substantial functonal imitatdons in
three or more of the following areas of
roaj cor life activity

(1] Self-care

(ii) Receptive and expressve lanouage
(ifi ) Lesrning
(iv) Mobility
() Self-direction;
(wi) Capacity for ind epen dent living and
(vii) Econormnic self-sufficien ey and
(E) Reflects theindividual's need for a combinaton and sequence of special,
interdisciplinary or generic sarvices, individualized supports, or other forms of
assistance thatis of lifelone or extended duration and is individually planned and
cocrdinated, except that such termm, when spplied to infants and young children
means individuals from birth to age 8, incdusive, who have substantial devel oprnental
delay or specific congenital or acquired conditions with a high probability of resulting in
developrmental disabiliti es if services srenot provided,

Sorne exarnples of developmental disabilities are: intell ectual disabilities: cerebral palsy:

chronic selzure discrders; aut amn; spina bifida; and early onset brain traummas,
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