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Parent Packet

Vision

We envision a world where evervone has an equal
and veal opportunity to lead a meaningful life!



We're here to
lend a hand!

Have you just discovered vou have 4 son or
daughter with a developmental disabaliry o
chronic medical condition?

Don’t despair. Don't panic,

All around vou arc people cager to lend vou
a helping hand

There are people from stare and federal
government agencies. There are people in not-for-
profit organizations, Most importantly, there are
peophe — other parents — who have either been in
or are still in vour shoes,

Thev've experienced what vou're experienc-
tng. They've dealt with the emotions vou're
dealing with. Reach our to them. They will help
you find the positive resources in your life. Lean
on them. You'll quickly discover thar they will be
there when vou need them the most.

One of the first things parents of children
with developmental disabilities or chronic illness
will tell you is that there are five stages you're
likely to go through:

+ Anmicty

* Angwish

* Anger

+ Acceptance

+ Action

OF these, the last two are critical o the
welfare of your child. No matter the age - new
b ar adult - there are things to conssder im-
meiiately.

First, do not make hasty decisions. These are
complex issties. Instead, gather as much in-
formation as vou can, You simply cannot know
tuo much. As a matter of fact, the more you know
the better — for vou and your child.

Secondly, early treatment is crucial, espe-
cially for the young. So, don't delay. Extra or
possibly unneeded therapy will not harm a child.
The lack of therapy will,

In the process you will learn a whole new
language. Don't let it mamidare you. If you don't

understand, say so. If vou have questions, don't
leave them unanswered. This is your child.

Sometimes it may be difficult to find the
bexaks, brochures or other materials about vour
child’s disability. Keep searching, The information
1 there, If you have access 1o a computer or know
somenne who does, make ample nse of the
“information highway”. Much of your “need-1wo
know™ material can be found “on-line.”

In the end, you'll discover that what vou
need i available, What you want is amainable. The
rescurrees you and your child require are within
reach.

What lies ahead may not be casy. You will
have to make difficult decisions. That's why the
Parent Packet was developed, [t's your starting
paint. It is designed to help you successtully
navigate the system. In it you'll find a number of
“point-of-entry™ referral sections, including:
Medical, Health & Human Services; Informarion
& Referral; Parent Support & Assistance; Edu-
ation Programs; Adult Services; Legal Assistance,
and Financial Resoairces.

Sometimes the hunt for whar vou and child
needs will get confusing, Don't become discour-
aged. There is Light ar the end of the unnel.

The best advice! Take it onc day at 2 time.
Accept life as it is, Follow vour instincts, You're in
the best position to defermine vour son's of
daughter’s needs,

Above all else, loak for the hope, It exists.

And, remember - vou are not alone!




Mission Statement

The Arkansas Governor’s Developmental Disabilities
Council supports people with developmental disabilities
in achieving independence, productivity, integration and
inclusion into the community through advocating and
promoting service system that enhance their [ives.

The Council believes society gains from full
participation of o wide variety of people.

The Council believes in the right of individuals to live, work,
Play, learn, worship and experience life as they choose.

The Council believes independence entatls economic self-
sufficiency, equal opportunity, a vight to make choices, a vight
to dignity and vespect, the dignity of risk and the opportunity
to maximize one’s potential and to achieve individual goals.

For Additional Information Contact

Arkansas Governor’s

Developmental
Disabilities Council
5800 West 10th Street, Suite 805

Little Rock, Arkansas 72204
(501) 661-2589 (Voice,/TDD) + (800) 482-5400, Ext.
2589 + TT/TDD (800) 285-1131 + www.ddcouncil.org

Punding for the Pareiin Packer was provided ander L 106-402 a8 adimdinistered by the Administration on Developmental Dhisahilivies.




A few words of advice

BEFORE YO

START YOLR
SEARTH FURE
AVALLAKLE
BESCMLUTRCES
AN SERVICES,
FTAKE INTO
CLASIHERA T
WHAT THI
FARENTS L
CHILDREN WITH
DISARILTITES

RECLRNMESLY,

Parents who have been there sav that locnng the informanon and srvoes theer child meguires can be
confising and time consuming. To smart, it's dfficulr to figure out where, exctly, to begin. Then, there's
knowing the right questions to ask. That's why the Perest Fackef was developed. Frst, we endourage vou 10
work closely with your health care provider while making nse of the point-of-entry mformation and services
provided in this packet. Then, check closely the business cands, brochures and ather infommation ar the back of
the packer. Finally, be ceraim o include the following key informarion when calling for mformanon shout
services = your child's age; your child's dagness and for your maim concern, and where ven live {cny and
county ), WNow, with all thar in mind, this is what parents of children with dsabilizies advise.

Be Persistent

[t's about not grang up..about asking lots of questons. Why? Because this is voor child, You can'
quit. Keep calling - keep asking questions (there are no unimpaortant guestions|. Ask evervone vou talk with
for the names and telephone numbers of ather people, agencs or organiEmons you can contact, If recorded
vosce information seems confusng, sock wth it, Stnang on the telephone line will often get you connected
with a persan. And, watten regquests andfor ¢-mal somenmes result m betrer and more fmely responses,

Iake: and Keep Notes

It important to get organized. When vou call an agency or onganizanon, wiite down the date and
time of the call, who you talk with and what the conversation is about. You are geoing 1o necd that information
at some point (see pages 2-3) and vou'll need 1o remember the important poings. Keep track off

#+ lhe agency's/ organizandn s name;

#+ The name of the person yoo talk with and their selephone number;

# [mpartant information you receive:

+ What vou, and they, agree 0 G0, and by what date, and

# (ther people, agencies and /or organdzations to contact

Educate Yoursell

As 2 parent, vou ixed to educate yoursef You need w lezm all you can about vour child’s disability. To
better undenstand your child's disabsdiry, check with your doctors, the local Bbrary, other parents or the In-
temet for aricles or ather mformation, and be certain the informaton vou gther is accurate and up-to-date

Learn the Language

Realize you need o possess the “nght language™ to ask the “nght qoesoons.” To get the appropnate
care and services, you need oo koow the “buez”™ words and acronyms (abbeestations ). That's why ot's impor
tant to listen carcfully o the words and abbreviations people with government agencies and not-for-profit
organizations throw at you during the cowrse of conversaton.

# Ask sbout any words or abbrestations vou don’t understand;

+ Wnie the words or abbresiations down. Then write down what the words or abbeestations mean (i
nevessary, have the person you're talkang with spell it all out and give vou an exact definition ), and

# Pracrice using these words and /or abbreviations in conversabon

Look to Other Parents

Femir (oreabest rosouiree s other prarcis of children with 3 developmental disabiliny. -‘.rr'm[., the very first
things you shoald do s make connections with other panents. No one can better relate to your staation than
the parents of a child in & smilar smuanion dissbifity. Parents recommend that oo

* Findl 3 support group newr Wi

# Ask your child’s health cane prosmders, teachers and other professionals i they can help connect vou
with onher farmibes wiho have a child with the sime dizgross o similar needs;

# I vou don't hind someone at hst, keep trying, Connecting with orher parents can give you encrgy

Share What You Learn

Because vour child's disablity = somethang you have w deal with on a daily bass, you need w Know
mich or more aboust your child's condition than vour doctor or the many health care professionals you'll en
counter. Equally important, share the knowledge vou acguire. Everyone benefits when knowledge 18 exchang:
el Ir's especially important that you,

# Tell the people vou contact how they've helped you;

# Call back if you discover a great resource they don’t know abour, and

# Pass what vou keam on to other parents,
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Keeping vital records,
the essential chore

[HERE IS5

MUITHING MORE
MPORTANT T
HE WELFARE
OF YOI
CHILD THAN
DEVELEYFING
AND MAINTATNING
ACOMPMLETE,
LI=TO-DATE
RECORD-REREPING

SYSTEM.

Becond-keeping s csseritiad to vour chikd’s welfare! Whether it's for emergency hospisal visits, in
irance clams, respene care pronvadens, ar for .L:-.'url‘u.'l'.LII:._; CVCTIES OF COngacs n;|._:j_'di;|!;| vour child’s edo
catsnal program and/or medical needs, there is no other way 1o be propery prepared for the expected
and unexpected events where informancn i currency, Oh, and it certaindy helps save tax dollars

Like it or not, uadersiand it or put, there are forms you will have wo fll ot everywhere you gol
Having the basic mformaton on hand makes it bearabbe. [ abwe 2 way of noting family bseory, when
developmental kindmarks are met, und the nexs loggcal aseas for change which may help identify delays of
detet ||||||_1"1;4|1l.

Personal, Medical & Insurance Information

Bekow is 2 list of some of the impostant femation that me be kept. It s nara compleie list -
thar depends. cntarely o the child's disabainy., Yo may b decide w keep this mformaton for other
members of vour family @ well. This inchdes such personally dentifiable infirmarion a:

Personal

# Birth certificates

# [arent o puardian information;
# Locanon of wills and foe trasis:
* Dhily care schedule;

+ Emengency contacs;

Medical

# [nisial diagnoas;

# Health hesiory

+ [hysictans and other medical specialists;
* Medicanon and scizure |ogs;

+ [haly care schedule;

# lmmunazanion records:

# Db visits;

+ Hospiralizaon mboemation;

+ Emcrgency contacts;
Insurance

4 Health and hie IMSUEAnGE inloemationm:

Medical Bills & Insurance Claims

Facp ol nformanon needed to fill oo daim forms, Keep @ supply of blank dum forms, emvelopes
and samps. Maintain 2 file of all isurance company comespondence on every claim. For oy pumiases,
koep an accurste accouns of what the insurance company covered and your out-of pocker expenses,

Evaluations, Reports & Records

Kieep copues or records of all correspondence (written and verbal) wath every service provider,
mecheal sapport specialist and other professonals yoor duld comes in contact with, along with all repirts,
records and other documents. These may comtain important Enfarmation in those cases where discrepan-
oes anse comcerming vour child's needs and /or program. Be certain that copies of all medical reports are
senit i vour child's phyvsicun

s :
betting Drganized

How vour second-kooping system v organized 1 vour choice, Just be certain it allows quack, e,
access o all the information you may need under any given drewmstance. Here are a coeple of sugges
fifans;

(1) Purchase a three-nng bander with pockets for ongangemg anid holding reports, e, Insert blank
pages and/or forms for recording your own indormation. Keep all current informanen in the notebook
Keep older mformation in o permtanent, but portable, flling stem,

12} Purchase 4 small, portable file and e folders. File information using separate file folders Sor
exch categewy, [o prevent recond keeping from becoming a chore that keeps vou from sperding dime
with the important people i your fife, organize carly and in & manner best suited your Bmaly's indnidual



PersonaL/Mepicat INFORMATION

Personal Information

Child's Name:; Age: Dare of Birth:
Birthplace- _ Sex:(MO) (FO) Soctal Secunty Number;
Address Ciry: = St Lipr
Father,/Legal Guardian: Soctal Secunty Number:
Address (if ditferent): Ay
ke, g Home Telephone Number: | } Work Telephone Number: | )
Mother,/Legal Goardian: Social Secunty Number:
Address (if different): City
State: Zip: _ Home Telephone Number: || Waork Telephone Number: ()
Emergency Contact(s):
Family Member: Other Relasonship:
Dhavtime Telephone Nombers: () Evening Telephone Numbers: ()
e T T s e e T e, ——y,
Health History Insurance Information
| nitial Diagnesis: Primuary Insurance Carrier: = =
[iagnosis Dare : Orthice Adidress:
Other Medical Condinons: Lty State: Zip:_
Office Telephone Number:

Family Physician: Pulicy Number: Group Number:
Office Address: Palicyholder
Ciyt . Seane: Zip: socondary Insurance Carmer; —
Office Telephone Numbers{__} Ofice Address
Alleryies: sy City: State: Lip:
Medications: Office Telephone Number

=, Palicy Number: Group Number:
Assstive Dievices: Policyhodder
Eve and /or Heanng Devices; Medicaid Number:
Orther Medical Specalis: ] State: Date of Eligihiliry:
(Mhee Addres: i e e e — T ———
Ly State: fap; Noles

(Mhee Telephone Mumber:i

Uither Medical Specalist;
e Address. =
Lty State: Zip:
Orffice Tedephone Number|
Onther Medical Specialist;
Cefice Address

Ly Stare: L
Ofhee Telephone Number:i_




Your Point of Entry

OFTEN CONFUSING AND ALWAYS TIME CONSUMING, THE SEARCH
FOR THE RIGHT CARE FOR YOUR CHILD BEGINS HERE AND NOW,

Memca, Heum o Howw Services

Parenrs of children whe have been diagnosed with develop-
mental disabiltves can find necessary medscal, bealth and sman
services at a muember of stafe agencics or pavate coganizagions
Among these *Bnt” contaces in state government are the Depare
ment of Human Services (IYHS) and the Department of Health
(reher sources of ad mclude onganications bke the Dennis Develop
mental Cenrer ar Arkansas Chaldren's Hospinal, et

Department of Human Services/Developmental
Disabilities Services (Early Intervention)

Telephone - 1-800-643-8258 + 1-50]-642-8655

Eniadl - shernll archerfimail sate ar.us

Website — vwwwostate arus,/dhs/dds Smedes himl

Fax - I-501-682-B687

Mailing Address - Donaghey Plass North, Toh and Man
Streets, PO, Box 1437, Slor 4502, Littke Rock, AR 72203-1437

What Information to Ask For - The “Ferst Conmec
ticns” program which i specific to developmental evaluarion and
service coordanation for infods and roddlers from birth o dinee
years ald.

Why You Need This Information - To provide appropn
ate instraction for required physical therapy and speech-langaage
therapy in 4 naturad environment,

Who You Need to Make Contact With - The Early [n-

erveition Coondinator’s name and welephone fember ar vour

conmty IVHS offce.
Department of Human Services/Developmental

Disabilities Services

Telephone - 1-501-682-8701

Email - purri gotfi@rmail staze ar.us

Website — wwwstare.ar.us/dhs/dels

Fax - 1-5011-682-88N)

Mailing Address — Donaghey Maka Noeth, 7rh and Main
Sereets, POY Box 1437, Slot N-502 Litthe Rk, AR 7XI03-1437

What Information to Ask For - Avalible commniny
services; home and community based wavers (Waver Services);
such residential services s miermediare care facilides for persons
wath mental retardedation (ICEMRY, group homes, human de
velopment centers (HDCs), and developmental day trearment clini
services [ DOTCS) core services,

Why You Need This Information — [0 gt appropriare
individual and family support services for children and adults, m
clixiing case managament; personyd care;, emplovment srvkes, sup-
ported lvmg; adult development and therap

Who Yoo Need to Make Contact With - The DDS Ser-
vice Coondimators name and telephone number at your county
[PHS office,

Department of Human Services/Mental
Health Services

Telephone — 1-877-227-0007 + 1-301-686-9177

Email - nena.wilharr@mail state arus

Website — wwwstane.arps/dhs /dmhs

Fax - 1-501]-686-9182

Mailing Adcress - 4313 West Markham, Linde Rock, AR
72205

What Information to Ask For — Scrvices foe indiaduals
who are experiencing mental health difficnlties, including abnormal
behavior and for emotional problems,

Why You Need This Information - For cnus interven-
tion, ingatient and oupatent services, CMErgEncy services,
treatment, consultation, hospitafizanon and case management.

Who You Need to Make Contact With — 1T local Men-
tal Health Services coordimator’s name and telephone number ar
your County IYHS office and /or mental health cenrer

Department of Human Services/
Children's Medical Services

Telephone — |-800-482-5850, exr. 2277 ar 2270 + ]-501
OEd-2277

Email = nancyholder@medicad sate.arus

Website — wwwstate.arus /dhs Sens

Fax - |-501-682-8247

Mailing Address - Domgher Mara Sooth, Tth and Mam
Streces, 0L Box 1437, Slor 5-380, Lty Rack, AR 72203-1237

What Information to Ask For - A complere lisung of the
medical, surgical and rehabilititon tresment foe chiklinen with dis
abilicies under age 18,

Why You Need This Information- To et appropriate
diagnostic services and medical mestment; locare medical specialist
anid theragwi s} amd to receve modBcibon, supplic and medical
equipment;, follow-up mearment., and information and mining,

Who You Need to Make Contact With - The ol
Chaldren’s Medical Services coondinatoe’s name and eelephone
nimber at vour Cownry DHS office

Department of Health/Child and
Adolescent Health

Telephone — 1-80-235-0007 + [-501-661-2200

Website — ww bealthyarkinzas com

Fax - [-5(1]-28{-4082

Mailing Address — 4815 West Markham, Sk 17, Little
Rock, AR 72305-3867

What Information to Ask For - Well-child clinics, Faly
Penodic Screening. Diagnosis and Treaement (EPSDT) screenimg,
the Women, Infanes and Children (WIC) program and other heatth
WTEETIN Services.



Why You Need This Information - To get approprite
health services, immonizations, developmental assessments, nutn
Bon assessments and plysacal examinations.

Who You Need to Make Contact With - The locaton
and pebephone number of the nearess connty Health Deparmment
afice

Arkansas Children’s Hospital/Dennis
Developmental Center
Telephone - 1-501-364+-1830

Emiail - thomastimocty bl uams edu

Webste — wwwianchildren.ong

Fax — 1-501- 3644867

Mailing Address - 1612 Maryhind, Lintle Reck, AR 72202

What Information to Ask For - Available diagnostc and
eviluation services for any chikd 12 years or younger whi is ar nsk
for or i3 expenencing developmental delays or disabilztics in such
areas a8 speech and linguage, school performance, mental retarda
ticn, eogritive development, autism and attenton-deficit hypera
tivity disoeder,

Why You Need This Information - To get appropriate
diagnosis and testing 10 correctly idennify and foe verify a develop-
mental delav, disabuality or ocher health-related condition.

Who You Need to Make Contact With - The Dennis
Dievelopmental Center, the famify doctor, the Department of
Healeh, the Department of Human Services and /o other health
and leaming, probessionals.

IrormaTion A0 Rerea Semvices

There™s more to meetng the needs of a child with a develop
mental disability than just taking care of their bealth and finandal
necds, Parents nocd 10 be educated abour how the system wirics
and how they can correctly work within the system to benefit their
chilil. There are & number of agencies and not-foe-profit coganiz-
tions whise primary purpose 18-t proside the miormation and,/or
traiming needed w allow parems to propery advocate for their child

Arkansas bovernor's Developmental
Disabilities Gouncil

Telephone - 1-R0N-482-5400, ext 238% (V,/TDD)
[-3]-661-25H%

Wehsite - waw.ddcounal.org

Enadl - wstewarn@healthyarkansas com

Fax - 1-50]-661-33949

Mailing Address - 80 Wes 1ih Street, Suire 805, Little
Knck, AR 72 HM

What Information to Ask For - Aoailable servioes, in-
cluding informanonal md renmg opportumties desgned o better
[T [RRGiLs 1 |_1I||l.||'|r.t for |.|'||||.|||.I'| sith disabilicies. The Conin-
cil also acts as a dearing house for information abvoat services avail
able wo parents of o chekd with 3 disabality;

Why You Need This Information - Tu better undir

seand your child’s needs and the services which meer thise needs.

Who You Need to Make Contact With - Wilma Stewart,

Coordhiitor

Partners for Inclusive Gommunities

Telephone - 1-800-342- 2923 (V/TDD) + 1-501-682
L]

Ematl - swansonmarke@ums.edo

Wehsite — swwwints cdo /up

Fax — |-5{01-683 9411

Mailing Address - Xl Pershing Circle, Suite 300, Morth
Lirthe Rock, AR 72114-1541

What Information to Ask For - The avulability of trin-
iy programs, information, echnical assistnce and other services
for children with a disabéhty, their parents and adults with drabi-
s,

Why You Need This Information - To increse vour
kiodedge abour disabeities, services and supports thar will smprove
the qualiey of life for persons with disabilites.

Whao You Need to Make Convtact With - D Mark Swan
son, Director

Disability Rights Center

Telephone - 1-800-482-1174 (V/TTY) # 1-501-296-1775
(VTN

Email - pands@arkdisahilinmghesong

Website - wwwarkdmbilmymghts ong

Fax - 1-501-296-177%

Mailing Address - 1100 North University, Suite 201, Lisle
Rock, AR 72H7

What Information to Ask For - How o acces appropn-
ate individual advocacy, syseems advocacy and legal senaces needed
rox percect your child's uman, civil and Jegal aghts.

Why You Need This Information - To get the technical
seastance needed to asast you with nesolving legal ssoes vou may
encounter while sccessing services for your child,

Who You Need to Make Contact With - A Core Ser

vioes Conrdinapor
Arkansas Autism dociety

Telephone - [-B00-H31-4427 + 1-501-682-9930

Eenail - autsimi@anistode net

Website - wowwantism.org

Fax — 1-501 -6H2-2400]

Mailing Address - 2001 Iershing Carcle, Sumte 300, Noeth
Little Rock, AR 72214-1841

What Information to Ask For - The most up-io-date m
formaned aid referml services on the case and tresmment of quiism
spectrum discrders,

Why You Need This Information— [0 be hemer ac-
guainted with the fmilics, professionals, educators and providers
whis comeerned with the (reatment of anmsm spocnam disorders,

Who Yoo Need to Make Contact With - Fara Barsi
ette, Board Presadent

Arkansas Disability Coalition

Telephone — 1-800-223-1330 [/ T & 1-5001-614-7020
VAT

Emad - adcfalleel net

Fax - |-500-6 1421082

Mailing Address - 1123 South Univenaty, Suive 225, Lirte
Rock, AR 72204

What Information to Ak For - Corrent mburmation o
the Incviduals with Disabaimes Educanon Acr { DR} parent
maining in the development of an appropriate Indmdushized Educ-
ton Program (TEP), and advocacy services in dealing with the
sciinnl system for school age children with 1 developmental s
ablity,

Why You Need This Information - To get the ssastance
necessary for working with vear school officials while writing an
appropeaate [EP

Who You Need to Make Contact With - Wanda Stovall,

Ihrecnr,




Arkansas People First

Telephone - 1-BE8 455040 + 14795754015

Email - peoplelirsark@yahoo.com

Website - www:.reept.ong,/peoplesirst, hm

Fax - |-870-448-8004

Mailing Address - 104 Arcansas Union, Faverenlle, AR
72703

What Information to Ask For - The action you need 1o
fake 10 become a more effectve self advocare,

Why You Need This Information - To learm how o
werrk with others in an effort 1o increase vour oppoetunity for -
dependence, productivity, fnclusion and integraton into the com-
mainity

Who You Need to Make Contact With - Julic Perry,
State Coordimitore

ILAN (Increasing Capabilities Access Network)
Telephone - 1-800-828-2799 + 1-50]-666-8868 (V/TTY|
Ernail = sopraskaniars stare ar; s

Website - wwn.arkansis- TCAN org
Fax - 1-501-666-5319

Mailing Address - 22011 Brookwood, Suite 117, Linde Rock,

AR 72302

What Information to Ask For - [nformation on assistive
technology device(s) necessary for your child,

Why You Need This Information - 1o ge1 the appropri-
ate mbormmation on locating, funding and traming m the e of the
assiszive rechnology device(s) vour child needs

Who You Need to Make Contact With - Barbur Gul-
lest, Executive Director

Parent Advisory Council Inc..
e Telephone - 1-800-482-5850), ext 22277 + 1-501-682-

Email - refardev@juno.com

Fax — 1-50]-681-8247

Maifg Address - O, Box 1437, 5380, Lictle Rock, AR
TI3-1437
~ What Information You Should Ask For - The indepth in-
fermanion the council can provide to assst you m understanding
how tmy et special health care services for vour child.

Why You Need This Information - To keam how o de
velop anid maintzin a “collaborarive™ relationship while working
with the state agencies ane not-for-profit organizations thit p,n_n*_.-.];
services for your child,

Who You Need to Make Contact With - Rodney Farley,

Pagent Actvities Coordinas

Arkansas Alliance for the
Mentally I/NAMI Arkansas

Telephone - 1-800-844-0381, ¢xt 8772 + 1-501-66]-1544

Email - nami--arfmami.org

Website = www.namiar.org

Fax - 1-501-664-0704

Mailing Address - 712 West Third Street, Suite 200, Littde
Kock, AR 72205

What Information to Ask For - The location of mental
health treatment centers throughout Adkansas and the svaibabiliny
of other support, eduction and advocicy services in the state.

Why You Need This Information - To mke full ad-
vantage of mental hesdth services, peer support programs and edu-
carion colrses desigmed to pronide Gmilies of mdividuals with

seriows brain disorders with information on such topics as mental
dlness and its trearment, coping skilk and advocating for indnaduals
with bram disonders,

Who You Need to Make Contact With - Puline Char-

o, Executive Director

PARENT SteporT D ASSISTANCE

Organizations ke the Arkansas Disabilities Coalition, the
Arkansis Autism Sociery, NAM| of Arkansas and the Pasent Advi
sary Council [ne.,, offer information, traiming, direct assiszance, re-
ferral services and much needed mosal support w parents of child-
ren with 3 disability. As advocates foe mihies of children with dis-
abelitees, these groups are made up of parenits and profesionals who
befieve thar it is the amily whi i best equipped o express and fial-
hll the needs of the child

Arkansas Disability Coalition

Tebephone ~ 1-8{-223-1330 (V,/TTY) + 1-501-614-7020
NSTTYS

Email - adoaliel nes

Fax - 1-50]-614-9082

Mailing Address - 1123 South Unaversity, Suite 225, Linte
Rock, AR 7234

What Information to Ask For - Current information on
the Indnaduals with Deabilirics FEducation Act (TDEAY, parent
traiming in the development of an appropriate Individiabized Educa-
Hiin [':I'l'_'!EI'.!.ITI [EP], and .d'u'l'u:E' services in deshng with the
school system for school age children with 1 LLmLqu'u:nul dis-
ilnliey

Why You Need This Information- To ger the asssmanee
necessary for working with vour school officials while whiting an a-
propitate 1EL

Who You Need to Make Contact With - Wanda Stonall,
Director

Arkansas Aulism Society

Telephone = 1-800-831 4827 + |-501-682-903)

Email — anmsmiansnle e

Website - waw autism.ong

Fax - 1-501-68 29901

Mailing Address - 2001 Pershing Circle, Saire 00, North
Lirtle Bk, AR T2214-184]

What Information to Ask For - The most pp-to-dae in-
formation and referral servees on e caese and trestmens of sutism
spectium disorders,

Why You Need This Information - To be better ac
quainned with the fmilies professionals, educatoes and providens
concerned with the treatment of autism spectrum disonders.

Who You Need to Make Contact With - Eann Bum-
ctte, Beoard President

Parent Advisory Council Inc.

Telephone - 1-800-482-53850, ext 22377 + |-50}-682-
1461

Email - refadey@juno com

Fax - 1-501-371-3464

Mailing Acldress - 'O, Bog 1437, 5-380, Little Rock, AR
722031437

What Information te Ask Por - The broad range of in-
foremation the council can provide o assist you in understandd-
g, bow 1o get the special health care services vour chid requires,

Why You Need This Information — To lcarm how o de
velop and mamiain 4 “collaborative”™ relatonsip while working



with the state agencies and not-foe-probit arganizatons tat provide
services for vour chald,

Who You Need to Make Contact With - Bodncy Farley,
Parent Activities Coordinator

Arkansas Aliance for the

Mentally I/NAMI Arkansas

Td:Elhl:lu: - |-800-E44-038], exx 8772 + 1-501-66]1-1548

Email - nami--arfinami.org

Website — www namiar.org

Fax - 1-5301-664-0264

Maiting Addiress -~ 712 West Third Sarcet, Suite 200, Little
Bock, AR 72205

What Information to Ask For - The locanon of mental
health trearment centers throughoue Arkansas and the availabelity of
other support, education and advocicy services in the state.

Why You Need This Information - To take full advan-
rage of menal health services; peer support programs and educ-
tion courses designed to provide families of indnaduals with serious
brain disorders with information on soch topics s mental Siess and
its treatment, coping sidlls and advocating for indmaduals with brain
disorders

Whio You Need to Make Contact With - Fasline Char-

tiom, Executive Direcios

Fnnciat Resources

Although often lmited and restncted, direct financial assi-
stance 5 available through & number of avenues. Chikdren and
adudts with developmental disabilties may qualify for cash subsidics
arsdSor varous federal and stare programs. Each program has &f
fering application and eligitality requirements

docial Security Administration

Telephone - 1-800-325-70778 (TTY) # 1-501-324-5827

Website — hip: / fvwwssa_gov

Fax - 1-B88-475-70

Mailing Address — Social Secunmy Administration, Federal
Building, 700 West Capitol, Room 1433, Listle Rock, AR 72201

What Information to Ask For - The Social Security and
Supplemental Secunty Income (5581} benefits for children with de
velopmental disabilicies and S51 for adules (18 and over! with a dis-
ahility,

Why You Need This Information — To apply for Social
Secunty or Sappéemienzal Security Income bencfits; Medicare and
hedicaid ervices for medical and health care,

Wha You Meed to Make Comtact With - The Soaal Se-
CURLY CPrEseIanve in vour [rical area

epartment of Human dervices/Division

ol Lounty Uperations

Tr]n:phrm:— L-Biak452-B988 + L-501-682-8520 (TDIY)

Email - ruthie brougheon@mail.sare.arus

Website = wwntstare arusdhs Mo

Fax — |-501-682-8978

Mailing Address - Domghey aza Sousth, 7th and Main
Sercets, PO, Box 1437, Slog # 230, Little Rock, AR 72203-1437

What Information to Ask For - Tranatonal Emplov-
ment Assstance (TEA), food samps; Medicaid eligibiliry, and other
DHS programs thar cover financial and medical needs.

Why You Need This Information - To get asistance and

information on bow to apply for fmanaak and medical assstance.

Who You Need to Make Contact With - Ak for the

location and welephone number of the représentative at your county

DHS office,
Eoucamion ProcrAMS

A quality education for children with a developmental disa
hility is comical for afl children with developmental disabilities. Thar's
what drives the Special Education Department’s Pre-school and E-
12 programs. The goal is m provide chaldren with disabilicies the
kind of “specal™ metruction that meers each chikd's indnadual edu
catiomal needs.

lepartment of bducation/Special Education
(Preschool & K-12 Program)
Telephone - 1-501-681-4225

Wehsite — wwwarkedu. state s/ direciony/ sccount-
ahility_pl hitml

Email - morowiey@arkeduk]2.arus

Fax - 1-04}]-682-3159

Mailing Address - Special Educarion Unir, Aransas De-
partrment of Educanon, YVictory Buildng C, Suite 430, 1401 West
Capitol, Linde Rock, AR 72201

What Information to Ask For - Serices sailable under
the Arkansas Special Educarion Program, imcluding referral, scroen-
g, evalmtion, analyus, eligbility and such related services as trans-
poetation and other sapportive programs needed 1o assést children
apes 3 through 21 wath # disabulity to benefit from special educa-
i

Why You Need This Information - To find out whas
SECPS Vo need 1o take o assure that the preschoo] and B-12 special
education for their child. Legal nghts information includes seraces
offered by such organizations as the Disability Rights Center and
Aduk Procective Services and include mformaton, referral, shoet-
term indvadual case advocacy, and manitoning and invesngaron
programs can benefit your child.

Who You Need to Make Contact With- D Michael
Croadey, Adminsstrator for Monitonng and Technical Assistance.

University/ College Disability Support Services

Telephone - |1-541-564-3162

Emtail - mpthomtonrfualr cdu

Website — wwwalr e, Ark-Ahead

Fax - 1-501-56%-8240

Mailing Address - Ark-Ahcad, O, Box 2508 14-0014,
Linle Rock, AR 72225

What Information to Ask For— A list of Disabiliny Sup-
port Services for state colleges and unrversities, inclisding aaikable
wrvices, required documentanon for eligbéite and information on
honw 1o help the voung adule with a dsabiliey prepare for colleje

Why You Need This Information - Services ar the col-
fege bevel differ from thewe for school-aged children, but o wide
range of services are available,

Wheo You Need to Make Contact With - Mclame
Thimton, chairpersom, Ark-Ahead

Apur Serwices OreAnZATIONS

Parents of adult sons or dmighters with 1 developmental dis-
ability face 2 number of questions ranging from transtionitg fom
schonol to work, finding employment opportunities and accessing
Cofmminiy services, There ae 4 number of dgenoes and ongin
izations that deal with a wide mnge of wsues, incloding vocational
training, hovsng, commimry-hased waners, st wehnolog
and devices, supported employment, independent [nang and such




resideiial Aoomimunany services a8 group homes, and human de-
velopment ceoten.

Arkansas Rehabilitation Services
Telephone — 1-800-330-0632 (V,/TTY) # 1-501-296- 1616
Email - earobertsfars: state ar.s
Website — wwwstare.an s Sare
Fax - 1-501-296-1655 or 1-501-296-1675
Mailing Address 1616 Brookwood Drive, RO, Box 3781,

Ligele R, AR 7213 37R]

What Information to Ask For - Scrvces including evalu
aticn, gudance, oounscling, refernl, vocational training, and trans-
portation required for supported enplovinent services for mdivid-
mals with 2 diabilicy

Why You Need This Information- To nuke appropeate
decisons regarding the employment of an indwidual with a de-
velopmental disabilicy

Wha Yon Need to Make Contact With -

L Ommssicner,

Increasing Capabilities Access Network (ICAN)

Td:phl:ll.'lt— [-R0-238-2700 + [-50]-pea-8808 |V TTY

Email - sopgaskin®ars stare, arus

Website - wwwarkansas- [CAN org

Fax - 1-501-066-531%

Mailing Adidress = 2201 Brookwood, Swmte 117, Lirde Rock,
AR 7T

What Information to Ask For - Informanon on assistive
technology devicels) necessary for your child

Why You Need This Information - To ger the appropn-
ate information on |ocating, funding and training in the e of s
trve technology devicefs) your child may need.

Who ‘E’nn Need to Make Contact With - Rarbara Gul

lett, Exeoutrre Director

Arkansas Independent Living Council

Telephone = 1-BK-77 20607 (V/TTID) 4 1-301-372
D7 (¥, TDD)

Email - ailc@allrelner

Website - www.allc-arurg

Fax = [-501-37 (kYA

Mailing Address - 323 South Louisiana S, Suite 305, Little
Binci, AR 71201

What Information to Ask For - Irograms and services
inchiding independent living skills wraining, miorntion and relerral
on technebosy, housmg and transpartaten and other services, peer
SUPPOIT and |.'-.5-I.II1'i['|III|:|, and rechnical sststance on 2 number of
topics related to mdependent living,

Why You Need This Information - To make an “adu-
cated” docsion on whether or ot independent living 15 an option
fioe your family member with a developmental disabilizy

Who You Need to Make Contact With - Pegpy Vickers,
ruecutive Director

Department of Human Services/Developmental
B ey @ W =
Disabilities bervices
Telephane - 1-501-682-8701
Enail - patti, goffmail sate.arus
Website = wwwstate.acus,/dhs/dds/
Fax — 1-50]-682-B4%0)
Mailing Address - Domaghey Ml North, Trh and Main
Streers, PO, Box 1437, Slot 8-502, Linde Reck, AR 72203-1437
What Information to Ask For - Available commuonary

Jishrs Wi,

services; home and commumuty based watvers (Wanver Servios);
stich residentold services a8 mviermeechiane care Gcilites for the
mentally retarded (TCFSMR, groap homes, human developmen
centers ( HDCs), and developmental day reatment clinic services
(DDTES) core services,

Why Yon Need This Information - To ger approprae
individizl o Bmdv support services for children and adulis, 1
cluding case rrun.a.g;m-:nf; personal care; employment services; sup-
ported living: sdult developmient and therapy.

Who You Need to Make Contact With— The DDS Ser-

sice Coordinator's name and rebephione member-at your county

[YHS office
Lrcu AssisTance

Parents of a child with a ..ln:'rw.'lulpnn'uml dmabiliey need 1o
know and undentand their rights, incloding how 1o acces services
nceded

Disability Rights Center

Telephone - 1-800-482-1174 (V/TTY) + 1-501-29%-1775
(V/TIY)

Email - pandasarkdiabilinyrights.ong

Weebsite - waw.arkdisabdlitvnights. org

Fax - [-501-29%-177%

Mailing Address - 1100 North University Ave., Suite 201,
Lictle Rock, AR 72207

What Information to Ask For - How 1o access appropn-
are individual advocacy, systems advocacy and legal services needed
oy proect your child's human, cvil and legal nghes.

Why Yon Need This Information - To ger the technical
assistance peaded to asgst in the resolution of legal issses you may
encounter while accessing services for vour child

Who You Need to Make Contact With- A Core Ser-
vices Advocare

Department of Human Services/Division of Aging

and Adult Services (Adult Protective Services)

Telephone - 1-B00-482-8049 + 1-501-682-2443 (TDD)

Website — www aradultprosecton com

Fax - 1-001-682-6301

Mailing Addeess - 1417 Donaghey Mlaza Sauch, PO, Teon
1437, Slot-540, Latle Rock. AR 72203

What Information to Ask For - The sgns and symgooms
af the abuse of mdividisls with 2 developmental disabality who ane
18 vears of age or older thar could result in emotional, mental o
physical harm,

Why You Need This Information - To prevent the abuse
of adulr individugk wadh o developmental dsabiling

Who You Need to Make Contact With - A represenn-
v of the DHS Divasion of Amng and Aduh Serices, Adult Pro
fective Services,

(enter for Arkansas Legal Services

Telephone - 1-301-370-3423 + 1-800-950-5817

Email - drirerifarkansaslegalservices.ong

Website — s arkansaslepabervices.ore

Fax — 1-501-376- 3664

Mailing address - 303 West Capital, Listle Bock, AR 72201

What Eufurm.ﬁ:lln to Ask For - The legal resources for
i the serviees ssirod by sate egislabon, IDEA, 304 and scif
advocacy and helpful information on guandianships and adoptions

Why You Need This Information - For help vith
problems in obtaining servces.
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a Medical Home

A Medical Home is nor a building, o howse or 2 hospical, Tr s & way of providiing quality health care services in 3
high-gqualiry and cost-cfieane manner

Chaldren, young adules end their famsbies whe participare in the Medical Home program get the medicad sup
port services they need from a well-tmined phvsican who provides pramary care and helps to manage snd facilicate
essentiafly all aspects of care. Physicians, families and allied health care pml:mmmh work wogcther as partoers in a
Medical Home to identify and access all the medical and non-medacal services needed to help children, voung adulis
and their famifies achieve their maximum potential,

The Medscal Home concept states that the medical care of children, adolescents and young adults should be
accessble, continwous, comprehensive, Smily-centered, coordinated, compassonate and cubmirally effective. The
physican should be known to the child, voung adulr and family and should be able to develop o partnershap of muml
respomshifity and trust with them.

The Family’s Role

Ideally, families af children with special care needs should Jead the care eoondination team. Family imvobvement
i essential to proper care. It is the famsly who knows the child's or young adult’s néeds best. For this 1o happen,
parcis kst have sccess o complete information about:

# The child's or voung adult's condition;

# The coordinaton of care, and

# (mher necessary nesouroes

Ar the very least the fmily should be an active participant in all wam decisions. In sinations where 2 parent or
family member can'r take the lead role, reatment planning can be msufficent and the care coordinator selected by
default. When that happens, the result is often the selection of 2 pemson is noc qualifed, prepared or has access 1o
necded suppore. Thar's wiy all children and young sdults with a developmental desability or 2 chronic medical condi-
tion and their famiies need access to a gualicy medical home as a partmer

Partnership

Very postive changes nocur when Eomilies and probessonals work mogpether to suppart families in their central
rolé a8 caregmvers. This partnership between indimiduals with specal health care needs, their famifies, and the phvsi-
ctan rests on the mutal understanding of the diagnosts and senice needs. The partnemship should evolve 2 o strong
rebationship o help make good trestment and services decsions. The Medical Home should b a nesource m help
Bain access 1o the multipée services systems that may be needed to implement a chosen care plan.

(oncept to Reality

Around for nearly o decade, the Medical Home concept was, until recently, lintle more than a loosely defined
verm. Now, the Medical Home concepe is on its way to becoming a reality in Arkasas. Children's Medical Services,
an Arkanss Department of Himan Services Agency, in colaboration with the Secoon of Developmental-Behavioral
Pediatrics in the Department of Pediirrics, University of Adkansas for Medical Sciences, received a grant from the
federal Maternal and Child Health Burean called *Medical Homes for Chaldren with Special Health Care Needs in
Aranss.” The purposs of the grant is to improve the accessbility and quality of Medical Homes available to Arfkanss
children. The actnaties of the grane are focused on educating both physicians and families about the seven major com-
ponenss of the Medical Home concept and the characteristics that bring the concept to Bfe. Defined by the American
Acadeny of Pedsamics, the desirable charsctenstics of 2 Medical Home are:

What are the benefits of a Medical Home?
# [ncreased patient and family satisfaction;
# Establishment of & forum for probiem solving;
# [mproved coordinaton of cane;
+ Enhance cfficiency indnaduals and Brmiies;
+ Efbcent use of limated resources;
# Increased professional satisfaction, and
# Increased wellness resubing from comprehensive cane




Accessible

# Carc is pronaded in the child’s or youth's commaunity.

+ Al imsarance, meluding Medicaid, i acoepted.

+ Changes in msuranee are accommodated,

# The practice i accesable by public transportation, where avai-
able,

# Familics or vouth are able to speak directly 1o the physician
when needed.

# The practice i plnsically accessible and meets Amencans with
Prisabalitics Aot LADA) regquiréments.

# The medical home physician is known m the child or vouch
and famdy,

* Munaal responsibility and trust exists berween the pabient and
family and the medical home plrsican

Family-Gentered

+ The family is recognized as the prinapal canegver and cenger
of strengrth and support for the child.

*+ Ulear, unbmsed, and complete information and options are
shared on an ongning basis with the by,

+ Families and youth ane supported m play 2 central roke in care
coardinatson.

# Familbes, vouth and phwsicians share resporsibality in decsion

muking,.

* The fmily 1 rec s the expert in their child’s care, and
youth ane recogrized s the experts i thear own cane.
Gontinuous

# The samie prmary pediatnc bealth care professionals are avail-
able fromy infancy through adelescence and youmyg adulthood,

+ Assbaance with transitions, in the form of developmentally ap-
propriste bealth - assessments apd counseling, s avadable o the child or
yorath and family.

* The medical bome phvsician partcipares o the fallest extent
allored in care and discharge planning when the child is hospitafized or
care is peowidled ar another faclity or by aosher provider.

Gomprehensive

# Care s delivered or dinected by a well-trained physician whe s
able to manage and fackitate essentially all aspects of care.

+ Ambulatory and inpatient care for ongoing and acute illnesses
s ensurcd, 24 bours a dav, 7 dins 2 week, 52 weeks 2 vear.

# Preventive care is provided that indudes immunizations,
gromth aisd developrment asessments, approprate screenmygs, health
care sapervision, and patient and parent counseling about health, safiry,
naitrition, parenting and psvchosodl beies.

# Preventve, primary, and tertiary care neods are addressed,

+ The physictan advocates for the child, vouth, and family in
eebgaining, comprehensive care and shares responsibility for the care thae
8 provided.

# The child's or youth’s and family's medical, educaional, de-
velopenental, psychosoaal, and other service needs are identified and
addressed.

+ Information i made availible abour private insurance and
public resources, including Supplements] Secunty Income, Medicsad,

the State Children's Health Insurance Program, waivers, carly imerven-
Hon programs, and Tite V State Programs for Children with Special
Health Care Meeds:

# Extra time for an office visit is schedithed foe childnen with spe
cial health care needs, when indicared,

Goordinated

# A plan of care is developed by the plivsicin, child or vouth,
and fumily and is shared with other providers, agences, and organiza
tions imvohved with the care of the paten

# Care among multiple pronvidens i coordinated through the
medica] home.

# A ceneral recond o datibase containing all pertmnent medscal
information, incuding Bospializations and specialy care, is maintaned
at the practice. The record is accessible, but confideniafity is preserved,

#The medical home plwsicin shares infornstion amony the
chald or vouth, family, and consalrant and provades specific reason for
referral 1o approprate pediatric medical subspecialises, surgical specil
ists, and mental health /developmental professinnals

+ Families are linked 1o family suppors groups, parent-to-parent
groups, and other fmaly resources,

+ When a child or vouth 3 rederred for 3 corsultation or addi-
tional care, the medical home physician assisss the child, youth and
familv m communscanng clinical issues.,

# The medical bome plyscian evaluates and interpeets the con-
sultant’s recommendations for the child or vouth and family and, in
consultation with them and subspecialists, implements recommenda-
tinns that are indicared and approprate,

# The plan of care 1 coordinated with educanonal and other
COmmUNSty organizatons 1o ensure that special health needs of the in
dividual child are sddressed.

[:ompassionate

+ Congern for the well-being of the child or youth and family is
expressed and demonstrated in verbal and nomverbal interactions.

+ Efforts are made to understand and empathare wath the feel-
ings and perspectves of the family as well as the chikd or yourh

Gulturally Hfective

* The childs or vouth's and family’s cultural background, in-
chxfing belicfs, riruaks, and cusoms, are recognized, vaued, respected,
and incorporated inn the cre plan,

# All efforts are made to ensure thae the child or youth and
Earmily understand the resuls of the medscal encounter and the care
plan, inchuding the provision of {pars) professional transkitors or in-
terpresors, a5 needed,

+ Whtten matenals are provaded m the fanuly’s pamary lan:
guage. {Por a complete policy statement, go to the Amenian Academy
of Pediatrics website - wawaap.ong/policy S060016 Jtml),



Opening the door to
Medical Home services

LEARN HERE AND NOW HOW THE CONCEPT BENEEITS YOU AND YOUR CHILD.

Miicar, Hewm o Howaw Sewces

Conrac information on the follawing arganizations can be found
on pages 1-3.

Early Intervention Services - The “Fint Connections™ pro-
ram which is specific m developmental evaluation and service coondi-
nation for miants and woddlers from birth to three years old.

Disability Serviees — To gor approprse in
dmdual and famaly sippon services for children and adulis, incloding
case marugement; personal care; employment services; supported fving,
adult development and therapy.

Mental Health Services - Services for individuals who are ex-
pencncing mental health ditheulties, induding aboormal behaviar and/
or emobonal problems.

Childrens Medical Services - To et help locating medical,
surgcal, and rehabdianve restment for children with developmental
disabilities or chronic illneds

of Health - To obtain information on immmmiz-
tinrs o Women, Infant and Children Program {WIC),

Medical Home Arkansas

e— |-H00-482-5850, ext 23277 or 22270 + |-501-

AR1.2277

= mrad

E-mail - gl buchanar@medicaid state.ar.is

Website - wwwmedicalomear.omg

Mailing - Donaghey Plaza South, 7th and Main Stroers, Slot
5380, Lintle Rock, AR 72203-1437

What Information te Ask For - To help with information
abour medical homie concepe and resource information o obeain need-
¢d services.

Wiy You Need This Information - To obtain most cusrent
information abour rescurces, funding, or problen ssues related to care
for children with chironie illness or disabiliry

Who You Need to Make Contact With - Peronne answe-
ring vour call will direct you o the most appropriate person 1o answer
VERIT GUEStHns,

Arkansas Children's Hospital

Telephonie: - 1-501-364-1 100

E-mail - achinfodwwwarchildrens,ong

Website - wow.archildrens.org

Mailing Address — 800 Marshall Streer, Litthe Rock, AR 72202

What Information to Ask For - Help m [ocaring medical or
diagnostic services for a chikl with chronic fllnes or devlopmental dis-
abiliry.*

Why You Need This Information- To deade if vou need
help with treatment or diagnosis of vou child's chronic illness or dis
abilizy.

Who You Need to Make Contact With - The hospital upera
tor wh will direct you 1o the most appropriate persan o belp with the
chiild's néeds,

*Lhuestions coneern developmental delays or dissbibities in such

arcas as speech and knguage, school performance, memtal retardation,
cognitive development, autism and attention-defict byperaciviy dis-
order shoukd be directed to the Dennis Developmental Cener,

Telephone - 1-501-364-1830)

Fax - 1-50/1-364-4867

Mailing Address - 1612 Marvland, Litthe Rock, AR 72202

Children’s Medical Services (CMS)

Telephone — [-800-482-3850, cxt 22377 or 22270 + 1-501-
pH2-23T7

E-mail - nancy holder@medicaid scane arus

Websdte — wawstate.ar.us /dhs, /cms

Fax = 1.501-082-8247

Mailing Address - Phiza South, 7th and Mam Streets, PO, Box
[ 437, Slot 5380, Listle Rock, AR 72203-1437

What Information to Ask For - To ger help locating medi-
cal, surpcal, and rehablitstive trestment for children with developimen
tal diszheinies or cheonic illness.

Why You Need This Information — [0 get appropriate diag
nostic services and madical treatment; locite medical speciafist and
therapy; to rocerve medication, supplies and medical equipment; fillow-
up wreatment, dnd méormiton and traming.

Who You Need to Make Contact With - The local Child
ren's Medical Services coordimator # your County DHS office.

Easter Seals Arkansas

Telephone - 1-501-227-3600

E-mail - mailfar.caster-seaks.org

Website - www.areaster-seals org

Fax - |-311-227-3601

Mailing Address - 3920 Woodland Heighis Rid., Littke Rock,
ART2I12

What Information to Ask For - Infuit monstonng program,
owtpaticnt therapy services, preschool, chaldren's rehabifitation cenrer

Why You Need This Information - For services for new
born children with bow birth weight, children/sdults needing physical
therapy, oocupational therpy, and /or speech therapy, preschonl age
chidren with and without disabiliies, or mpatient services for children,

Who you need to make contact with - Kellic Tell {infant
mOnioang program & out patent therpies), Sandi Billingsley (pre-
school services), Pnsalls Handley (children’s sehabilitaion center), or
Linda Rogens {general questions),

InormATION AND RererraL Semvices,
Parent Support AND ASSISTANCE

Contact infemarion on the fallowing onganizatons can be found
on pages 3 and 4

Arkansas Governor’s Developmental Disability Council -
The Council ats a5 a cleanng bouse for mformation about services
available to parents of children with a developmental disabilisies

Parents for Inclusive Communities - [0 increase your




kniowledpge abour disabalities, services and supports that wall improve the
quality of life for perions with disablities,

Disabilities Rights Cemter - How to acoess approprate m
dividual advocacy; systems advocacy and lega! servces needed oo protect
your child's buman, dvl, and legal nghts,

Arkansas Antism Society — The most up-o-date informarion
and referral services on the canse and treatment of mutsm spectrum
disorders,

Arkansas Coalition - Current mbvrmation oo thi
Individual with Disabslives Education At (TIMEA]; parent training in
the development of an appropriate Individuafized Education Program
([EP), and advecacy services in dealing with the schood syscem for
school age chibdren with developmental disabilities.

TCAN - Informetion on kcating fnding and training in the e
of assmstive technology devces.

Parent Council - To 2=zt you in how 1o ges special
bealth care services for vou child,

Arkansas Alliance for the Mentally IVNAMI Arkansas -
To help bocate mental health trestment centers and other available
support, education, and advocacy services in the stare,

(amp Aldersgate

Telephome - 1-501-225-1444

E-muail — infodcampaldersgare nes

Website - swwalde et

Fax— 1-501]-225-H119

Mailing Address - 2000 Alderszate Road, Little Rock, AR
T2205

What Information to Ask For - Which program is appo
prute for the child, an application, fee, and the desdline for regsm-
Hif.

'i'ul'hr Yon Need This Information - To help determine which
program is approposte for the child

Who You Need to Make Contact With - Fill Faggand or
Patriek Gulseen

The Center for Hiective Parenting

Telephone - 1-501-364-7580 * 364-6911

Website- www parenting-od ong

Fax - [-5-364-1 588

Mailing Address - 1120 Marshall 5t., Brandon Coaference
Center, Lirtle Rock, AR 72202

What Information to Ask For - Copscs of brochures and
other informanion on how to register for parenting classes or parent
oducation.

Why You Need This Information - The Center for Effective
Parentang stiermpes to positively mapact children durosgh a focus on im-
proving parenting skills. The Center focuses irs effors in the aneas of
service, training, and research, therefore striving 1o ave 4 sgnilicant
impact not only on parents and children m Arkansas bur also on parens
and children across the nation.

Who You Need to Make Contact With - Pam Ehaler

Access Arkansas

Website - wwwaccesarkanis . org

What Information to Ask For - A welsite 1o link o mslpie
state agences concerning child care, education and medical services,

Why You Need This Information - A resoarce for gumnimg
access tm multiple state services that might be needed for children or
aclules with disabilities or cheonic illness.

Arkansas People First

Telephone - 1-479-375-4015 or 1-885-488-6{4()

E-mail - peopletimtark@vahon.com
— www,roept,org,/ peoplefirst him
Fax - [-870-458-8004
Madling Address - 104 Arkansss Union, Fayemeville, AR 72702

What Information to Ask For - [nformation 1o learn abour
self-advocacy in multpe ares of disabulity with a focus on rehalulitation

and emplovment.

Why You Need This Information - Sclf-advocacy sall can
tmprove sebf-esteem and potential for independent living,

Whe You Need to Make Contact With - Julie Perry, St
Coondinator

Apvocacy
Arkansas Advocates for Children and Families

(Dioes nin provade direct services)

Telephone - 1-501-37]-S678

E-mail - ascfllaradvocates.org

Website — wevardvocales org

Fax - 1-301-371-9681

Mailing Address - 523 5, Louwisiana, Suite 7K}, Lirtke Rock, AR
72201-5707

What Information te Ask For - [niommation and trainng m
help parents become better advocates for their children i dealing with
state lepislators, state agenos, and service providers

Why You Need This Information - Sometimes changes are
ieeded i state B o agencypolivies to bener serve children with
special bealth care needs which takes special knowledge of how such
change can oour and working with other relaed oeganizaions and
individuals trying o improve opportunites for all children.

Who You Need to Malke Contact With - The organizarions
wehsite for reparts, -information, and traning benyg offered to parents.
Crbier questions may b direcred 1w Juliz Robins

The Arc: of Arkansas

Telephone - 1-501-375-7770

Website — www.arcark.ong

Mailing Address - 2M South Main, North Lirtke Rock, AR
73100

What Information to Ask For - What services are avalable
and indformanon on advocacy, education, support groaps, o indepen-
dent fiving

Why You Need This Information - [0 obran informarion
fisr indnaduals with developmental disabéhites.

Who You Need to Make Contact With — [im Fakin

Ebucanon Procrams

Drepartment of Education/Special Education/5(4 Pro-
gram (preschool and K-12 Program) - To find cur what steps you
nead to ke to mwune educational servives for children with chnonic
ilbness or disability. Page 5

Early Intervention Services - The “Firt Connections™ pro-
gram which is specific 1o developmental evaluation and service coordi-
naton o infants and waddlérs from berth o three seas old, Page 2

Head Start

Telephone — 1-501-371-0740,/1-866-37 10740

E-mail - annifarheadstart.ong

Website — www.irheadstare. org

Fax - 1-501-370-910%

Mailing Address - 513 5 Louisiana, Suite 301, Listle Rock, AR

What Information to Ask For - How o locate Headszan



Early Childhood /Pre-K Programs for your child
You Need This Information - To deternune cligihility
and availabulity of Pre-Kindegarten or Farly Childhood Educational
Programs,
Whe You Need to Make Contact With - St Headsar
persannel wall dinect vou to the nearest local progrim for possible ser-

T Transmon AND ADILT SERvICES

Arkansas Rehabilitation Services - To help poople with &is-
abilities sk gainfil emplovment and rechnical zsistance. Page 5

ICAN - Information on [nciting fmding and traming in the ise
of ssswtive twechnobogy devices, [age &

Arkansas Independent Living Couneil - To pun inform-
ation about programs and services keading o mndependent ong. Pape 6

Partners for Inclusive Communities - [nformsation, trining
programs, technical assistance and other services for chibdren with a dis
abality. Page 3

Arkansas Disability Coalition - Current information on the
[ncivicdual wath Dhsabilings Education Act (IDEA]; parent training in
the development of an approprate Individualized Education Program

[El), and advocacy services in dealing with the school system for

schood age children with a developmenaal disabality, Page 3

Iniversity/College Disability Support Services

Telephone - 1-301-56%-3161

F-mail — mprhommonrffuairedu

Website - www ualredu,~ Ark-Ahead

Fax - |-501-569-8240

Mailing Address - Ask-Ahead, PO Bos 2509140914, Lintle
Rick, AR 72225

What Information te Ask For - A [ of Disabily Support
Services for stare oolleges and unversities and the services available on-
and-off campus. Other information should include the required docu-
mentaton for cligihlioy and imformanon on bow to help the voung
adults with a diability or chronic Slness prepare for coflege.

Why You Need This Information - Scrvices at the collepe
kevel differ from those for schoot-aged children, bar 2 wider range of
services are available.

Who Yoo Need to Make Contact With - Mcunic Thomion,
chairperson, Ark-Ahead.

Mainstream

Tel 1-501-280-0012-voice + 1-501-280-9262-TDD
Olurside Pukasia County 1-800-371 9026

E-mail - mumnstreamle@earthlink et

Website — wawomainstreamilsc.com

Fax - 1-501-24-9267

Mailing Address - 1818 South University Ave., Little Rock, AR
72304

What Information to Ask For - The Center provides the fol-
ki services; peer support, advocacy, traimng, and education, in-
formatson and referral, employment services, mmp program, and 551/
S50 benehis planming

Why You Need This Information - To insure that a a child
with disablilty or chronic medical condimon transmions into adolthood,
he or she recerves the services needed to be an active part of the com-
miuatiity, and w0 insure that the child knows bow m advocate for himsel,/
herself.

Who You Need to Make Contact With- Dons Smath Julic
[opplett {advocacy isoes), Vincent Acklin (employment related ser-
vices), Jo Ann Harms {ramp programj, Karen Swintmn (benefiss plan
ning), or Eva Wamer (program questions ),

Lecar ASSISTANCE

Disabilities Rights Center - How 10 access appropriate inds-
vidual advocacy; wstems advocacy and legal services needed to protect
your chald's himan, awl, and begal nghis, Page &

Genter for Arkansas Legal Services

Telephone - 1-501-376-3413 #+ 1-800-950-5817

B mail - drifeerfarkansasdegalservices.ong

Wehsite - wwwarkansaslegalserioes.org

Fax - 1-501-376-3664

Mailing address - 303 West Capeal, Littke Rock, AR 72201

What Information to Ask For - The legal resources for gain-
ng the services assared by stare lemslarion, IDEA, M and selt-advo
cacy and helpfial informatn on guardianships and adoptions.

Why Yon Need This Information - For help with probéems
i obtaning servios.

Finaveiar Resources

Contact mformation on the followang agencies © on page 5,
of Homan ServicesDivision of County
~ Informanion on obtaning Transtonal Employment
Aseistance [TEA); food stamps; Medicaid elegibiliog, and other DHS
programs that cover fmancal and medical needs.
Social Administration - Informanon for applying
fior Social Secunty or Supplemental Secunty Income Benehts; Medicare
and Medaid servides,

Disease Serciac

Conzact information on the fallowing organizatons can be foand
o paes 3 and 4.

Arlcansas Antism Society - Infrmation and refersal services
o the caise and treatment of Autism Specrum Disorders,

Arlansas Alliance for the Mentally TIVNAMI Arfansas -
Tior help Jscate meental health trearment centers and ather available sup-
pot, education, and advocacy services in the state

United Cerebral Palsy of Arkansas

'[h]qﬂm — |-5000-224-6067

E-muail - into@cpark ong

Website — www.ucpari.org (under construction|

Fax - 1-501-227-3501

H,ﬂﬂn; Address — 9720 North Rodney Parbam Rd., Little
Rock, AR 72317

What Information to Ask For - Funding mailabiliny, senaces
prowided {local /ste- wide), volunneering, and ausiliary mensbership,

Why You Need This Information - To obuin genera! in-
formation and for services for a child fadult with Cerebral Padsy,

Whe You Need to Make Contact With - Depending on sr
vices needed, the following 15 a listing by depasmmenss Adih Services
[501-379-2660,/501-228-3805), Medicad Warver {M0]-224-6067),
Busterfly Learning Center (501-228-3868 ), Conduative Educarion
(479-T25-1015), NW Region (479-444-0088 ), NE Regon (87743
2827, Commumaty living armangements [501-22540425],

Down Syndreme Families and Friends

Telephone - 1-501-671-6571

E-mail = contacr@dsSf org

Wibsite - www.dstf.ong

Mailing Address - PO Box 17541, Little Rock, AR 72222

What Information to Ask For - SNew Darent Handbook,
health care concerns sssociated with Dosen Syndrome, 3 healrh care
checklisr for parent and pedutricians, and list of resources.




Why You Need This Information - To ger the special care
required for children with Down Smdrome and other medical problems
assocated with it {cogental heart defeas, developmental delays, ),

Who Yoo Need to Make Contact With - Viriow support
group menbers,

Learning Disabilities Association of Arkansas

Telephone - 1-501-666-8777

E-madl - kdaal@sbeglobal net

Website - wow ldzarkansas,ong

Fax - 1-50]-666-44071

Moailing Address - 7508 Camrell Ral. # 1030, Little Rock, AR
J2207

What Information to Ask For - [nlommation on identfica:
non of Leaming Disabilities, nights of students and parents and where
ik ook for services,

Why You Need This Information - To asist vou in finding
help tor a chald whe exhibits spmpeoms of learning dsabilites.

Who You Need to Make Contact With - [Yana lackson or
Feesten [ovmer

NanonaL (ReANIZATIONS

Mica Home
Ihe American Academy of Pediatrics

Telephone - 1-847-434-4000

E-muil - kidsdocsifap oeg

Website - www.aip.org

Fax - 1-847-434-80(0

Address - 141 Northwest Poing B, Elk Grove
Village, [L 60007-1098

What Information to Ask For - [nformatonal matenals on
physical, mental, and social health and well-being for children, adoles-
cents and young adubs, pediarnician referral service, or advocacy isaies,
Howeer, the acadermy i unable to respond to requests from parens
regarding the personal medical concems of their children,

Why You Need This Information - To oboain general in-
formation on 2 vanery of children's bealtheane wples or to help find a
pediatrician in yoier area. Providers may obiain @ Medical Home check-
list for healthcare plans, fact sheets, and Medical Home training inform-
A1

Maternal and Child Health Bureau

Telephone — |-30]-443-2170

E-maail - ctibbsihirs gov

Website — wwwonichb g

Address - Parkdown Buolding, Koom 18-05, 5640

Fishers Lane, Rockalle, MDD 20857

What Information to Ask For - Informasional nateriabs on a
vanesy of healtheare topics, safery wsues, and genetes o well 5 trainmg
idutmation for professionals,

Why You Need This Information - To ensure contmued
umproverents in the bealth, safery, and well-being of women, children
and their families

National Center for Education in
Maternal & Child Health

[-T03-524-7802
E-mail - infoincemch.omg
Wehsite - waw.noemch.ong

Fax - |-703-324-9335

Mailing Address - 2600 15th 5. N, Ste. 708, Adingron, VA
12201-2617

Note - The Manonal Ceneer for Education in Maternal and
Child Health prosides narional leadership 1o the maremal and child
health community m three key areas - program development, educa-
ton, and state-of-the-ar knowdedge—to improve the health and well
Peing of the nanomn's children and famakics,

What Information to Ask For - Al pertinent Informatonal /
educational materials,

Why You Need This Information - To improve the health
and well-bemg of the nation's children and families.

[he National Center of Medical Home Initiative
for Ghildren with Special Health Care Needs

Telephone - | -547-424-8000

E~mail - medical_homeifazp.ong

Website — wowwmedicalbomeindo.ong

Fax - 1-847-228-7035

Mailing Address - 141 Northwest Pr Bbd., Elk Grove Village,
L 0007

What Information to Ask For - Information abowr the Med-
ical Home concept and inks to multiple stare Medical Home activities

Why You Need This Information - To ensure thar children
with special healtheare needs have access to 1 medical home anid obeain
support for medscal providers and familics of children with special
healthicire meeds

Favy Suerort o AsSISTANCE

Bright Futures

Telephone - 1-703-524- 7802

E-mail - brightfuturesfincemch.ong

Website — www brightfutures.org

Fax - 1.703-524-9335

Mailing Address - Georgerown Unnversry, NCEMCH, 2000
I5th 5t., North, Ste. 701, Adingron, VA 222011-2617

What Information te Ask For- [nformational matenis on
promoting and improving the health, education, and well-being of
children, adolescents and families and o lam how to build 2 successful
protessonal /parent parmership on behalf of children's health

March of Dimes Birth Defects Foundation

Telephone - [-888-MODIMES

E-mail - rescurcecenter@modimes.org

Website — www nodines org

Fax - 1-914-428.82(3

iling Address - 1275 Mamaroneck Ave., White Mains, NY

10605

What Information to Ask For- lnformational maenal on
barth defects and penetic disorders and how they may be preveniad,
kecanom of local chapeers, and narional advocacy efforts.

National Information Center for Children
& Youth with Disabilities (MCHCY)

Telephonse - |-800-655-0285- T fvoice

E-madl - nichey@acd. ong

Weebsite - wwwnichoy.ong

Fax - 1-202-884-8441

Mailing Address - "0 Box 1492, Washinggon, DO 20013-1492

What Information to Ask For - To obtam contact informa-
tion on dissbiisty -related ssues, local resoarces, parent groups, and
ParEAE mwaining



National Alliance for the Mentally I
— 1-3-a04-T600

E-madl — NAMICEF2a0l com

Website - waw.nami.org

Fax - |-703-5324-994

Mailing Address - Colomal Mace Three, 2107 Wikon B,
Ste, 300, Ardington, VA 22201

What Information to Ask For - Informanonal materials on
mental health disorders, self help, support, referrals o local nesources,
location of kecal chapters, sdvocacy efforts, and /or national conder-
CNECs

Abledata
one — §00-227-0216 + 1-301-608-8912-TDD

E-mail - abledata@ymcroint. com

Wehsite - wwwabladata.com

Fax — 1-3(}-608-8938

Mailing Address — B630 Fenton St S Y30, Silver Spring,
ML 208 1

What Information to Ask For - The help in needed 1o ob-
tain a vaniety of assistive techaiology and for ehsbitative equipment
{canes, vosce out-put programs, o) from domestic and international
MAIMLE

Parent Pals

Telephone -714-283-4758

Eemadl - superpad@parentpals.com

Website - parentpals com

What Information to Ask For - [nfiormabon on & vanery of
condinons related o childnen with special healtheare needs, inchuding
spocal cducasion and gtted mformation, continung education, sip-
ports), tps, and book resources for parenes and professiomals, The
website contas 30 website links for parents, professionals, and
schiols,

The National Patient Iravel Helpline

Telephone - 1-800-296-1217 + 1-757-318-9174

E-mail - mercymedicalerols,com

Website - waw patient-travel.org

Fax - |-757-31R-9]107

Mailing Address - Meroy Medical Axdife, 4620 Havgood Rd.,
Sumte 1, Virgina Beach, VA 23455

What Information to Ask For- Information and help with
needed transfers o obgain medical care.

Exceptional Parent

Tebephone - 1-201 45594111

Wesite — wwwecparent.com

Fax - 1-201-489-({74

Mailing Address - 65 East Edge, N 07661

What Information to Ask Foe- [nformational marenad, sup-
part, encouragement, and ontreach for parents of chikdren with special
health care needs
Magic Foundation

Telephone - 1-708- 283808

E-mail - man@magcioundaton ong

Website - www magichoundation.ong

Fax - | -708-383-08%%

Mailing Address — 1327 N. Harbem Ave., Oak Park, [L 60302

What Information to Ask For - [nformation covering a
wariety of children’s growth disorders and 1o provide opportunity o
communicate with others with amilar related disorders

rant-A-Wish/The Children’s Promise Foundation

- 1-BO{-933-5470

E-mail - wishigrant-a-wish,org

Website - www.grant-a-wishoong

Fax - |-410-744- 1984

Mailing Address - PO Box 21243, ¢/0 Brian Momson, Bt
miore, MDD 21228

What Information to Ask For - Informarions materials
and/or suppormve services for children 17 and under whe are bantfing
liti-threatening illnesses

Leca AsSiSTANCE
Amicus for Children, Inc.

E-mail - sheriamicusforchildren.org

Website - wwwamicushorchildrén. ons

Fax - |-610-689-8320

Mailing Address - 1023 Ofd Swede Bd.. Dooglassville, PA
19518

What Information to Ask For - [nformation on special edu-
catin laws, sapport in finding special services, referrls 10 comamisy
srvices, program development, mformution services, and weam  budld-
g

Why Youn Need This Information - To obrain informanion in
helping vou become an effectve advocate for a child with special needs;
1oy bedp “build beidges™ hetween parents schools, and service providers;
10 help vou obiin services for 2 special needs child; to help you design
anid impement parent support and children's programs.

Who You Need to Make Contact With - Shen Taylor

National Association of Protection
and Advocacy System

Telephone — 1-202-408-9514 + 1-202-408-9521-TDD

E-madl - NAPAS®carthlink net

Website - www protectionandadvocacy.com

Fax - 1-201-408-9320

Mailing Address - 90} 2nd 5. NE, 5e, 211, Washingron, DC
20002

What Information to Ask For - Informanonsd matenals, re-
ferrals, and local chapeers.

Why Yon Need This Information - To obrain legally based
advocacy services and referrals to hocal nesoirees,

Abvocacy

Family Voices

Telephone - |-885-835-5669

E-madl - kidshealth@familyvoaces.ong

Website - www familyvoices.ong

Fax - 1-55-872-478)

Mailing Address - 3411 Candclama NE, Sre. M, Albuguenque,
NM 8717

What Information to Ask For - Famly Voices & an organiza-
o e up of Bmibies, ends, cregver, and professionals who ado-
cate for children with special health care needs, A nationsl, grassoos
clearinghouse for miormition and educanon concerning the health care
of children with special healsh needs. Family Voices shares the expertme
and experiences of fimilies from around the nation with staoe and ro-
tional policymakers, the media, heaith professionals, and other families
Ask for information and educanonal materials on the health care of
children with special health care needs; local chaprers, and magional
conferences.




Families 15

Telephome -202-628-3030)

E-mail - info@famfieas ong

Website — woww familiesusa, org,

Fax - 200-347-2417

Mailing Address - 1334 G Streer NW, Washingron, DL 20005

What Information to Ask For - Fimilies USA i a nonprofir
nrganization that works at narional and state levels with onganizarions
and indivicals assissing them in participating i shaping health care
potscees throwgh educating the public and policy maken and developing
salutions to the problems Gmilics face. There are abo related stes fo-
cusing on managed care and Medicaid, Ask for informanonal materials
on health care, mamged care, and Medicad.

Disease Seecinc

lourette Syndrome Association, Inc.

Telephone — B6)-237-0717

E-mail - t&a-ina.org

Website - wowoma-usa.org

Fax - 719-279-09584

Mailing Address - 4240 Bell Boulevard, Bayside, NY 1136

‘What Information to Ask For - Informapenal matenals, re-
ferral service, support groups, research information

Why Yoo Need This Information - To obtan general m-
frwrmuasion, referrals to lncl resources, Jocation of kocal chapers, re-
search information, and advocacy efforts

Who You Need to Make Contast With - Jenmler Canmon

The National Children’s Cancer Society

Telephone - 314-241- Lol

E-mail - pésiichildren-cancer.com

Website ~ www.chaldren-cancer.com

Fax - 314-241-654%

Mailing Address - 1015 Locust, Suite 600, St. Lows, MO
63101

What Information to Ask For - Financial and emorional
suppart services, apphicacion for assistance, or advocacy information,

Why You Need This Information - To obrin financial asds-
tance, emadionsd suppoet, information on advocacy ssoes 2nd o reduce
the msk cancer througth education and prevention programs.

National Down Syndrome Society

Telephone — 800-221-4602

E-mail - mivé@indss.ong

Website - wowndsorg

Fax - 212-973-2873

Mailing Address - 666 Broadway, Bth floor. New York, NY
10012-2317

What Information to Ask For - Educarional /advocacy in-
formation, networkmg'matching, referrals, bocal chaprens, and nutions]
conference informarion

Why You Need This Information - To enderstand and m-
crease public awareness shout Dewn Syndrome, to obun reterrals 1o
Iewcal resources, locations of local chapters, and national conferences.

Autism ociety of America

Telephone — H010-328-8476

Eemail - wonwantism-societv.ong

Fax - 3} -657-086%

Mailing Address - 7910 Woodmont Ave., Se. 300, Bethesda,
M 20814-3067

What Information to Ask For - Informational materials, per-
indical /newsletter, local chapiers, nafiomal conferences, adviscacy and
rescarch information,

Why You Need This Information - To obain general
infoemation, locitiom of keal chapers, support groups, and sdvocacy
efforts.

Children and Adults with Attention Deficit
Hyperactivity Disorder (CHADD)

Telephone - 810-133-4050

E-mail - nanonahitchadd.org,

Webaite - www.chadd.org

Fax - 301-306- 7090

Mailing Address - 8181 Professonal Place, Ste. 200, Landover,
MD 20785

What Information to Ask For — Informarion mamerials, pet-
workng,/ matching, refermals, conferences and help wath advocacy ssues.

Why You Need This Information - CHADDS local chaprers
sponsor parent and adult support groups, convene educanonal meer-
ings, prowice a listing of sdvocates in the area and work with local
schood srstems to provide education o teschers dbout AT)/HD and
sccomirsdations for children with AD SHDD.

American Speech, Language, Hearing Association

Telephone - B(0-942-2732-TDI3 M vonce

Welssitc — wwnihaorg

Fax - 301-571-0437

Mailing address - 10801 Rockville Pike, Rockvlle, MD 20852

What Information to Ask For - [nformantional matenzb on
speech/Tanguage and /or hearing disorders, national conferences, re-
scarch and advocacy information.

Why You Need This Information - To obtain geoeral in-
farmaticn, help with advocacy issues, and access the research registry,

National Organization for Rare
Disorders, Inc. (NORD)

Telephone — S00-999-6673,/203-744-0 1)

E-mail -~ orphan@rarediseases.org

Website - waw. rarediscases.ong

Fax -203- 7466431

Mailing Address - 55 Kenosia Ave., PO Box 1968, Danbary,
CT 681 3-1968

What Information to Ask For - The Manonal Organization
fior Rare: Disorders (NORD| is 2 federation of voluntary health organ
rations dedicated 1o helping penple with rare “orphan™ discases and as-
sisting the orpanirations that serve them. NOBRDY s committed o the
identification, trexment, and cure of rare disordens through programs
of educabon advocssy, research, and serace.

Spina Bifida Association of America

Telephone - $00-621-3141

E-muail - sharfsba org

Webslte - wwwsbaa.org

Fax - 32-044-3205

Address - 4390 MacArthur Bhad, NW, Ste, 250, Wash-

ingmon, DE 200074226

What Information to Ask For - [niormanonal marerizs, re-
fermals, Jocal chapters, matonsl conferences, research infoemation.

Why ¥ou Need This Infermation — [0 obeain general in-
formanon, |ocations of kocal chapters, and néferrals o local resunoes.
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