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PREFACE

ThlS is the fourth edmon o" what has bccome a standard reference work for information
provxders and service orgamzatlons concemed with dlsabled persons. Earher editions;
produced by thc Clearinghouse on the Handlcapped have identified and described an ever
increasing array of organizations which provide disability-related information. and,
occasionally; direct services, on a national basis.

Thxs edxtxon preparcd by Harold Russeli Assoc:ates Inc under contract to the Natlonal
Institute of Handicapped Research; offers approximat=ly 45 "new" organizations (not
described in previous edmons) mcludmg groups serving speelflc dlsabllmes sources of
information on technology, and organizations with a focus on mdependent hvmg

The asswtance of the Clearmghouse on the Handlcapped and the Natlonal Rehablhtatlon

Information Center in identif ying new orgamzatlons -5 _graterully acknowledged. Thanks

are also due to the staffs of the organizations in the Directory; many individuals took much

time to insure that their services were accurately described.

As always, we welcome your feedback on the content and format of the Directory.

Nanonal Institute of Handxcapped Research
Office of Special Education and Rehabilitative Serv1ces
U.S. Department of Education
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THE DIRECTORY WHAT iT IS HOW TO USE IT

Purpose Of The Directory

The Dlrectory has been complled as the major reference tool for information and service
provrders We hope that it wrll also work to enhance networkmg, and facrlrtate the

would thcn become unwreldy in size. Also, our awareness of local operations is quite
fragmentary

For the Directory, NIHR has attempted to idemify and collect information on national level
orgamzatrons vhich rf‘spond to inquiries from all parts of the nation on a variety of topics:

The organlzatlona hsted in thc Drrectory are mformatron and drrect service provrders

Because our focus is on information sources, we emphasize the information components of

each orgamzatton and have included materlal on data base vendors (commercral companies
which offer mermatron seekers access to many computerrzed data bases). A few
orgamzatrons listed are direct service providers bdt operate without geographical limitation
on clientele.

In mary instances; national level organizations dispense information and services through
statée or local Chabters or affiliates.. We have listed only the national address after
determirinyg that an inquirer would be referred by the national office to i- appropriate
counterrart on the state or local level. Addresses of local chapters generally can be found in

the telephone drrectory

hrough the commercral data base vendors.

How The Directory Is Organized

To provrde the user of the D1 ectory with an upderstanding of the basrc purpose of the
organizatisns listed, we have grouped them in various categories. A brief description of. the
type. of organlzatron found 1n each category along wrth the general krnds of mformatxon or

orgamzatron(s) can best provrde the information s you are. seekrng Some orgamiatmns could

fit into _more than one category: For exampis, many voluntary health organizations are also

direct service provideis. Our assignment to a category tends to reflect the primary focus of

the orgznization or the activity which hus the greatest potential for praviding information
nationwide.




Also we have attempted 10 1dent1fy thc most ea51ly accessublc place for obtamm{, consumct

mformatlon on a parttcular topxc The Na‘ional Instltutes of Hcalth for example have
been placed in the secticii on ir ormation providers, not because their basic purpose it
providing information. but because thcy have Substantial informativh cperatio:ns which arc
the most direct points of access to the Institutes.

The sectxon on m'ernatxonaﬂy oncntcd organm tmns has bcen cxpandcd to rcflect increasec

interest in communication about disabilities between different countries: Organization:

having international chapters but a natioral orie.tation are generally included in 2
different category.

The alphabetical list of organizations will hzlp you locate the information you are seeking
irrespective of our attémpt to group-organizations. Federal agencies have beer identified ir
the list by an asterisk.. (Information providers funded bv the Federal government but

opcretcd on a grant or contract pbasis havc not been ideniified by an asterisk.)

All organizations included in the 1982 edition were asked to review the description of theii
services and make any necessary changes. New information providers were contacted by
mail and telephone for information necessary to prepare the abstract:

Tlf i dex

Please take the time and cffort to read the mtroductnon to the index. It contains some
important guidelines which will facilitate your use of the Directory.

vi
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ORGANIZATIONS AND FEDERAL AGENCIES

This is the alphabetical Ixstmg of ail organizacions and Federal agcnc:cs that appear in the
Drrcctory The codes show the chaptcr where the organization or agency appears:

A = Advocacy, Consumcr, Voluntary Health

1 = Information/Data Banks .

G = Federal Government Other Than Informatron Units
P = Professional and Trade Organizations

F = Facilities, Schools, Clinics

S = Service Organizations

IN =~ International Organizations

AR = Appendix - Keligious

AS = Appendix - Sports

All Federal agencies are marked with an asterisk for easy identification.

Page
S AASK AMERICA/Ald to Adoption of Special Kids + -« - « « « « « « .« . 257
P Academy of Dentistry for the Handlcappcd R T K
I  Accent on Izformation . . . R S R 1
P Accreditation Council for Scrvrccs for Mcntally Rctardcd and Othcr
7 Developmentally Disabled Persons . . . Cr e el e e e 193
A Adaptrvc Environments Center -« « « « « ¢ ¢ « v o o o o 0 s e 00 o« 17
G Administration on Aging, DHHS* . . . . . S 7
G Administration on Developmental Drsabxhtxcs DHHS* B
S Adventures in Movement (AIM) for the Handrcapped Imc. + « « « « o« 257
A Affiliated Leaderskip League nf and for the Blind of Amcrrca s e s 17
A Alexander Graham Bell Association for the Dcaf T S -
P Alternative Living Managers Association . « « « « « « « « « ¢ ¢ . « . . 194
A Alzheimer’s Disease and Related Disorders Assoc:atron e e e+ e o v o .. 18
P American Academy of Physical Medicine and Rehabilitation . . . . . . . 194
P American Alhancc for Hca‘th Phys:cal Education, Recreation oo
_.and Dance . ol S £ 5]
A American Amputcc Foundation; Inc P O )
P American Art Therapy Association . . . = ¢ ¢ & ¢ &« &+ + 5 2 195
P American Association for Music Therapy « « < « < + & « + « o + + = &« 196
P American Association for Rehabilitation Therapy, Inc A
P American Association for Respiratory Therapy . 197
P American Association of Diabetes Educators .. . . . X
P American Association of Disability Coiﬁr?mnréators P e e e e e e .. 1098
P American Association of Psychiatric Services for Children - « - ¢ + . . . 198
P American Association of University Affiliated Programs

- for Persons with Developmental Disabilities . . . « « . . « : « . . 199
P Amerrcan Association on Meintal Dcfrcrcncy e e e e e e e e e e e e 200
AS American Athletic Association forthe Deaf . . . . . « « « « « « « . . 293
P - Amerjcan Bar Association ; . ; e e e e e e s e e e e e .. 200
AS American Blind Bowling Assoc:atron Inc i i e i i e e e e e e e . 293
AS American Blind Skiing Foundation . . . . ¢ ¢ ¢ ¢ ¢ ¢ . o o oo o .. 293
A American Brittle Bone Society . : . i . . . . . . i ocoiocoe s oaosoos 20
S American Camping Association . . . . . . « . . . ¢ i i s i+ . . . . 258




Péée

American Canccr Soc:cty . 20
American Cleft Palate Association .- 201
American Cleft Palate Educational Foundatlon 21

American Coalition of Citizens with Disabilities - - « - - . « . . . . . 21
American Congress of Rehabilitation Medicine - - - + . + . + « ¢ « ¢« 201
American Corrective Therapy Association - - - : = - & : : « « . . . . 202

American Council of the Blind . . . . e e e e e e e e e e e 22
American Council on Rural Special Eaucatlon R O
American Dance Therapy Association . . . c e e e e e e . ... 203
American Deafness and Rehabilitation Assocmtlon s i i i s s e e e . . 204
American Diabetes Association; Inc. . . . e e e e e e e e e 22

American Disability Evaluation Research Instltutc e e e e e i is s 204
American Federation of Teachers . . . . . . . . . . « . + + ¢ « + . 205
American Foundation for the Blind . . . . . . . © + « « v v v o « . 23
American Health Care ASSGCIiation . . . . » v v = « = o « « v « « « . 205
American Heart Association : : . : : +. + & + v 4 v e e e e e e e . 24
American Humane Association ; . . : . & & & & &+ & 5 &+ & + & &+ + « . 99
American Library Association . . . . . . . . . . . o ... o.ow .. 206
American Lung Association , . . . . . . . 0 L. i . i oaaa i s 25
American Narcolepsy Association . . . . . . . . «. « . . + s « .« . 25
American Occupational Therapy Assocmtxon e e e e e e e e e e .. 207
American Orthotic and Prosthetic Association . . . . . . . . . . . . . 207
American Paralysis Association . . . e e e
American Parkinson Disease Assoc:atmn F T A
American Physical Therapy Association ; : : : : : : : : + + + : + : « 208
American Printing House for the Blind . . : . . . . . . . i + + i + : 258
American Red Cross , . . e e e e e e e e . 4. 259
American Rehabilitation Coumclmg Assocnatlon A 2

BRI Rl T T e el N N P T T e

A American Society for Deaf Children . . . A <
P American Society of Handicapped Physxcxans A 101
P American Specch-Language-Hearing As°o€1at10n 2
P American §pinal Injury Association . . ., . . . i : i :o.o:os oo os s 210
A American Tinnitus Association - . . . . . . . i . . . oi . .. osoas s 27
A American Veterans of World War II; Korea, and V ctnam .
AS American Wheelchair Bowling Association . . . . . . . . . . . . . . . 293
S Amputee Shoe and Glove Exchange , . . . . . . . . « « v « « « .« . . 260
A Amyotrophic Lateral Sclerosis Association . ; ;  : e e e e e 28
G Architecturdl and Transportatlon Barncrs Complxance Board’°= P N 169
A Arthritis Foundation. . e - s s T s it e i s sy e L. 229
I Arthritis Information Clcarmghousc T L
I Artificial Language Laboratory . . . . . . . . ¢ . ¢ ¢ ¢ . . . . . 101
S Associated Services for the Blind . . . . . . . . . . s . s+ o. 260
A Association for Children and Adults with Lcarnmg stabxhtlcs 1
P Association for Education and Rehabilitation of the Blind and s
- - Visvally Impzired . . . . . 211
A Association for Persons with Sc:vcrc Handlcaps . cot 39
A  Association for Retarded Citizens of the United States - - - - - - - - - 31
P Association for the Care of Children’s Health - + « + - « » - - - - - - 211
A Association of Birth Defect Children . . . S T T V')
P Association of Medical Rehabilitation Drcctors and Coordmators coeos s o212
P Association of Mental Health Administrators . . . . . - . = & « ¢ . + + 212
S Association of Radio Reading Services . . . . . +. . +« « « « « . . . . 261

2 10




Page

P Assoc:at;on of Rchabxhtatwn Nurscs coee e 213
S Association of Rehabilitation Programs ini Data Proccssmg 262
P Association on Handicapped Student Service Programs in -
, ‘Post-Secondary Education. . . . . ¢ ¢ « ¢ ¢ o v 4 v e e e ... . 214
A Asthma & Allergy Foundation of Amcnca e ¥4
I Barrier Free Environments, Inc: . . . . . . « ¢ . ¢ ¢ & ¢ ¢« e os 10
P Better Hearing Institute © . . . . . ¢ . & ¢ & . i iosotoa s s oe s s 214
AS Blind Outdoor Leisure Dcvclopmcnt 1 X
AS Blind Sports . . . e e e % e e e e s e e e s e e s e . . . 293

Blinded Veterans Assoc:atlon et s i e e e e e e e e e e e e e e e 33
AR Board for Parish Services - e T S 1 3
Boy Scouts of America . . . . . . .0 0000l L s s 282
Breaking New Ground. . . . . . . . . . .. ... ... ... l02
BRS Information Technologies . . . . . . . . . . .. .+ .+« .. ... 161
Bureau of the Census, DOC* ., ., . . . . . . . .. .. ... . ... 102

Cancer Information Clearinghouse* . . S Lo X
Candlelighters Childhood Cancer Foundat:on v i i i e e e e e e e 34
Carroll Center for the Blind . ;. . S S L

Center for Residential and €omiq1uﬁmty Sch1ccs S R {111

Center for Special Education Technology . . . . . . . : : . ¢ : . . . 104
Centeron Human Policy . . . . . . . . . . v v v v v v v v oo« . 3
Child Welfare League of Amcrlca X

R Christian Record Braille Foundation; Inc. . . . . . . . . . . . . . . . 289
Clearinghouse on_the Handicapped, ED‘ S S S ¢
Clovernook Home and School for the B‘md e e e e e aiiaeos 239

Commission on Accreditation of Rehabilitation Facumes it i e e .. 215

Conference of Educational Administrators Serving the Deaf . . . . . . . 215§
Congress of Organizations of the Physically Handicapped . . . . . . . . 216
Consumers Organization for the Hearing Impaired, Inc. e e e e e e e 35
Convention of American Instriictors of the Dcaf i i i s i i i i e . .. 216
Cooley’s Anemia Foundation, Inc. . . . : . . . . & : : s s + s+ + + + 35
Cornelia deLange Syndrome Foundation ; ; ; . . : ;. . . . . . : : . 36
Council for Exceptional Children , , ., ., . . . . ., . .. .. .. .. 106
Council of Citizens with Low Vision , , . .+« « . . -36
Council of State Administrators of Vocatnonal Rchabnhtatlon e e e .. 217
Cuuncil on Rchablhtatlon qucatlon Inc. . . © 5 & ;5 . i . . e e .. 217

~mmwvy~ywmwvvvmw»m»-mww-wmm>

Courage Center , - | : T vt s e e e hiease e s oaso 2460
Crippled: Children’s Scrvwc DHHS‘ s e e S 4
CRISP (Computer Retrieval of Information on Scwntlﬁc

Projects), DHHS* . . . . . . . . ¢« .. . ..o e 107
Cystic Fibrosis Foundation © . . . ¢ . . . ¢ . ..+« + &« a2 37
Deaf Communications Institute . . . . . . . . . ¢ « ¢ = + « + « . 38
Deafrness Research Foundation . . . « . v v « « o « « « « « « « « . 108
Deafpride; Inc. . . O 3
DIALOG Information Scrvxccs lnc E T 1)
Disability Rights Center. _: . ; ' e e e e e e e e e 39

Disability Rights Education and Dcfcnse Fund Inc O 1
Disabled American Veterans . . . . . . . & & ¢ « + &+ 2 s o+ o& s o2 4O
Dysautonomia Foundation C e e i e s e e 41
Dystrophic Epidermolysis Bullosa Rcscarch Assocnatson of Amcnca . o e . 42

PR I - R Y

| =Y
Pk |




I

3
G

ERIC Clearinghouses:
Central ERIC, ED* Se .
Adult; Career and Vocational Edueatron
Counseling and Personnel Services - -
Elementary and Early Childhood Educatron
Handicapped and Gifted Children - S
Reading and Communication Skills
Tests, Measurement and Evaluatron
Educatronal Testing Service - .
Employment Standards Admrnlstratlon and

AR thphatha Serv1

A

Epilepsy l-oundatron of Amenca

AR Eprscopal Gulld for the Bhnd

>

ZITOB T e T e 3
>

Z

B T

(73

U g Y D O
w

Eye Bank Association of Amerrca Inc.

Family Survival Project. . . . .
Foundation for Children with Learnrrg Drsabrhtres
Foundation for Science and the Hand;capped Inc
Friedreich’s Ataxia Group in Amenca Inc :
Gallaudet College - I
Gaucher’s Disease Registry . - .
Gazette International Networkrng Instxtute .
Gesell Institute of Human Development

Girl Scouts of the US.A: . . . . .

Goodwill Industries of Amerrca Inc

AR Gospel Association for the Blind, Inc.

Greater Detroit Society for the Blmd
Hadley School for the Blind '
Handrcapped Boaters Assoc:atron

HEATH Resource Center . .. . .
Helen Keller International; inc..

Helen Keller National Centcr for Deaf- Bhnd Youths and Adults

Hemochromatosis Research Foundatron Inc.

High Blood Pressure Information Center .
Highway Research Informatron Service

HUD User ;

Hiuman Resources Center . e e e e e e e
Huntington’s Disease Foundatron of Amerrca Inc
Independent Living Rescarch Utrhzatron Pro_lect
Indoor Sports Club P e i .
Informatron Development Comoratron .

Institute for Child Behavior Research

Institute for Scientific: Information

Institute of Art and Disabilities . . . . .

International Association of Laryngectomees . . . .

International Association of Psychosocial Rehabrhtatron Ser* ices

International Committee of Sports for the Deaf .
International Handicappers’ Net
International Institute for Vrsually Imparred 0 7 Inc

Pt
Do

. 289

. 218

. 281
. 244

. 245

. 120
. 293

Page

168
11
112
113
113
114
114
115

180

42

. 290

115

. 264

43
44

44

. 240

45
45

. 242
. 264
. 243
. 290

116

. 243
. 293
. 175

117

46
118

. 118

119
47

47
120

121
122

. 265

4

. 219
. 283
. 266
. 122




International Society for Research in Parenting -
Jewish Guild for the Blind . .
Job_Accommodation Network . .
AR John Miiton Society for thc Blmd R
John Tracy Clinic P
Joseph Bulova School . . . . . . .
Joseph P. Kennedy, Jr. Foundatlon .
Junior National Association of the Deaf .-
Juvenile Diabetes Foundation Intcrnatlonal
Leukemia Society of America ;
EINC Resources, Inc. -
Little People of Aﬁiéhéa v
Lowe’s Syndrome Association .
Lupus Foundation of America, Inc. .
AR Lutheran Braille Evangelism Association .
AR Lutheran Braille Workers; Inc. .
AR Lutheran Library for thc Bhnd :
A Mainstream; Inc: . ; A
A March of Dimes Birth Defects ‘Foundation
I Materials Development Center,
A Mental Health Law Project . .
I - Mental Health Materials Center .
AR Ministries to the Deaf and Blind . .
IN Mobility International USA ., , . .
S Modern Taiking Picture Service, Inc;
Muscular Dystrophy Association ., ., . . . . . .
Myasthcma Gravns Foundatlon e e ..

>‘}w}\m‘> > > o }M—Hmm—qw

-ﬂ‘>\}l

National Aihancc for the Mcntally Il
National Amputation Foundation
National Amputee Golf Association
National Archery-Association .+ . - - . :
National Association for Hearmg and Specch Actlon .
National Association for Music Therapy _ .
National Association for Sickle €Cell stcasc Inc
National Association for Visually Hindicapped
Natlonal Assomatxon of Activity Therapy and
~ Rehabilitation Programs . .
National Association of Patients on Hcmodlalysm

and Transplantation -. .- . . . .+ .
iNational Association of Phys:cal Thcrapxsts Inc
National Association of Private Rcsxdcntnal Facilities for thc

Mentally Retarded . . : . v

BT B TRRTD B BN
(7727 By

 National Association of Rehabilitation Facilities -
National Association of Sports for Cerebral Palsied -
National Association of State Directors of Special Education

LT
N

National Association of Private Schools fOr Exccptlonal Chlldrcn

Page
123
266
123
290
246
247
49
49
50
50
124
51
51
52
291
291
291
52
53
125
EL
126
291
281
267
55
55
219
268
127
56
293
293
57
220
57
58

220

59
221

221
222
223
293
223



National Association of Statc Meiital Rctardatxon Program

- Dnrcctors Inc. - e e e e

National Association of thc Dcaf e .

National Association of Vocatxonal Educatxon Specml
_.Needs Personnel . S ;

National Ataxia Foundatnon .

National AudioVisual Center, GSA*

Natxonal Autxsm Hotlmc . e

Natnonal Captlomrm Instntutc Inc

R National Catholic Educational Association

I
S
S -
A
AR National Catholic Office of the Deaf .
I
i
I
I
I
1
A

National €enter for Education in.Maternal and Chxld Health

National Center for Health Statistics, DHHS*
National Center for Rcscarch in Vocational Educatxon :
Natxonal Clcarmg House of Rchabxhtatlon Trammg Maternals

\R National Congrcas of Jewish Deaf

o/

BB g i gy g
[Vs]

B ol B T dhe- Ranlie- T
v “wiow

> T

National Council for Therapy and Rchabxhtation

_Through Horticulture
National Council on Alcoholism, Inc . . .
Natxonal Counc:l on Commumcatxvc Disorders
National Coungil on Stuttcrmg e
National Council on the Aging, Inc. . . . . . .
National Data Rank for Bisatied Student Scrv1ces

National Deaf Bowling Association .

National Diabetes Information Clcarmghousc
National Diffusion Network, ED*

National Down Syndrome Congress

National Down Syndrome Society

National Easter Seal Society __,

National Education Association

National Eye Institute; DHHS*

National EygrR;Scarch Foundation .

National Federation of the Blind. . | . .
Natxonal Foundatxon for Ectodcrmal Dysplas:as

Natxonal i :atcrnal Soc:cty of the Deaf .

National Genetics Foundatmn, Inc

National Handicap Housing Institute . ; PR
Natlonal Handicapped Sports and Rccrcatxon A.‘socxatlon
National Head Injury Foundation

National Health Information Clcarmghousc
National Hearing Aid Society

National Heart, Lung, and Blood in;tltute DHHS"‘
National Hemophilia Foundation . T .

s 14

. 226

. 293

. 227

Page

136

. 227

65
66

. 293
. 293

66
67
136

67
137

137
68




Page

National HomeCaring Council . . . . « ¢ v o ¢« ¢« o o o o« o o o o « « + 228
National Huntington’s Disease ASSOCIation . & « o« o« « o o o o o« « « « o 69
National Industries for the Blind. . : . . : A & A ¢
National Industries for the Severely Handncapped Inc R . . . s 270
National Information Center for Handicapped Children and Youth . .« . . 138
National Information Center for Orphan Drugs and Rare Discases . . . . . 132
National Information Center on Deafness . . . ¢« « ¢« « + + o« o ¢« &« o« « o 139
National Institute for Burn Medicine . . . B |
National Institute of Allergy and Infectious Dlscascs DHHS* e« e s o o . 140

National Institute of Arthritis, Diabetes; and
- Digestive and Kidney Diseases, DHHS* v e e e s Lo . . 141

National Institute of Child Health and Human Dcw:lopmcnt DHHS* . . 176

National Institute of Dental Research, DHHS* . . . . . . . . . . . . . . 142
Natlonal Instntutc of Handlcappcd Rcscarch ED* e e e e s e e e . - .+ . 189

e -

e e el 7 7 T S ]

=

Disorders and Stroke DHHS* . . . . . e e S ¥V
National Jewish Center for kmmunology and Rcsplratory Mcdxc:ne e i . . 247
National Kidney Foundation . . . T S S 1
National Library of Medicine, DHHS* s Do Looo. . 143
National Library Service for the Blind and Phys:cc y Handncappcd* ... . 145
National Marfan Foundation . . . . « « « « « « « &« . O ¢
National Mcntal Health Association . . . . . « « « « « v o « & « o « o 11
National Multiple Sclerosis Society . . . . S A !
National Music Information Center for the Handncapped i s e e e e e e . 248
National Network of Learning Disabled Adults . . . . ¢ . < . ¢ ¢ . ¢ & 72
National Neurofibromatosis Foundation . : . . . . . . . . ¢« . . 1 .. 72
National Organization on Disability . . « « « v « + v o o =+ & o v o o o 13
National Park Service, DOI* . . . . . . . . . ¢« . ¢« ¢« v v o o« . . o 182
National Parkinson Foundation ; . . . . . . . . « ¢« « « « « « . . « . 146
N;itibhal Réhdbilitatibn Asstjciatidn R T P S S 228

Natlonal Resource Center for Paraprofcss:onals in Spcc:al Educatxon Dos s . 147
National Retinitis Pigmentosa Foundation . . . . . . . . . : ¢+ o . : T4
Nationa! Reye’s Syndromne Foundation ., . . T £
National Society for Children and Adults with Autlsm S
National Society tc Prevent Blindness . . . . . . . . . . .« . . . . .. 176
Nﬁtibnél Sbinél Ccidlnjii'ry ASsociaticn i i s i i i i i e e e e e e .. 16

National gfrf)ké A3SOCIAtION . . L L L i oa e e i i h a7
National Stuttering Project , . . DL i e s e i i s .. 78
National Tay-Sachs and Allied Diseases Assoc:atnon Inc. o voo e 78
National Technicdl Information Service, ,DOC* P £ 4
National Technical Institute for the Deaf , ., . . . . . . . . . . . . . . 249
National Therapeutic Recreation Society . . . : : ¢ & & « ¢ « o « « « « 229
National Tuberous Sclerosis Association; Ine: & ; . & : . ¢ & « ¢ & + « .« 79
AS National Wheelchair Athletic Association . . . . . . i & . ¢ + + « &+ + . 293
AS National Wheelchair Basketball Association . . . . . . . . . . . : + « . 29
AS National Wheelchair Softball Association . . . . « . v « o « « « « =+ « . 294
S _ New Evyes for the Needy ., ; . e e e e e o.os 271
AS North Américan Riding fOr the Handlcappcd Assoc:atlon Inc. e e e e . . . 294

DD TR B B D B B Y Y BB T B e T
Z
=5
=
(=N
=
o)
NN
-z
N
S"
é
'6
:J
?
e Y
9
3,
B
5
!:2
10
0
L
5‘
I
[e)]




Pag.

Office for Civil Rights; DHHS* - « « « « « « « « « v o v« v o o o o 177
Office for Civil Rights; ED*- - « « . « . « . « ¢ v v . o o o o . . 170
Office of Cancer Communications; DHHS‘ I R 1?9
Office of Personnel Management* =« . - S se e e e 185
Office of the Speciul Advisor for stab:hty Issucs to the Dcputy

Under Secretary for Intergovernmental Relations, BUD* - « - . - . . 180
Office of Vocational and Adult Education; ED* « « « « « « « « . « . . 171
Office on Smoking anc Health, DHHS* . . « « v v v « v v v v v v o . 152
Organization for Use of the Tclcphonc Inc i s s s s s e s 271
Orton Dyslexia Society . . . e TS
Osteogenesis Imperfecta Foundauon Inc et e e e e i e e i e e 80
Paralyzed Veteransof America. . . . . . . . . . « ¢ v v v 4 v .+ . 80
Parent Care . . . . 2 |
Parkinson’s Disease Foundatxon e e e e e e e e e e e e e e e e . 152
Partners of the AMETiCAS . . . . + + v v v v v o o o e e e e e e 282
Pediatric Projects; Inc. . . & . & & & i i i i e e h s e i e e e 81
People First International . . . : L. et e e e e e e e e . 82
People to People Committee for thc Handxcappcd &« e e e 4+ e 4 w4 .o 283
Perkins School forthe Blind . . . . . . . . . . . . s ¢« o v o s+ + . 249

Phoenix Society . . x|
Polio Information Ccntcr . e O X
Prader-Willi Syndrome Assocxatxon . .. . . e e e e 83

Pr651dcnts C’o’iﬁiﬁittcc on Employmcnt of thc Handlcappcd DOL“ co+oaoe s 181
President’s Committee on Mental Rctardatxon DHHS‘ . Y
PRID.E. Foundation ; . . . . . . . . . ... . .i...: .. 272
Pl‘O_]CCtHC&deéﬁBHHS‘ I T 178

Project on the Handxcappcd in Sc:cncc « ... 2,3?,
Project SHARE . . . . el a e e e e e e e 15_,
Psychological Abstracts Informatlon Scrvnccs P T 851
Recording for the Blind . 273
Recovery, Itc. 84
Registry of - Intcrprctcrs er thc Dcaf Inc 230
Rehabilitation International . : . & & & & & &+ & & ¢ v o 4 4 e e e e . 2?3
Rehabilitation International, USA . . . . ¢ « . . ¢« & « « « & = 7 & . 71233114

Rehabilitation Services Administration, ED* . « « . « « « « + + «+ « « + 1

Research to Prevent Blindness . . . e - i 4 e+ 4+ i s < . 155
RESNA: The Association for the Advanccncnt of .
: Rehabilitation chhnology 2 ) |
F Rubclla Project . . : : e e e e e e e e e e e e e 250
I Rural Rehabilitatian chhnologxcs Databasc S 8.1
P Science for the Handicapped . . . . & . . ¢ . . . « . o s s o & . .+ 232
I SDC Information Services . . . . S X2
A Self Help for Hard of Hearing Pcoplc e e e e e e e e e e e e e e e 8&
A Sensory Aids Foundation O -
Shriners Hospitals for Crippled Chxldrcn 250
Sibling Information Network . 232

F

P . « o . . . . - e . . . . « e+ e . .

A Sick Kids {Need) Involved People, Inc O -
F . e o » . « s & = e =

A

“MOEEW>W“”“mmnn>~>m5>w5~»>»>MH0 oFalalalnt

sttchcnniyprist)tutc. e e e e e e e e e e e e 251
S Ski for Light, Inc. . . . . . . . . . i v i v i s i e e e e e e e . 294




G Small Business Administration® - - 186
G Social Security Administration; DHHS* N 179
A Society for the Rehabilitation of the i JClally DlelgUl'Cd S 86
I Sociological Abstracts, Inc. -+ - - R T
G Special Education Programé ED‘ I k-
AS Special Olympics o e . coe e e 294
A Spina Bifida Association of Amcnca . 87
A Spinal Cord Society : . 87
G Technclogy Utxlxzatxon Program, NASA‘ I £
I Tel-Med, Inc. . - - _ . . s PRS- T Y 157
S Telecommunications for the Dcaf Inc C i i i i e e e e e e e e e w213
A Tourette Syndrome Association - <« « « ¢ - e s coe sl s e e 0 e 88
I Trace Research and Development Center on Communxcatxons, Control and =
~ Computer Access for Handicapped Individuals . 158
Traumatic Brain Injury Rcscarch/Educ 1 Association 233

- Travel Information Service - . L L I R 159
S US. Association for Bliid Athletes « + = = = & & « « o« « o o o o« o =« 294
United Cerebral Palsy Associations - « « « « « ¢ o ¢ « o o o o 0 0 e 88
United Ostomy Association 89
United Parkinso~ Foundation . 90

. United Scleroderma Foundation - 232

United States Deaf Skiers Association B 7
United States Wheelchair Sports Fund ¢ ¢ o e e e e e e e e 294

S
United Together . . . R T T ) |
University Microfilms Intcrnatxongl L R T )
Urban Mass Transportation Admxnmratxon, DO Lo s i s e s . .. 183
Very Special ATts o o o« o o o o o . o e o e e e e s e e e 92
Veterans Administration® . : T 3 -¥)
Vinland National Center : + = + = + o « o o « o o + =« o o s o o+ 252

S Vinland National Center = : : « « = + & o & « o o o o o o o o« o & 294

Vision Foundation, Inc. 92
Vc.cc Indexing for t}ixg”l’irllnd Inc %2

thclchalr Motorcycle Assocxatxon INC. & « « o o 4 e s s e woaoaoaos 294
Wheeichair Tennis Players Assoc:atlon e e e e e e et e e e e s 294
Whole Person Tours, InC. + « & & ¢ &« o v v v o v e e e e e e e e e 274
Wilson’s Disease Association . - < & - & & & o o e e 0 e e e e e e e e 93
World Institute on Disability . . . « & & & 2 & o o e e e e e e 160
World Rehabilitation Fund, Inc. . . © « « « « « « « & & & & o o o o v 285

U BB U B TR B Q) B B B BB e > U
777 i

Eh—l




co NSUMER,

ADVOCACY R, VOLU
ALTH ORGANIZATIONS

Thcse prgamzatmns gcnerally focus on a partxcular dxsahxhty or condmon ora group of
related conditions. The information and services they provide vary widely, from
distribution of basic fact sheets to sponsorshlp of rcsearch facilities. Most of these
organizations use numerous approaches to mformatlon dxssemmatlon and dxrect their
activities toward a diverse audience. Following are examples of some activities and services
provided by these groups: information clearinghouse; lcgiSlativ:: monitoring; p-ar
counsehng, medical referrals; sponsorship of self-help groups provxslon of educational

materials; sponsorship of confererices workshops and seminars; and reports on research
projects.
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Adaptnve Enurpnments Center
Massachusetts College of Art
621 Huntington Avenue
Boston, MA 021

15
(617) 739-0088 (Vonce and TTY)
Handicapping Conditions Served: Physical, mental, and emotior.al disabilities.

Users Served: Disabled persons, parents, teachers, occupational therapists, caseworkersg,
physicians.

The Organization: The. Adaptxvc Environments Ccnter a nonprof:t orgamzatxon offers

consultatxori workshops courses; confercnces; and resource materials on adaptnvc dcs;gn
The Center’s library contains a comprehensive collection of materials on adaptive design.
The Center is funded through public and private contracts, donations and memberships.

Information Services: The Center provides free information and referral service on adaptive
desigr. The Center's publications, for which there is a charge, include Hum'a'niz'ing

Adamnvc Envuonnicnts A newsletter; Acccssful chorts is published scmxannually A

variety of audio-visu2i products may be rcnted or purchased: The library is open to the
public. Only memtbers can circulate hbrary materials; others may use materials on site. Fees
vary according to the type of service 3.:d type of client, except for the library and
information, which are free.

Aff'lla;gqueadersﬁlp League of and for the Rlind of
_ America (ALL

2025 | Street, NW

Suite 405 S

Washington, DC 20006

(202} 775- 8262
Handicapping Conditions Served: Rlindness and visual impairment.
Users Served: Disabled persons, parents, professionals.

The Organization: The Affiliated Leadcrship League of and for the Blind of America (ALL)

is a coalition of over 70 national and local membership orga[i;zaflons which serve the blind.
The primary function of the coalition is advocacy; it testifies before congressional
committees and advises Federal agencies and national private organizations on the needs

and rights of blmd persons. ALL’S main concerns are human and civil rights, and the
utilization of qualified blind pedblc in managemcnt positions,

{p!qrmq;loq Services: Ari:rl: pubhshcs a bxmonthly newsletter which rgports on pcnd.ng
legislation; current hcarmgs, new publuauons for thc blmd and new tcchnology A national
delegate assembly is held annually which coniains seminars cn pertinent information to the

blind.
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Alexander Graham Bell Association for the Deaf
3417 Volta Place, NW

Washington, DC 20007

(202) 337-5220 (Voice/TDD)

Handicapping Conditions Served: Deafness and hearing impairments.
Users Served: Disabled persons and their families; professionals, general public.

The Organization: The Alexander Graham Bell Association for the Deaf, founded in 1890, is
committed to the idea that hearing-impaired children should be afforded the opportunity to
develop spoken communication through the effective use of amplified residual hearing and
speechreading skills. The Association’s Children’s Rights Program advocates educational
options for deaf children and provides consultant services for families pursuing their legal
rights. Through this program, volunteers throughout the country serve as knowledgeable
local resources for hearing-impaired children and their families. Special divisions within
the Association’s membership are: Oral Deaf Adults Section, International Parent’s
Organization, and International Organization for the Education of the Hearing Impaired.

Information Services: The Association publishes a journal, Volta Réview, an annual
monograph; and a newsletter. .It also publishes a variety of books and audio-visual materials
concerning the psychological, social, and educational implications of hearing loss. The

Association sponsors regional conferences and a biennjal convention;

The Association maintains a library of works of botk historical and current importance in

the field of deafness. A lending library of current materials is available to members.

The Association disseminates printed materials and answers inquiries from hearing-impaired
persons, their families, professionals, and the general public.

Alzheimer’s Disease and Related Disorders
_Association; Inc. (ADRDA)
70 Lake Street - -
ChneagéogJLﬁﬁﬁ()i
312 3-3060 . . L
800) 621-0379 (Outside lllinois)
800) 572-6037 (In lllinois)
Hancicapping Conditions Served: Alzheimer’s disease and related disordeérs,
Users Served: Disabled persons and their families, health care professionals, general public.

The Organization: The Alzheimer’s Disease and Related Disorders Association (ADRDA) was
founded in 1980 to heighten public awareness of this degenerative brain disorder, provide
support for patients and their families, and aid research efforts. Currently, the ADRDA
network includes over 140 chapters and affiliates across the country, representing over 500
Family Support Groups. ADRDA’s board of directors is comprised of business leaders,
heaith professionals and family members. Additionally; ADRDA’s Medical and Scientific
Advisory Board consults and monitors issués rclated to Alzheimer's disease.
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The major goals of ADRDA include: (1) supporting research into causes, treatment, cures
and prevention (2) providing ramily support. through local chaptcrs' arfiliatcs a'nd family

the needs of patrcnts and famrly mcmbcrs at Federal, statc and local lcycls In addition to
its. public awareness and advocacy activities, the national office administers a research

grant program to initiate new investigations into the cause(s), treatment and cure of
Alzheimer’s disease.

Information Services: ADRDA serves as a clearinghotuse for inforimation on Alzheimer’s

diseé'Sc Thc Assocmtlon publlshcs a quartcrly ncwslcttcr Wthh covers orgamzatronal news

1tcms of gcncral 1ntcrcst As part of 1ts cducatron cfforts ADRDA sponsors a month long
public awareness campaign for National Alzheimer’s Disease Awareness Month each

November, utilizing radio, television and print media:

The ADRDA chapters, affiliates and support groups offer the most direct link to assistance
for patients and families. Support groups are moderated by health care professionals and
experienced caregivers and provide a forum for Sha'ring information, answering q'ijé;stions

problems. Ma_lor chaptcr/affrlratc activities include famrly hclp programs, sich as

information- -sharing meetings, telephone "helplines” and public awareness campaigns. Many

chapters and affiliates publish literature aimed at particular caregiving issues and serve as

the local resources for national ADRDA information. Some also provide speakers’ bureaus.

A,nationwid’c’ 24'—hoi1r hot i,i,fic, 'p'r0vidc's information and iinks i‘amiiics who nccci assistancé
with nearby chapters and affiliates.

Bbi 55218 .
Little Rock, AR 72225
(501) 666-2523

Handicapping Conditions Served: Amputations.
Users Served: Disabled persons, parents, attorneys, physical therapists, occupational
therapists, prosthctxsts

The Organization: The American Amputee Fouridation; Inc. (AAF) provides peer support to

amputees and. tneir families. Through chapters in 31 states; AAF offers counselmg,
information and referral; direct financial aid in the fem of grants and low interest loans,

rehabilitation coordination and hospital visitation. The Foundation distributes educational
and self-help material to amputee consumers. AAF has developed a 3 1/2 day peer
counseling training program, certified by the University of Arkansas.

Information Services: AAF provides a variety of publications for amputees and their
families including self- -help guides; a quarterly newsletier, Ability magazine, and a medical

data directory on services for amputees throughout the United States: A videotape, "One

Step at a Time", is also available: Referrals are made for services ior aniputees nationwide,
mcludrng recredtnon, rchahhtat:on mcdrcal fac:lrtles and prosthctncs for Whyr‘h a
computerized system of cqunpmcnt and ccrtnf:cd prosthetists has been dcvclopcd AAF
provides technical assistance in developing outreach chapters in other states, includiag local
affiliates.
i 19
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American Brittle Bone Society (ABBS)
1256 Merrill Drive

Marshaliton. -~

West Chester, PA 19380

(215) 692-6248

Handicapping Conditions Served: f)'st'eog'ené'si's imperfecta and osteoporosis.
Users Served: Disabled persons and their families; general public.

The Organization: The American Brittle Bone Society (ABRS) vias established in 1975 to
support and encourage research and education on ostcogenesis imperfecta and osteoporosis.
Information Services: ABBS provides free information about osteogenesis imperfecta and
osteoporosis. A 16 mm educational film on osteogenesis imperfecta is available to groups
upon request. The organization has a 24-hour a day counseling and referral se, vice for
families and other interested persons.

American Cancer Society (ACS)

90 Park Avenue

New York, NY 10016

(212) 599-8200

Handicapping Conditions Served: Cancer.

Users Served: Disabled persons, parents, professionals, and the general public;

The Organization: The Américan Cancer Society supports research into the causes and

detection of cancer and educates primary care physicians and the public to recognize the
signs of cancer. ACS offers a varjety of research project grants to institutions and
personnel in every aspect of cancer research. The Society’s public education programs
emphasize the value of periodic checkups and cancer’s seven warning signals and are carried
out by ACS volunteers in homes, places of employment, community meetings, and through
the media. Professional education programs, offéred through literature and confererces, are
designed to motivate the medical and allied professions to use the latest and best possible

cancer detection, diagncstic, and patient management techniques.

ACS provides direct services to the cancer patienit. These services include Iniormation and

Guidance - providing referral to Socicty services, community resources and specific
information about cancer; Home Care ltems - supplying patients with a wide range of
equipment, supplies and gifts to enhance théir care; comfort and recreation; Transportation -
assisting patients with the task of getting to and from medical and therapy appointments;
Rehabilitation - assisting patients to return to their families, communities and occupations

through trained visitor and group programs such as:
(1) iﬁiérnéiléhél Association of Laryngectomees; which o’fféirs speech training and
moral support to the laryngectomy patient (see separate entry);
(2) Reach to Recovery which provides support to women with breast cancer;
(3) Ostomy rehabilitation program which gives support to those patients who have an
ostomy;
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(4) CanSurmount whick provides support to cancer patients and familics not covered
by other specific programs,

All rehabilitation programs are medically directed and supervised.

Panent Educatxon hclps patncnts to better undcrstand the dlSCKSC and its management
through group education programs like "I Can Cope" along with pamphlets, booklets ana
audio-visual presentations.

Iiformation Services: The ACS medical library functions as a repository and clearinghouse
of information on all aspects of cancer for physicians, nturscs, and researchers. Printed
iﬁétér;éls en_cancer ’sa’fegu'a'r'os cancer d'ct'ccti'on Smoking, s.étistiua'l info’rr’nati'on and

lay pubhc The. Socxcty publxshcs a varlety of profcsswnal Jouxnals and pubhcatlons All
materials are provided free of charge, and some information is available in Spanish. The
ACS divisions and units provide general information services and referrals to area
physicians and hospitals.

American Cleft Palate Educational Foundation (ACPEF)
331 Salk Hall -
Bmversﬁ o£P|ttshur th

Pittsbu
(4157 6 0620

ff’ahdicap’pih’g’ Conditions Served: Cleft ii'p and paiatc.
Users Served: Parents, health care professionals.

The Orgamzatton Thc Amencan Clcft Palatc qucatxc..al Foundatxon (ACPEF) is the

teaching arm of the American Cleft Palate Association (see separate entry).

Information Services: ACPEF makes available a series of pamphlets written especially for
parents. of childrcn with 'clcft lip/palate Singl'c c'o'pics of thcse publicatiOnS are f’r'cc there

activities of parent groups across the country, and annoufices items of xntcrcst such as
pubhcatlons and confcr.,nces A computer-generated topical index is provided on a
subscription basis to professionals.

The Foiindation also refers parents to sources of services and, :f possible, puts them in touch
with other parents of children with clefts in their area.

American anlgg[on of Citizens with Disabilities (ACCD)
1012 14th Street, NW

Washm tonLDC 0005
BEC 40" (Toie and TDD)

Handicapping Conditions Served: All handicaps.

Users Served: Disabled persons.
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The Organization: The American Coalition of Citizens with Disabilities (ACCD) is con.prised
of 150 member agencies which represent specific handicapping conditions: The ACCI» acts

as a unified voice of its member organizations to support legislation for djsabled people.

Information Services: ACCD answers inquiries from the public about services and aboiut the
legal rights of persons with disabilities;, and offers referrals to appropriate agenicies. ACCD
publishes a newsletter, ACCD NewsNet. and ACCD Action alerts on important issues as they
arise. In addition, ACCD has a publication list of over 20 books and pamphlets concerning
disability issues.

American Council of the Blind (ACB)
Sﬁ'te :ii,ﬂg;;,; Sttt
1010 Vermont Avenue, NW
Washmgton. DC 20005

202) 393-3666

(800) 424-8666

Handicapping Condition; Served: Blindness; visual impairment, and deaf-biindness.
Users Served: Disabled persons, parents, teachers, professionals.

The Organization: The American Council ¢f the Blind (ACB) advocates legistaticn for the

blind and other handicapped persons. Priority areas of advocacy include civil rights, social
security and supplemental security income, national health insurance, rehabilitation, eye
ressarch, technology and others. The Council has 17 special interest affiliates. These
include the Randolph Sheppard Vendars of America; a parents’ organization for visually

impaired purents and parents of visually impaired children, an organization of guide dog
users, and vocationally oriénted organizations for professionals (e.g., blind lawyers, blind
secretaries, and blind computer p-ogrammers). ACB’s 52 state chapters monitor State laws
affecting the blind. The national office offers free direct legal assistance to groups in
discrimination and benefits cases and to individuals in precedent cases. The Council
overates "The Washington Connection," a legislative hot line offering updated information
toll-frec at (800) 424-8666 during non-working hours. ACB also awards scholarships to blind

postsecondary students.

Information Services: - ACB holds periodic workshops for the blind on advocacy and

leadership training. The organization has information about agencies and schools for the
blind, scholarships; electronic aids, legislation, and legal rights. It can often give advice
about specific legal problems over the phone. If ACB is unable to. give legal assistance, it
will provide referrals to other possible sources. The Braille Forum, a free monthly magazinc

updating developments in legislation, education, technology, leisure activities and
emplcyment is available in large print, braille, or cassette, and in Spanish. Affiliatés and
chapters also have newsletters.

American Diabetes Association Inc. (ADA)
Natiocnal Service Center

P.O. Box 25757 .

Alexandria, VA 22313

(800) 232-3472

Handicapping Conditions Served: Diabetes mellitus,
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Users Served: Persons with. diabetes, physicians, dieticians, diabetes educators:

ﬁré '5}'?&7}'52(1’&6?1’: Thc Amcrxcan Daabctvs Assocratron (ADA) Inc. is a natronal "wmbcrshrp
organization for professionals ard lay persons; with 58 affiliates (state and large city) and
750 local i‘héﬁtéi's . The t'»'vofol'd ‘mission_of ADA is to_promote the search for a preventive

fanirhcs Through its cxtcns:ve rcscarch program which supplemcnts the Establnhcd

Rcscarch Invcstrgators Program of the Natronal Instrtutes of Health (NIH), ADA attracts

dcvelop new and innovative ideas esscnual in procurmg Iong term support from NIH.

Informatgon: ADA conducte profcssronal scmmars, scrcntrflc mcctmgs and postgraduatc
courses for physicians and other health professionals. It publishes a monthly research
journal for researchers, an¢ a bimonthly clinical care_journal and newsletter for the

clinician. For persons with diabetes, it publishes a variety of pamphlets; books and

cookbooks. The bimonthly magazine and quarterly newsletter include articles on recent
research, nutrition information, recipes and hints for 'iving with diabetes. Affiliates and
chapters sponsor monthly educational meetings, ia-hospital orientation, weekend retreats;
and a suminer camping program for children. They also serve as a referral source to
appropriate direct carc agencies. - ADA offers a free information package for persons with
diabetes; there is a charge for periodicals:

Aimerican Foundation for the Blind (AFB)
15 West 16th Street -
k, NY 10011
(212) 620—2000
Handicapping Conditions Served: Blinduess, visual impairments, and deaf-blindness.
ifSérs, S‘,éi'véa": Drsablcd pcrsons and their tamrhcs profcss:onals, local agcnc:cs and
organizations, general public.

The Organization: The American Foundation for the Biind (AFB)Vwas established in 1921 to

help the blind and vrsually 1mpa1red acqurre 1mprovca rehabmtatmn services and
educational and employment opportunities, and to aid those persons in daily living
activities. Through its national, regiofial, and leg? slative offices, AFB provides legislative
consultation to government agencies; and adviso:ry Services to local agencies and schools
involved iin direct services.: AFB conducts national and local surveys on psychosaocial needs
of the blind, and technological research leading to the design of a variety of devices which

help the blind person to lead an independent life. The Foundation manufactures (or adapts)

and seils more than 400 such devices, including braille watches, measuring instruments, shop
tools, and braille games for adults and children. AFB records and manufactures about 500
talking books per year for the Library of Congress, National Library Service for the Blind

and Physically Handrcappcd {see scparatc entry).

AFB’s six rcgronal offrccs provrdc a link bctwccn consumcrs and prov;dcrs of services.

They are located in Atlanta, Chrcago, Dallas, New York; San Francisco and Washington, BC:

Information Services: AFB publrshcs a variety of gcm:rai mtercst pamphlets and frims about

blindness, deaf-blindness, visual impairments, eye disorders, braille, assisting the blind,

activities of daily living, travel, rehabilitation, education, devices, dog guides, aging,
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recreation and leisure; technology, employment, and careers for people who wish to work

with the blind: Single copies of these public cducation materials are free in print form;
films may be rented or purchased. Priced publications are mainly for professionals, ard

include materials on research, clinical practice. and instructionral techniques in the areas of
blindness, visual impairments, deaf-blindness, and other multihandicapped disabilities

involving -blindness. Listings of services such as The Directory of Agencies Serving the

¢d in the United States and the International Guide to Aids and
— : 1 and Visually Impaired Persons are also published by the Foundation.
A few publications are available in Spanish; some are available in largé print, braille and
cassette.

The Journal of Visual Impairmentand_Blindness covers research and practice reports, book
reviews, and legislative and organizational news, and is published in print, braille, and

recorded form. Other regular publications include the Washington Report, ane News
a newsletter for orientation and mobility specialists; and a quarterly newslett=r.

AFB’s M. €. Migel Memorial Library contains more than 37,000 books, periodicals; and other

publications on blindness. Its services are available to lay and professional people, who may

borrow materials in person or by mail.

Requests for information are responded to with the organization’s publications or with
individual letters when required. AFB makes referrals to service facilities, local agencies,
and other institutions, as appropriate.

American Heart Association (AHA)

'320 Greenville Avenue
Dallas, TX 75231
(214) 750-5300

Handicapping Conditions Served: Cardiovascular disorders and stroke, aphasia.

Users Served: Persons with cardiovascular disorders; stroke patients, health care

professionals.

The Organization: The primary concern of the American Heart Association is the reduction

of prematare death and disability due to cardiovascular diseases. To this end, the AHA: (1)
funds research on cardiovascular function and disease and stroke; (2) gathers information
on_all aspects of cardiovascular disease and stroke; and (3) disseminates the information to

professionals and lay persons through its publications and thé media.

Information Services: - AHA’S 20,00,lb,éé!iiﬁ'fili@i;t;c} act as information and referral centers.
Public 'cdiicatidri,axid,fcdiﬁm’ﬁh:it'y: programs focus on the carly recognition, diagnosis and

treatment of cardiovascular diseases: Topics include risk factors, early warning signs of
heart attack and stroke, control of high blood pressure, rheumatic fever prevention; and
cardiac and stroke rehabilitation. Also available to lay persons are directories of cardiac
rehabilitation units. Professionals can obtain printed materials on successful rehabilitation
programs and facilities, exercise testing and training; and standards for testing laboratories.
Journals are published for physicians and researchers, and three cardiovascular disease
newsletters are printed for physicians and nurses: Publications are available from local

affiliates (from the national office for foreign requestors). There is.a nominal ch arge for
materials ordered in bulk: Some information is available-in Spanish.- AHA holds

professional continuing education seminars nationwide, Each AHA affiliate acts as a
referral agency to direct services available in its locality, such as cardiac and stroke
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rehabilitation centers, dieticians, smoking cessation classes and dieting workshops. For

information, ccntact a local AHA office:;

Afﬁéiiééﬁ Lung Association (ALA)
0 Broadwa
New York, NY 10019
(212) 315-8700

H&h&iéﬁbbihé Conditions Served: Respiratory conditions.
Users Served: Disabled persons, phys:cxan health care profess:onals

The Orgamzanon The American Lung Assocxat;on (ALA). seeks the eradication and control

of tuberculosis and chronic obstructive pulmonary diseases, including chronic bronchitis,

asthma, and emphysema. It develops materials and programs of professional and public

education and research in four major areas: (1) occupational health; (2) clean air

conservation; (3) smoking and health; and (4) pulmonary disease. The mcdxcal arm of the
ALA, the American Thoracic Association, conducts specific research and acts as a medical
advxsor to the ALA and its 82 affiliates and 59 constituent (state and large city) lung
associations. These offer some direct services, sucn as smomng cessation clinics and

breathing 1mprovcment classes: ALA provides sced grants to young researchers, and
fellowships and grants to universities:

Informatwn Serwces* Prmted matcrlals f:lms and ICSOUI'CC matcnals on cmphys;ma chromc

avaxlable frce to lay and mcdlcal persons chg[al pamphlcts are avax!,ablc in Spamsh, The
American Thoracic Society publishes a monthly professional gdij’rﬁgl and is a source of

information on pulmonary rehabilitation centers; smoking cessation clinics, and Federal and

national facilities and services. Local and constituent iung associations maintain local

directories of facilities and direct care provxdcrs and act as lung mformatlon and rcfcrral

ccntcrs For information, contact the ALA at the above address or a local lung association

listed in the telephone book.

ic,an,,NarcoIeps Association (ANA)

Bo :5846-9 22 O
Stanford. CA 94305

Handicapping Conditions Served: Narcolepsy and other chronic sleep disordars.

_|

Users Served: Disabled persons, health care profe's'siorsai’s,— gétiétal pﬁblic.

the many problems. assocxatcd with narcolepsy and other chronic sleep disorders. Incorrect
diagnosis, inappropriate and sometimes even dangerous treatment are common for this
disorder. Narcolepsy exerts a crippling effect on learning, memory, attention and
motivation. The cause of narcolepsy is not -clearly understood; it can strike anyone at any
age and is estimated to afflict more than 250,000 persons, many undiagnosed. Members of

ANA form self-help groups and hold meetings for mutual support:

1nformanpn Servtces.,, ANA dxstnbutcs mformatxon about narcolcpsy to membcrs thc
medical profession and the gencral public. Available are: Narcolepsy: A Ngn‘Medxggl
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; ] : ysician Whose Patient is Afflicted by Narcolepsy; and a 27-
minute, 16 mm educational film about narcolepsy entitled "Keep Us Awake.”

Amencan Parkinson Disease Association (APDA)
John Street

Ne: w-York; NY-- 10038

212} 132 9559

800

Handicapping Conditions Served Parkinson’s dlscase
Users Served stablcd persons and thcxr fammes hcalth care profcssmnals, researchers.

The Orgamzat:on., Thc Amcrncan Parkmson Dlscase Assoc:atlon (APDA) was foundcd for

the putbosc of pro'vndrnrng mformatlon about the various Services available to patiecnts with

Parkinson’s disease and for making funds available for research in new drug therapies: It
subsidizes Parkinson’s Disease Information and Reférral Centers in 30 locations throughout
the Umted Statcs which provide treatment and act as local referral sources. The APDA
awards resezrch grants to universities and. hospitals; In addition, each year a $50,000 Senior
Research Fellowship is awarded to an outstanding medical researcher for a three year

period; to aid in findinz a cure for Parkinson’s disease.

{nformatmn Sefvzcer APDA publnshes four pamphlets and a twice yearly. ncwsictter for

Paikmson patlents and the:r famlhcs Thc four. pamphlcts are: (1) Thc Pgrkmsgn ’s Disease
Hand ool ' Aids, estions
to Helg ¢ Py njwa%hqlafkm isease in the Activities of Daily lemg, (3) Speech

ems in Parkinson case; and; (4) Home Exercises for Patients with Parkinson’s

Thc ncwsicttcr provndeo up -to- datc information about new treatménts, mcdncatxons and

research. The national APDA keeps updated lists of treatment centers and self-help groups
aACross. the country For patieqits in the New York C1ty area, the natlonal APDA of fice can
refer to local physicians, equipment sources, home health care services, and transportation

services.

Aiiiéilééij §ocnety for Deaf Ch||dren (ASDC)
8141'!@1 r Avenue =

Siiver Spring, MD 20910
(301) 585-5300

Users Served: Parents and brdi‘esgibnaié

The Orgamzatwn The Amcrxcan Seelety for Deaf Chlldrcn (ASDC) is a membership

organization. It acts as a clearinghouse for the exchange of mformatxon among parents of

the deaf and between parents of the deaf and professionals. A "Key Network" of parents

across the country contact and motivate others when action must be taken on important
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issues such as legislation. ASDC has 95 affiliated groups in the U.S. Canada, and other
countries.

Informatzon Servzces* ASDC provides gencral mformat:on about deafness and raxsmg deaf

chxldren to all mqunrers It refers new inquirers to other parents of deaf chiidren in their
own geographical areas, so that they can share their concerns and experiences. ASDC

provides speakers to its affiliated groups for workshops and seminars. The organization also
publishes a bxmonthly newsletter, available to members, whick includes information zbout
developments in education, legislation, and aids for deaf chi:drea.

P,QB 5 o
Portlam] , OR 97207

(503) 243-9985
Handicapping Conditions Served: Tipmitus.
Users Served: Disabled persons, health care profcssxonals

The Orgamzatzon Thc Amcncan unmtus Assccuat;on (ATA) was foundcd to conduct and

support research and_educational activities relating to the cure of tiunitus and other defects

or diseases of the ear. Tinnitus is the subjective cxp.ncncc of hearmg a sound, a ringing,

0. 1 noise when no such external physical sound is present. The ATA provides information

and referral and counseling services to persons affected with tinnitus. ‘Additionally;
information and research suppori is provided for profcssmnals in the field of tinnitus:

While the ATA has no official chapters, it offers information and assistance to about 140
tinnitus self- hclp groups across the country.

Informatzon Servzces Thc ATA has avaxlable scvcral brochures about tmmtus and thc
Association. The ATA NEWSLETTER, a quarterly publication, includes timely artnclcs and

rcsearch reports abhout tinnitus: Also avaxlabh. for sale is Tinnitus:Proceeding

International Tinritus Seminar, a compilation of scientific papers. The ATA can provide a
blbhography on tinnitus and statistical data on tinnitus patient charactcristics, as well as
public service announcements about this condition. Some material is availabie in Spanish;
occasionally materials can be translated upon request. There is 2 nominal fc2 for most
services and products.

Rcfcrrajs for patnents scckmg help fox tmmtus can be made to about 700 profcssnonals in

the United States and Canada. The ATA also sponsors workshop courses for hearing
professionals.

Amerlean Veteran&ef World War Il, Korea, and
-Vietnam (AMVETS)-
4547” Egtlies Boulevard
ng D 20706
(301) 9-9600

Handicapping Conditions Served: All handicaps.
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Users Served: Veterans with all types of disabilities.

The Organization: AMVETS is a survice organization for veterans, including handicapped
veterans. The organization operates at national, state and local levels with 1460 local posts

across the country. Its main cencerns for handicapped veterans are veterans benefits--

education; rehabilitation and employment--and legislation affecting the handicapped. A

legislative staff in Washington keeps abreast of all new legislation affecting veterans and

the handxcappcd and, maintains a close liaison with Congress. Individual advocacy is
provided nationwide through a network of service offices located at regional offices of the
Veterans Administration (VA).

Informetion Services: Although AMVETS is a memberchip organization; information and

direct services are available to any veteran or ~dependents of veterans: AMVETS’ primary

effort is at the state and local levels, through service officers and accrediied representatives.

The officers.and representatives offer counsel, information and referrals in the areas of
cducatlon, rchal\llltatlon and cmploymcnt Thcy act as thc vctcran s 1mt1al contact ih

hxs or her nghtful benefits. -At the pOSt !cvcl "AMVETS members visit_ hospxtahzcd vctcrana

to_provide whatever lay assistance they can for the patient’s rehabilitation. Professional

referrals_ and information about aids, equipment and prosthetic devices can be obtained

from most service officers and post rcprcsentatxvcs but the emphasis ol edach Iocal service
varies. The AMVETS newsletter includes reports on newly enacted and tending relevant
legislation. For information, contact AMVETS at the above address, or an AMVETS service
office at a regional VA office.

The Am: otreplﬂf Late;al Sclerosis Association | (ALSA)
§53 0- V%ntura Boulevard

uit
Sherron Oaks, CA 91403

185 Madison Avenue -
New -York, NY- 10016
(212) 679-4016

Handicapping Conditions Served.: Amyotrophlc lateral sclerosis (A LS), Lou Gchng s disease.

Users Served :Dl,sablcd persons, phys:c:ans, phys:cal .hcrapxsts; spccch thcraplsts;
neurological specialists:

The Organization: Thc Amyotrophlc Lateral Sclerosis Assoc:auon (A' SA) wag cs{abhshcd in
1984 through the merger of the former National ALS Foundation and the ALS Sociéty of
America. ALSA was formed to help ALS families live with the disease more. cffcctxvely, to
ediicate the public about the nature of ALS and to foster medical research on its cause and

cure. ALS:is a progressive, usually fatal disorder that attacks the body’s nerves and musciezs:

ALSA carries on an extensive public information program.nationwide to locate ALS patients

and provide helpful information: Ten chapters nationwide support the psychological needs

of families through peer counseling and make referrals to miedical facilities for treatment

and therapy for ALS patients, The Association supports four ALS Clinical Services Centers

in New York, ,Chxfcago,f Miami and Philadelphia; where diagnosis; outpatient and follow-up

care are provided. ALSA has funded over $6 million in ALS research since 1975. In

addition, the organization is actively involved in advocacy, working with other
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organizations concerned with neurological disorders to increase government sponsored
research.

Informatlon Services: Publications include Home Care for the Patient With Amvyotrophic

Lateral Sclerosis, also available in Spanish, and Why Didn’t Somebody Tell Me About These
Things?, a directory of information, aids and other topics of interest to the ALS patient. A
wndc rangc of pamphlcts zncludcs 1nformat10n on patxcnt fanxly scrwccs hcalth msurance

support,systcms, as wcll as ,r,cports,and, ,c,valuatl,ons of currcnt research. ,quarterly
publication; The ALS Association Newsletter, reports on current. E,ibériii‘iéutél research

developments, patient news, and sctivities of ALSA and its chapters.. News bulietins are

issued to members, if partxcularlv ncws»siorthy events .occur between jssues of the neWslettcr

Professionals in the field, as well as patxcnts and their families; are cncouragcd to use ALSA
as a clearinghouse of information on the managecment of ALS. There is no charge for
information; ALS clinics may charge patients for specific services.

Artﬁrltlsfﬁ gunijgtjgn
1314 Sp rm Street, NW
Atlanta, GA 30309

(404) 8’72-7100

Handicapping Conditions Served: Arthritis; rheumatic diseases:

Users Served: Persons with rheumatic diseases and their families, health care 5r6i‘ééé56:§éis.

The Organization: ‘The Arthrms Foundation is-a national voluntary hcalth association
committed t'o',f'in,dmg the cause; prevention and cure for arthritis and other rheumatic
diseases. lts_programs inciude support for scientiric research, training specialists, public
information and education; and help within the community for people who have rheumatic

mscases The 71 local chapters and divisions of the Foundation provide basic information

as well as assistance in locating treatment specialists, ciinics and other agencies to help with
rnysmal fmancxal and emotmnal problems caused by arthrms The chapters support a
vanety of local servxces, mc!udmg mformatmn and cducatxon programs, support groups,

z’nformatzo,z Services: The l-oundatxon dlsscmmatca mformatxon about new drugs and

therapies to its chapters and to professionals in the arthritis treatment field. . A variety of

lay and professional pamphlets are available from the Foundation’s local chapters, including
information on specific forms of arthritis, various treatments, and solutions to physical ard
emotional problems associated with arthritis. Some inaterials are available in Spanish.
Chapters maintain lists of medical and ,commumty services and make referrals Uupon request.
The Foundation holds national and regional scientific meetings and continuing community
education programs to advise local physicians of the latest clinical advances.
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Asso:iiaﬂtion for gll:gdjren and Adults with Learning
- Disabilities -

4156 Library Road. . -
Pittsburgh, PA 15234
’412’ g -1515

5
412) 341-8077

Handicapping Conditions Served: All learning disabilities.

\

Users Served: Disabied persons, parents, teacheis.

The Organization: The Association for Children and Adults with. Learning Disabilities is a

membership organization for professionals, adults with learning disabilities, and parents of
children with learning disabilities. . The national ACLD office provides general information
about learning disabilities, while the 800 local chapters provide referrals to physicians and
treatment centers. One of the prime functions of the national ACLD is thé advocacy of
educational and rehabilitative legislation affecting learning disabled persons. The ACLD
conducts its own research into the link between juvenile delinquency and learning
disabilities. With its state affiliates; ACLD works direcily with school systems on early

identification and diagnosis, as well as remediation in resource and special classroom
situations. Direct services, such as pareat counseling, nursery school, and day camps are

provided by many of the local chapters; no direct services are available at the national level.

I formation Services: - Through state and national conferefices, the ACLD distributes

information on new technology for teaching learning disabled persons. For these meetings,
ACLD gathers outstanding professionals to speak and answer questions concerning the

nature of learning disabilities and the education available to learning disabled persons.
Pamphlets and scientific reprints are available at no cost. National lists of colleges, private
schools, and summer camps with facilities for learning disabled persons are compiled and
updated by the national organization. The ACLD newsleiter covers clinical advancements
and legislative developments affecting learning disabled persons. A bibliography of more
than 400 professional and lay publications on Jearring disabilities is available.

Association for Persons with Severe Handicaps {TASH)
7010 Rooseveltw?, NE

Seattle, WA 08115

(206) 523-8445

Handicapping Conditions Served: Severe physical handicaps and profound mental
retardation.
Users Served: Parents, administrators, teachers, medical nersonnel, researchers, speech

pathologists; occupational and physical therapists;

The Organization: Formerly the American Association for the Education of the
Severely/Profoundly Handicapped, the organization was fcunded in 1974 to respond to
changes in legislation affecting persons with handicaps as weli as to address the nced for

quality education and services for individuals experiencing severe and profound

handicapping conditions. As reflected in the name change; the organization has expanded
its range of concerns to include all seivices to individuals with severe and profcund
handicaps and is no ionger limited to education. An international membership of over 6060

inciudes parents and professionals. TASH advocates comprehensive, high quality, integrated

education and habilitative services; disseminates research findings and practical applications




for education atcd habilitation; = ncourag"s effective use and shanng of expcrxencc and

expertise; and supports those actively making the promise of cuality education and services

4 reality.

TASH chaptcrs are. bemg chartcrcd at locas lcvcls to facilitate mcrcascd involvement in
local concerns. TASH has chartered or is developing chaoters in 33 statss. TASH chapters
are also located in several Canadiai provinces. New TASH chapters arc continually biing
formed. A membership fée is charged.

{nfarmanon Service: TASH pubhshes a montﬁly Ncwslcttcr and a quartcrly Journal

containing. articles on new research trends and practices in services to individuals

experiencing severe and profound handicapping conditions. Additional pubiications include
four volumes of Teaching he Severely Handicapped, which reporis on current research and
innovatioas, and Methods of Instruction with Severcly H. udicapped Students. Books,
papers; reprints from past issues:of-the Journal and blbllggraphxcs are available on subjects
such as vocztional training, curricula, and working with families. A bitliography of special
interest to parents of children _with severe handicaps is available from TAS' and includes

rcfcrcncc materials on. advocacy, recreation; and self- hclp SklllS dcvc!opmcnt Origomg

s:xrvcys ric*ade those on mtcgratcd public schools and parent nceos A pubhcatxons and
prlcc hst can bc requestea TASH has a parcnt to parent nf*twork of commumcatnon By
who,are mvolvcg ln 7.ocal parcn,t,suppo,rt and advoca,,cy,,groups, TASI—I is ablc,,to put
in”q'ui'rérs i'r; touch 'With parents With simila'r cencerns.. TASd also 'masm'ain's a_register of

cducatxcm trammg of pcrsonnci etc. Referrals to dxrcct service provxdcrs, including

schools, clm'c?s and vocationa! rehabilitation services, are made by letter or phone. TASH
also holds an annual conference.

Association for Retarded Citizens of the United States (ARC)
National Headquarters
2591 Avenue J - - -
lington, TX_ 76006
(S5 16-6204

Handicapping Conditions Served: Mental retardation.
Users Served: Disabled persons, parents; teacners, professionals:

T‘xe Orgamzanon' Thc goals of tﬁe Assouatlon for Rctarded szf'ns (ARC) are to prevcnt
rm.ntal retardatmn, find cures, assist mcntall, rctardcd persons in thexr da:ly hvmg, and
provide support for their families. ARC’s Research and Program Services Department
conducts and SponsorS projects to improve conditicns for persons with mental retardation.
Areas of concern include: {1) research studies on prévention and cure; (2) training
volunteers who work with mentally retarded persons; (3) developing demonstration madels

for educational; training, and residential facilities; (4) developing effective advocacy

systems; and {5) furthchng employment opportunities for mentaily retarded persons.

ARC’s 1300 state and local units provide a variety of direct services to mentally rctarded
persons including day care centers, Sheltered workshops, preschool programs -and
transportation services. ARC works on the national, state, and local levels to communicate
and interpret the needs of persons with mental retardation to the public and to government
agencies.

31



Information Services: ARC answers lay and professional inquiries about mental retardation

through publications or by letter. The Association maintains a file of pr~fessional and lay
ariicles, which it uses to research specific questions or to compile bibliographies. ARC’s

own publications are extensive and include pamphlets, monographs, books, handbooks and
audio-visuals related to parenting; child development; citizen advocacy, civil rights,

education, recreation, vocational rekhabilitation, pregress in_research on preveation and
cures, prevention methods; and statistics. Gencral pamphlets about mental retardation,
Down’s fyndrome, and the Associaticn aud its activities are also available. The Association
pi.blishes newsletters devoted to local ARC projects, research and legislative activities, It
rrovides technical assistance throgh a Bio-engineering Program and On-the-Job Training

Program. ARC zlso provides access to ARCNET, ar. electronic maii netwerk: A few of
ARC's publications are available in Spanish. There is a nominal fee for publications.
Information about direct services may be obtained by contacting a state or iocal ARC unit.

Emeryweod Lane
Orlando, FL - 3280
(305) §59-2821

Handicapping Condiiions Sérved: Birth defects of all kinds; especially those caused by
environmental agents.

Users Served: Disabled persons, parents, teachers, and health care professionals.

The Organization: The Association of Birth Defect Children (ABDC), formeily the

Association of Bendectin Children, was established in 1980 to provide information and
support to families of childrsn with birth defects of a nongenectic nature, caused by tiie
mother’s expos.re to drugs, chemicals, radiation; and other environmental agents. Families
of children with geneticallv caused birth defects are rot excluded from membership. ABDC

is developing a birth defects registry, which contains demographic and medical history data

from member families throughout the United States and Canada.

Information Services: The Association’s inquiry resbonse service is geared primarily to
parents and people in the medical and health related professions: It makes referrals to
organizations working with specific birth defects. The Association also publishes a
quarterly newsletter.

Asthma &Allem\;’oundation of America {AAFA)
1835 K Street,
S,U!t,e; ﬂP*QOO . o
Washmston,DC 2000
3-2950

(202) 2
Handicapping Conditions Served: Asthma and allergic diseases.

Users Served: Dlsabled persons, parents, teachers; allergists, primary care physicians, nurses,
respiratory therapists.

The Organization: The main goal of the Asthma & Allergy Foundation of America (AAFA)

is to cure asthma and allergic diseases. In pursuing its goal, AAFA seeks new and more

effective controls for these widespread diseases and better health choices for over 35 millinn
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v:sual a.nd,s and natl,onal awareness programs, Asthma Carc Trammg for K1d° (ACT) a sc“‘-
management education course for children 7-11 ané parents is offered by over 50 certified

local groups.. Health fairs, free community conferences and workshops are preseried by the

4 statc chaptcrs and 19 local chaptcrs of AAFA. Local volunteers arid med:cal advisors

offer support and referral services via the chapters. AAFA also sponsors the Asthma

Athlctc of the Ycar compctmon awardmg six college scholarshxps from $1000 to $10 000 to
outstandmg high school seniors who excel in academics and athletics.

Inj’ormatzon Servzces AAFA rcsponds to mail_ ihdijiriés for gencral advice and resources.
Pamphlets for patients and_the public are available on asthma, hay fever; mold allergy, _drug

allergy, sinusitis, allergy in children, insect allergy, exercise and asthma, and the immune

system: The Foundation publishes the bimonthly national newspaper, The Asthma % Allergy
ADVANQ ; Consumer Information Bulletins, as new facts become available: and the Allergy
ngxg ngg'a, a completc mcdxcal gmac in papcrback Aud:o vxsual matenals mcludc

color. documcntary film about asthmatic Olymplc spnmcr Jeancttc Boldcn) Thcsc fxlms are
available to groups on free loan. There is no charge for general information but there is a
nominal fee for newspaper subscription and for pamphlets.

ni:leil Veterans Association (BVA)

735 DeSaIes Street NW
ashington. DC 20036

T LA TR

Handzcappmg Conditions Served: Blindness.

=8

T'xe Otgan.’auorx The B'mdcd Vctcrans Assoc:atxon is a mcmbershxp nrgamzatxo-l for

veterans blinded durmg or at'ter their mxhtary service. Advocacy, assistance; and fellowship

are the goals of the organization. Direct services are based on the one-to-one principle that
a blind veteran can most effectively motivate another blind veteran. BVA’s Ficld Service
Program, partially funded by the Veteran’s Administration (VA), is carried out by field
rcprcscntatxvcs thcchlvcs blmd who v151t blmd vetcrans who have not bccn rchabnhtatcd

fam;ly BVA’s Gutrcach Employment Program partxaily fundcd by the Department of

Labor, tries to c0nvmce cmployers, through pubhc scrvice advertlsxng and dlrcct contact to

Thcy also offer co,un,senng 1n,1ob ,dlscnmmat;on, cases. BVA has 40 state groups whosc
volunteer members help to provide the otganiiétidﬁ‘s direct services.

hszrrﬁ&tz&n Services: BVA publlshcs a bjmonthly ncwslettcr, BVA BJJLLETIN whnch is

sent free to all blinded veterans for whom current addresses are available, whether or not
they ars BVA members. It is also sent to many professionals in the field of blindness. A
sounds'ieet version of the Mﬁ 1s sent to all membeis 2nd associate members. The
newsletter contains news of association activities, legislative developments, human interest
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stories about blmd veterans and. mformano’t about new axds and appliances. Pamphlets

describing the BVA and its principal programs are available at no cost.

g’h:J‘ :anillellgﬁters Ch:ldhood Cancer Foundation

Stree’,
Suite. ﬁe ree

ashmgtom DC 20006
(202) 659-5136

Handicapping Conditions Served: Childhood/adolescent cancer.

Users Served: Parents, teachers, medical and social professionals who treat
children/adolescerits with cancer.

Tize Orgamzauon* The. eandlchghtcrs Foundatnon is an ;ntc.r*iatxonal orgamzatxon of groups

of parents who have or have had children with cancer. Believing that "it is better to light

one candle than tc curse the darkness,” the organization works through its more than 225

chapters throughout the world to provide a variety of support services to families with a
child cancer patient, including crisis lines, a parent-to-parent buddy system, and self-help

groups. Individual chaptcrs offer other services, which_ vary from group to group. The

Foundation helps new chapters form and links existing chapters: Membership in

Cand‘clxghtcrs is open to_anyone interested in the control and cure of childhood cancer and
in meeting the needs of families of chiidren who have cancer, including professionals in the

medical and social services fields.

chnstcrcd lobbyxsts at the metropolitan Washmgton DC chaptcr tcst;fy at congrcsSvcnal

hearings and coordinate the legnslatxvc action programs of local parent groups:

Information Serwces Thc Foundatlon dxstnbntcs blbhograp}ucs in the followmg areas:

childhood cancer in_ gcncral, materials for parents, and books for children at various age

levels covering cancer and dying.  An organization and information handbook is available

to parents who want to start a new group. Candlelighters also sponsors conferences for

parents, publishes a quarterly newsletter and a newsletter for: -teens; and serves as a

clearinghouse on state and federal programs. Newsletters are free; there is 2 nominal charge
for other publications. The Foundaticn operates on a grant from the National Office of the
American Cancer Society; Inc. and tax exempt donations.

Center on- Human Pollcy

yracuse University
4 6 Huntm ott Hal!

Héiidié&bﬁiﬁé Conditions Served: All handicaps.
Users Served Dtsablcd persons, parents, profcss:onals

The Orgamzatxon Thc Center on. Huma.n Pohcy is an advocacy and xcscarrh orgamzatlon

committed to the rights of people witk disabilities to integrated educational, vocational,

rehabilitative; and residential services. The Center holds local, regional, and national

workshops on ngh:s. advocacy strategies, deinstitutionalization, and attitude changc towards
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disabled studerits for regular classroom teachers. The Center also offers advice and backup
assistance to individual consumers and advocacy groups.

riiformation Services: Through the Human Policy Press, the Center publishes books, stides,

and posters related to advocacy, teaching resources, institutional treatment of disabled

persons, and. mtegratnon A cataiog of publ cations is available free upon requcst Thc
Center provides consumers with information regarding legal rights and strategies for changc
It provides consultation to public schools and other agencies on the integration of
handicapped persons$ into the community. . .

Géﬁéﬁiﬁéis Grganlzatwn for the Hééi‘qiig Iﬁiﬁéliéﬁ I,nc. (COHI)

c/o National Association for Hearing and Speech Action
10801 -Rockville Pike-
Rockville, MD 20852

(800) 628-8255
Handicapping Conditions Served: Hearing impairments.
Users Served: Disabled persons.
The Organization: The Co'asumcrs Orgamzati'd'n’ for tht Hearmg Impalrcd (COHI) was
formed in December 1977 by-the Washington Area Group for Hard of Hearing and the
Organization for Use of the Telephune. Its purpose is to arganize the diverse groups of

hearing. 1mpa1rcd people--workers, students,. pirofcss:onals homemakers, parents--to act as the

national voice of the hard of hearing on consumer issues: One of the immediate objectives

of the. orgamﬁzﬁgt;qnf:; to assure the presence of amplification systems in such facilities as
auditoriums, university classrooms, theaters, movies and meeting rooms in public and private
buildings. Long-range goa' include pronioting: (1) thke modification of all public
telephcues for heariag aic wearers; (2) research in the fields of hearing disorders and
hearing aids and devices; and {(3) Federal and state financial assistance.for rehabilitation
services and aids for the hearing impaired.

Information Services: _ COHI has orgamzatxonal mcmbershlp mformatxon and detaxled

1nformatxon sheets sxplammg how consumers c¢an assemble thexr own pcrsonal
communications systems, how organizations can establish Assistive Listening Devices Centers
anz related material, available free upon request.

G ey's Anémla Faundat:on Irc.
(15 East 22nd Street

St,uge 911 -
ew \ﬁork NY 0010

598 11
,,,,,, 221-357
800 §22-7222 (NY)

Handicapping Conditions Served: Cooley’s anemia (thalassemia).

Users Served: All mtcrcstcd persons.

The Orgamzanon Thc Foundatlon is commxttcd to thc crad:catxon of thxs gcnctxc blpod
disecase which was once thought to occur only in those of Mediterranean heritage, and is
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now found in ethnic groups from 22 other countries. In the fatal form, it is identifizble
almost at birth.

The Foundation operates a patient service program and offers medical supplies at no cost
which include: drugs, infusion pumps and batteries. They also offer genetic Equnsclrmg and
can direct interested parties to fres testing centers. An ongoing public education program

alerts the at-risk population to the dangers of Cooley’s nemia: The Foundation funds

research projects here and abroad and conducts worldwide s; mposia on the disorder.

I'oundatlon also mamtams a spcakcrs burcau

Gomelné deLange Syndrome Foundation (CdI:S Foundatlon)

0 Dver Avenute -
ollm sville, CT 06022
203) 693-0159

Handicapping Conditions Served: Cornelia deLange syndrome (CALS).
Users Served: Disabled persons, parents, *2achers, anyone interested in CdLS.

The Organization: Estabhshcd in - 1977 the Corncha deLange Syndromc Foundatlon s purpose

is to increase awareness about CdLS to encourage accurate and early diagnosis and _to enable

families and professionals-to make rcsponsxblc decisions about planning for present and

future care of affected children. CdLS is. a collection of specific medical signs and

symptoms of unknown_cause resulting in mental retardation, disiinctive physical

chanactenstncs, dclaycd psychomotor dcvclobment and fecdmg and behavnor problcms The

Foundation serves as a support system for chlldren affected by C4LS and their families.
Support for research on CdLS is a continuing focus of the Foiuindation.

Information Services: The Foundation pubhshcs a dlrcctory of parents and interested
persons and a- pamphlct "Facts Abvout CALS." Reac ; A bimonthly newsletter for

families and friends of peop’c with CdLS, rcports on Foundatlon activities, members’
rescarch developments and treatment programs: A Spanish translation of the fact sheet is

available:

Councul of Citizens with Low Vision (CCLV)

Gréénwood Avenue
32200, 007
K amazeo, at

Handicapping Conditions Serves - Visual impairment.
Users Served: Disabled persons; parents:

The Orgamzatmn' Thc Councxl of szcns w1th Low Vllel'l (CCLV) was founded in 1978 to
meet the particular needs of partially sighted persons. The basic purpose of the
organization is to hclp par.tally Sighted persons to be more independerit and thus less
dependent on costly public and private services. Toward that goal, the objectives of CCLY
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include: (l) estabhshrng the. rrght of . partxally srghted persons to. fully utrlrze remarnxng

eyesight through aids, services and technology; (2) providing a mechanism for individual

expression of needs, preferences and interests of partially sighted persons; (3) educating the
public, professionals and persons with low vision themselves as to their capabilities and
special needs; (4) establishing outreach programs to -ensure accessibility to services; (5)
promoting research -in_various fields aimed at improving the lives of persons with usable

residual vision; and (6) supporting the development of pre-service professional training

programs _to establish and expand low vision services:. The five state chapters and orie local

chapter of CCI;V conduct Iocal programs. based on speCrfrc needs in their respectwe areas

In addition to its annual conference with educational programs, CCLV actively promotes
relevant legislation, statewide and nationally, and advocates for adequate srgns on public
facilities. The Council also provides scholarships for professionals who work in the field of

low vision. CCLYV is 2n affiliate of the American Council of the Blind (see separate entry).

Iiifoiﬁiizir‘oii Services: CCLV. offers sevcral pamplilets dcsanrng the organrzatron and rts

mission and. a brbhogr’aphy, Understanding Low Vision. A quarrerly newsletter reports on

resources, new developments, research, chapter news and conferences Materrals are
available in large print. A nominal membership fee is charged, which includes the
newsletter subscription and a free subscription to the American Council of the Blind’s
magazine, The Braille Forum. CCLV makes referrals to low vision services in local areas.

E&Etl&ﬁbrosrs Foundation (CFF)
WQfExecutwe Boulevard
kville, MD--20852
301 881-9130_
800 FIGHT CF

Handicapping Conditions Served: Cystic fibrosis (CF), chronic disease affecting pulmonary
and digestive systems.

Users Served: Disabled persons, parents, teachers, researchers, doctors, nurses, therapists,
caregivers.

dxgestjve organs and other major organs of the body.. Srnce there is yet no cure or long

term control of this most common genetic killer of children, CFF works through its 59

chapters to alert the general public to symptoms of the disease so early diagnosis and
treatment may prolong life of victims. The Foundation helps fund 126 treatment centers,
and makes grants to scientists, medical centers; and other organizations involved in reséarch.
Annual conférences are held for professionals in the field to present current research and to
plan future projects-and guidelines for treatment. CFF belongs to the International Cystic
Fibrosis (Mucoviscidosis) Association which includes organrzatrons from 26 _countries:

Advocacy and public awareness campaigns are conducted locally as well as nationally; locai
seminars and meetings for patients and their families are held periodically. Because of
progress in diagnosis and treatment, many CF patients are living into adu.thood. As a
result, there is a widesprea. growth of young adult groups through which paticnts share
their experiences in coping with the disSease.

1nfotmatmn Servrces For professronaJs pubhcatrons rnclude a

Mmmrns_m_o_cism_&b_ Medical Information. Guidelines for Health Psrsonnel and
A Teacher’s Guide to Cvstic Fi Q[ngs A number of other materrals have been prepared for

teachers, parents and the general public. News of local group activities as well as articles
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dcalmg thh ‘natiou.. programs and. qucstrons of hrg‘rcr cducatxon marnagc and famrly

plannmg, and vocational training are available in the Foundation’s quarterly publication,

Commitment: LEists of publications; audio-visual and tea"iung materials, medical centers,

and local chapters are available on request: Most information is available at nc cost.

7 fg mmun i ons Institute (DCI)
yville, MA,,ﬂl 5 ****
(ﬁ?) 872-9406 (Voice and TDD)

Hand:cappmg Conditions Served: Dcafncss, hcarmg 1mpaxrmcnt dcaf blmdncss

Users Served Dlsablcd pcrsons parcnts teachcrs profcssmnals workmg wrth hearmg

'UU”

impaired persons, organizations of deaf persons and those serving deaf and hearing-
impaired persons.

The Organization: Founded in 1980, Deaf Communications Institute (DCI) is a nonprofit
organization for improved communications -Services -for hearing-impaired persons:

According to its by-1aws; at least 51% of DCI’s Board of Directors must be deaf: Through

an international electronic_mail service for deaf. people called DCI Deafnet, the organization

serves a group-of deaf users; schools with programs for deaf_ students, arid hearing peoplc

who have an_interest in the deaf community. This service makes use of Telemail,

commercial electronic mail service owned by Telenet, a division of GTE (General Telcphonc

and Elcctronxcs Corporatlon) Internatlonal Commumcatxons lertcd provndes thc

bullcfm boards acccss:blc to thc cntrrc mcmbershrp Wthh grvc announcemcnts and news of

interest to the deaf community, opportunities to meet others; and a forum for discussion.

Electronic mail is a fast and efficient communication method, saving money on direct calls

to individual members and convenient for picking up and sending messages, particularly

when different time zones are involved.

DCI alsc operates the DEAF MESSENGER in the Boston community which is an
experimental TDD-compatible electronic bulletin board accessed by TDD.

Information_Services.. Brochures are available dcscnbmg thc DCI orgamzatlon and services

offered. Anyone can join the DCI Deafnet electromc message service on GTE Tclcmall by

completing the application form and paying 2n annual membership fec. Membership- is open

to any interested person. Rate shoets are available from Internationai Communications
Limited-(the billing agent) through DCI Deafnet. Interested individuals can join DCI
without jommg DCI Deafnet or Telemail.

DCI also provxdcs tcchmcal consultatxon on tclccommumcatxons to groups of deaf pcoplc

and gives testimony at government hearings.
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Deafprléle. Inc.
Box 10176 -
Washm ston;-DC--20018 T
292 635-2050 (Voice and TPD
635-2433 (Voice and TDD
202 636-8330 (Voice and TDD

Handzcappmg Conditions Served: Deafness and hearmg impairment.

U;ers Served Dlsablcd persons, parents, hosprtal administrators and staff other health care
professionals.

The Orgamzanon Dcafprrdc, lnc is a nonprofxt orgamzatron Wthh works for thc humdn

rights. of deaf pcoplc and thcrr famxhes by bringing together deaf and hearmg persons, and
provrdmg opportunities for thcm to develop their potential as advocatcs Deafpride assists
groups to organize and work for change, in the District of Columbia and throughoiit the

United States. Dcafprrdc offers activities and programs in leadership/advocacy
development; family life; bilingual studrcs/dcaf culture; health services access; technical
as istance, information and referral; and sign language programs. The organization also

provides. interpreting services and conducts workshops and in-service training for health

ser~ices consumers and provracrs. Dcafprrdc can design programs, conferences or workshops
to meet thc spccrf;c nceds of a group or institution and can provide speakers and panelists
from the deaf commiunity.

Inj'ormanon Servzces Dcafprrdc has produccd a brochurc dcscrrbmg 1ts scw:ces and. a
booklet on_access to medical services for deaf patients. Dcafprxdc S

quarteriy newsletter which covers news of the organization’s. actxvxtncs and. projects;

conferences, resources, - and othcr 1tcms of interest. Dcafpndc also pubhshcs Pgrspgctrvg
and Options, a collection of posxtxon papers, as well as other pohcy/conccpt papers. There is
a membership charge (includes newsletter subscription) and fees for training sessions, sign
language classes and interpreting services.

Blsablllt§ nghts Center

1346 annfgéﬁéiif Avenue. NW
asﬁmgton. 20036
(202) 223-3304

Handicapping Conditions Served: All handicaps.
Users Served: Disabled persons, attorneys.

The Organization: The Disability Rights Center was established in 1976 to advocate for the
rig}its 6f éll disébléd persons. At present; the Cctiti:r is 'p”rima'rily iﬁVblVéd iti mbhitbriﬁg

employment of dxsabicd pcrsons, as rcqurrcd by Section 501 of the Rehabilitation Act of

1973 and Section 403 of the Vietnam Era Veterans’ Readjustment Assistance Act of 1974.

Information Services: The Center dnsscmmates copies of rcscarch rchrts and proposals for
changc Rcscarch 1nto mcdlcal dcvrccs rcsultcd 1n two pubhcahons X -

deals with cmploynicnt of haridrcappcd individuals in the Federal civil service. It is
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primarily for chcrari chp}pyecs and apphcants and seuondanly for thcxr attorncys Other
publications focus on understanding disability, employment discrimination against disabled
persons, a discussion of telethons, and mcthods for readers to appraise and imprové théir

daily newspapers. A price list for these publications can be obtained from the Cénter.

D[S&b]l!ty nghrs Education and Defense Fund Inc. (DREDF)
2212 5 h Sh:e&t PR
% CA 947106
415 644-2555 (Voice
415) 644- 2629 TDD

Handicapping Conditions Served: All handicaps.

Users Served: stablcd pcrsons and thcxr famxhcs orgamzatxons concerned with disabled

persons, attorneys, legislators.

The Organization: DREDF, founded in 1979, is a national nonprofit organization run
primarily by disabled persons to achieve the goals of the disability rights movement. It
monitors _legislative and educational efforts and conducts training and research programs:
DREDF has been -very active in the training of disabled persons and their families in the
application of their rights under Section 504 of the Rehabilitation Act of 1973. Recently it

organized 2 national effort to prevent dcregulation of Section 504. DREDF conducted a

study on_the educational experiences of disabled females. More than 185,000 disabled
women, girls and their parents were contacted to ascertain the level of treatment in

education, employment, health, and social services. An executive summary of the study is
available free of chargc from the above address.

Informatton Serwces 'DREDF offers concise and. up to-date information on civil nghts of

disabled persons to attorneys, federal agencies, legislators and their staffs. The Disability

Rights Review, the organization’s free quarterly newsletter, reports on Icgnslatzvc and
judicial activities affecting disability rights. The review is distributed to disabled people,
parents, concerned organizations, attorneys and legislators.

Disabled American Veterans (DAV)
P.O. Box 14301 . -
Cincinnati, OH - 45214
(606) 441-7300

Handicapping Conditions Served:. Service-connected disabilities of veterans of all wars, as
well as special readjustment needs among Vietnam era veterans:

Users Served: Disabled persons; VA health care personnel.

The Organization: The DAV was formed following World War I as a self-help group for
veterans with service-connected disabilities.. The 1,000,000-member nonprofit association
exists solely to serve disabled veterans and their families:. There are 51 state departments;

2,760 local chapters and 1850 auxiliary units across the country. The DAV advocates and

monitors legislation affeciing the entire range of benefits for service-connected disabled

veterans, mcludmg dxsablhty compensatxon, health care, pcns:on, cmployment -vocational
rehabxhtatxon, dcath benefits, etc. Expert counseling and claims representation is provided
to disabled veterans and their families at no cost by 270 DAV National Service Officérs
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(NSOs) located in 67 cmcs in 49 statcs and Pucrto Rxco DAYV NSO s act as attorneys in-

fact, representing clients before the VA, Social Security Administration, Labor Department,
HHS, and other government agencies. Since 1973, the DAV has sent Field Service Units to
rura: and suburban areas to Serve veterans and families living soiie distance from a4 DAV

office. The DAY has several programs-aimed at unique problems in ..pPfolc groups of
veterans. These include Veterans of the Vietnam era, aging veterans, Native Americans: and
incarcerated veterans and others: The DAY provides disaster and _emergency. relief for

disabled veterans and scholarships for children of needy disabled veterans. It also advocates

local employment programs and removal of architectural and other barriers to the
handiczpped.

Information S’éi:vicés.' A monthly news magaz:nc covers veterans’ bcncf:ts, 1ncludmg VA
health care and veterans’ legisiation. - It is-also available on cassette. General inquiries
concerning rights and benefits earned by disabled veterans should be sent to the above
address. Requests for assistance with benefit claims should be sent to DAV Natlonal Scrvxcc

Department, 807 Maine Avenue; SW; Washington, DC 20024. DAYV services are provided at
no cost to veterans and their families.

vsautonomia Foundation
370 Le;gngt:an Avenue

-York, NY_- 10017
(212) 889- 5222

Handtcappmg Conditions Served Familial dysautoncmxa
Users Served. Parcnts phys:c:ans

The Orgamzatmw Establxshcd in 1951 by parents of affﬂcted chxldren the Foundatlon now
has I6 chaotcrs m thc US Canada Grcat Br:tam a'id Is acl whxch ralsc funds for rcscarch

symptoms._ Confqu to chxldren of Eastern Euroncan :lcwnsh anccstry, famshal

dysautonomxa is a rare and often mxsdxagnoscd disease; therefore education of pediatricians

and parents. in carly detection and care is a primary concern. The Foundatxon maintains a

Dysautonomia Treatment and Evaluation Center at New York University. Medical Center for
the benefit of patients and their physicians. A national medical symposium on the disorder
is Held annually for research scientists; clinicians and health care profcss:onals

Information Services: A vancty of pnntcd ‘material is avaxlablc without cost including

handbooks on nursing a~d family care of patients, reprints_ of. articles from both

professional and lay publi. - :ions, bibliographies, fact sheets and brochures on the disease.
Lists of local chapters, schools and camps familiar with the disorder, and names of
physicians experienced in treating patients with the disorder can also be requested.
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Hystrqphrc rﬂermokysrs Bul oséi Research Association of

-Ameyrica (D.E.B

Kings County Hospital Center
451 Clarkson Avenue

Buildin

Gth,Ela’o,r
Room E6-101 - -
Brooklyn, NY--11203

(718) 774-8700
Handicapping Conditions Served: All forms of epidermolysis bullosa (EB):
Users Served: Parents, physicians, nurses, social workers, gencticists.

ffe Orgamzatwn‘ D E B R A. was establrshcd in 1979 by a small numbcr of parents of
children with EB to provide an information and support network for patients and their
families. One of D.E.B.R.A.’s primary goals is to encourage and support research into the
causes, treatment, and cure of this little understood genetic skin disorder; which leads to

localized or widespread blistering. Referrals are made to physicians, surgeons and other
affected individuals.

Information Services: The Association responds to inquiries from patients, thcrr famrhcs

and the general publrc, with. mermatxon packet~ on the nature of -EB, research information,
and Association activities. D.E.B.R.A.’s periodic newsletter {samples are free upon request)

reports on research fmdmgs local conferences and workshops, and gives. practical problem-

solving advice for patients and their family members. There is a suggested ‘membership fee,

but any donation is acceptable. Most materials are free. The Association assists families in

locating local sources of medical; social, and genetic counseling. D.E.B.R.A. maintains files

of medical information provrdcd -to physicians and other health professionals concerning EB

and its treatment, and is in the process of establishing a registry of EB patients. The
organization 2also sponsors seminars and workshops for EB families and health professionals.

Epilepsy Foundation of America (EF \)
4351 Gardéﬁ City Drive
Siiité 406 MD.. 207

(301) 455-3700°
Hah’di’cappiﬁé thdizibﬁs Served: f-:piiépsy aﬁa séiz’ﬁré a;sa;ae;s;

The Orgamzanon The Eprlcpsy Foundatxon of Amcrrca (EFA) is a natronal vo!untary
organization dcdncatcd to the prevention and-control of epilepsy and its consequences; and

to helping persons-with cprlcpsy, their families and other concerned individuals overcome

the problems associated with this condition. EFA and its 84 affiliated local groups provide

a variety of services and_ programs _for the person_with cprlcpsy EFA sponsors a number of

special_projects, such as: (1) . School Alert, designed to.improve school environments for

children with epilepsy by providing materials to help students, tcachers and other school

pcrsonncl undcrstand thc condrtmn bcttcr (2) Natronal Eprl,psy Lrbrary and Resource

information resources; (3) Trammg and Placement Scrvrcc, which provrdcs jOb trammg and
placement to people with epilepsy in 13 cities; (4) Seed Grant Support and Training,
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dcs:gned to gct prom;slng research projects started and promxsxng voung SCICnthtS into the
field of epilepsy research:

1nformal:on Servzces EFA provxdes mformatxon on cpllcpsy and 1ts conscquen.es to-any

person or group requesting it. Areas include: (1) information on epilepsy for the patient,
his fainily and frieuds; (2) educational material to individuals and groups dealing with

p.ople with scizure dlsordcrs (3) information on cmploymcnt, mcludlng vocatxonal

rehabilitation and tramxng, nghjs hiring and insurance. rcgulatxons special programs, and

the particular needs of some people with epilepsy whose seizures are not fully controlled; @

specific information on the rights of persons with epilepsy as guarantced by Federal and

state statutes; (5). housing information (mostly about discrimination and alternative living

arrangements, such as group homes); (6) transportation information; including Federal and

state driving regulations; (7) heaith service information; 1nclud1ng prevention, diagnosis,
treatment, rehabilitatior; and ma.ctenance; (8) information en economic; social and

psychological services;-such as. disability benefits and supplemental security income,

recreational services, and_individual and group counseling programs: (9) information on.the

latest research inte the causes, treatment and prevention of seizures; and (10) information

on_Federal and state. programe. that affcct people with cpxlcpsy Many local afthates offer

similar information services. Some are affiliated with epilepsy clinics or work closely with
them. Information on lacal epilepsy clinics is available from EFA. EFA publishes
pamphlcts blblxographacs rcpnnts books, cassettes; slides; films and a ncwtlcttc. The
newsletter, ; 18 pubushcd ten_ times. per ycar covcrzng news and

developments it research, legal issues, affiliate activities, national news and self-heip.

Single copies of literature are provided free; there is a charge for bulk orders and rentals

and sales charges for films and audio-visuals. A limited number of brochures have been

prepared in braille. A few general brochures are available in Spanxsh some affiliates offer
materials in other languages as well.

1736 Divisadero Street - -
San Francisco; CA 94115
(415) 921-5400

Handicapping Conditions Served: Adults with chronic brain disorder.
Users Served: Disabled persons, family caregivers, teachers and professionals.

The. Orgamzatmn' Tﬁc Famxly Survxval PrOJect is a nonprofit organization foundcd to assist

families of adults who have been stricken with chronic or progressive brain disorders

(stroke, head injury, Alzheimer’s disease, senile dcmcntxa etc.). - Its. goals include public

advocacy for those-suffering financial and emotional diStress; direct services to families

(mostly in California); and the national distribution of information on the care of brain-

damaged persons.. Through its publications and national conferences, the FSP coordina‘es

and provides specialized training for professionals, primary care givers, and other interested

persons to help them understand current research activities and treatment approachcs

Informanon Servzces Informatxon for famxhcs and professxonal xs avallablc on FSP stndy

results workshop matcnals and on adult bram dxsordcrsa, Infmmat:on on strokc and

single copies free; and F arning irvive, for which there is a fcc

This packet.provides a EoinbEéﬁénélve dnscuss:on of the vanous medical, psychological,
sccial, financial, and other factors affecting the brain- damagcd person.
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Information about new training activities, new publications, and other services is contained
in Update; the FSP's-quarterly newsletter. The FSP offers training workshops on_patient
managcmcnt diagnosis and treatment, long-term care, legal and financial issues, and other

topics upon request on a fee basis.

The Project also maintains a speakers’ bureau for media interviews, community groups,
public hearings,-etc. Technical assistance in establishing support groups;, developing
programs; and writing social policy is available to groups and organizations on a feé basis.

Founc }7 on for Children with Learnin ng
P.O. Box 2029 -

Gragd'Eentral Station

New York, NY 1016

(212) 687-7211

Handlcappmg Conditions Served: I;car'ung dxsabxlmcs

Users Served: Disabled persons; parents, teachers, pediatricians, therapists, psychologists,
legislators.

Tﬁé,O}'g'aii;izmib?!;; The Foundation for Children with Learning Disabilities (FCLD),
established in 1977, is primarily a public awareness and_funding organization. Increased
pubiic awareness is accomplished through distribution of Foundation publications and by
public service radio and television spots.

The Foundation funds innovative programs in the learning disabilities area which have
limited or no access to support from alternative means-of funding.- Projects which are
community based and can serve as demonstration models receive high priority, as-do
bibgiéiﬁ§ that emphasize volunteer involvement. --Approximately one million dollars has
been glvcn to model programs which help LD chxldrcn in schools, camps, rccrcatnon/day
care, museums, and for parent/teacher training. Through recent grants, FCLD has launched

national efforts to: (1) encourage pubhc library systems to become resource centers for

learning disabled children; and (2) increase public awareness of judiciary and probation
pcrsonm‘l attomeys and the polxcc about thc now established link between undetected

Informatmn Services: FCLD has two pubhcatxons whxch are a. pubhc service and available
for only postage and handiing charges. Their World is an annual magazine which tells real

life stories for and about families with learning disabled children: It is the only

comprehcnsnvc pubhcat;on for lay persons in the LD field. The FCLD Guide for Parents of
1bilities contains state-by-state listings of schools, institutions

and agencies which assist LD children. The Foundation will provide ordering information
upon request.

Fr wd:elcb's Ataxia Group in Amerlca, Inc. (FAGA)
P.O. Box 11116 - - -

)akland, CA 94611

415) 655-0833

Handicapping Conditions Served: Friedreich’s ataxia, and otner ataxias.
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Users Served: Disabled persons, teachers, health care professionals.

The Organization: The Friedreich’s Ataxia Group in America, Inc. (FAGA) is a nonprofit
organization founded in 1969 by people who _have this genetic disorder.. Friedreich’s ataxia
is characterized by a slow, progressive loss of function of those parts of the ngiv7QU§ 7§y'§iélfri

that coatrol coordination, curvatures of the feet and spine, and heart abnormalities:

Diabetes.and problems with vision and hearing may also develop: FAGA focuses on the

physu:al and cmotxonal wcll bcmg of individuals and their families, support of rcscarch into

the cause and treatment of FA and education about this disorder. Information and support
is provided through 22 state chapters.

Informatton Servtces FAGA publxshcs a newsletter hree times a year to. share mﬁormatnon
about members; chapter activities; research developments, legislation and related topics.. The

group also publishes a brochure explaining FA. Referrals are made to the Muscular

Dystrophy Association, which offers free clinical services for people with FA, including the
provision of orthopedic aids:. Membership information (no dues) may be obtained by writing
to the organization.

Handicapping Conditions Served: Gaucher’s disease (all types).

Users Served: Disabled persons; parents; physicians; ééﬁétiéiété;

The Orgamzazwn Gauchcr s stcase chlstry (GDR) is a self help group csta‘ahshcd in 1980
to Iocate affected _persons. and to dlsscmmatc mformatmn about thlS gcnctlc disedase which

Informatton Servxces GDR acts as a clcarmghousc of information . on rcscarch symptoms,

and day to-day managcment of the disease. . A bimonthly newsletter, Gaucher’s Disease

Registry_ Ngwslgng r, is sent to all members and interested pcrsons It contame matenal

rclcvant to GB such as health news, deabxhty aids, research developments and activities of
support groups. Fact sheets and general materials are available to anyone requesting
information. GDR can make referrals to physicians and genetics clinics.

%14) $61-0475"
Handicapping Conditions Served: Physical disabilities.

Users Served: Disabled pcrsons, phys:cxans, phys:cal thcrapxsts orcupatlonal therapxsts

respiratory therapists, social workers, nurses; rehabilitation counselors:
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as an_umbrella agency to continue the publication of the Reh

The 5'rgziiiizzitioh Gazette Internatxonal Networx-ng inst:tutc tGI NI) was created in 1983

internationai journal for people with severe disabilities. Other objectives of the

organization are to reach, inform,; encourage and dignify people with disabilities and to

promotie a positive attitude toward disabled individuals. G.ILN.I. maintains an international
clearinghouse for dissemination of information to disabled individuals and health care
profeSsronals, with special emphasis on polio survivors; ventilator-assisted living; spina! corc
injury, adaptxve equipment and independert living. Computerization of clearinghouse
information -is anticipated.  G.I.N.I. also_convenes international conferences on post-polio

problems and independent hvmg which bring togetﬁer phys:c:ans and drsabled individuals

on an equal basis. Membership is also available in the International Polio Network through

G:IN:L for an annuai fee. Membership includes a subscription to Polio Ne

J'nfar"" tion Servrces Annuaily, GINI ijubiishes the M&Mwhlch is
written by individuals with physical disabilities and focuses on independent living for

physically disabled persons; especially polio survivors; spinal cord injured; ventilator users

and others with neuromuscular. diseases and disabilities: The Institute has recently begun a

newsletter, to be published quarterly, which covers G.IIN:L. activities, polio support.- groups

and_items of interest to ventilator users. Other pnbhcanons mclude Handb@kw
21i¢

Effects of Pghgmygh;rs for Physicians g g Sgrvwors 7

Polio Conference. 1983, and Pros S ional Polic Independent 1.; :
Conferenge, 1985. There is a charge for most pubhcatxons G.LN.I. subscribes to. Journals in

French; Spanish, Japanese, Arabic, German and Portuguése and can provide information in
these languages, as necessary.

Referrals are made tQ 1nd1v1dnais wrth the same dxsablhty, physicians, hospltals agencres,

independent hvmg centers; and hbrarles The G.LLN.L. library contains-case histories which

provide evidence that ventilator users can live better and more mexpeuswely at home.

ibany, NY 12208
(518) 489-0072

Handtcappmg Conditiois Served Hetiochromatosis (heredrtary and aequlred)

Users Served:. Pat;ents thh hemoehromatosxs and the1r famlhes phvs1c1ans and nurses,
blood banks and genetic organizations.

The Organization: Heredntary hemochromatosis (HH) isa genetlc disorder in which there is
an increased absorptmn of dretary 1ron above body needs Smce the body has no way of

hver heart pancreas and other hormonal g]ands and qunts eausmg sertons comphcatlons

and,;. if undiagnosed and untreated, sometimes early death: Acqmred hemochromatosis is

secondary to a_primary medical condition; such as chronic anemia and chronic liver disease.

The goals of the Hemochromatosis Research Foundation, Inc. (HRF) include: (1) increasing

the awareness of the public and medical community of HH, its commonality, diagrnsis and
treatment; (2) encouraging routine use of screening tests by physicians; (3) promoting
research aimed 2t identifying the genetic defect(s) causing the increased iron. absorotion and

at understanding the toxic effects of iron; and (4) soliciting funds for screening, prevalence

studies and research. HRF refers patien‘s and families to clinics, hospitals and physicians,
as necessary: Chapters of HRF are being formed in about 20 states:.
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Informatmn Serwces HRF has produced booklcts for patxcnts and the pubhc on thc nature
of hemochromatos:s frcqucm.y, diagnosis, tzeatmernt, etc. and bﬁookflctsﬁ for physicians which
include additional information vun treatment monitoring and a bibliography of medical
jourritili Booklet§ ér'c éVéiiab’l'c in bxaillé throijgh the Lib'réry of Congress and thé

Amamn_gs_;, provrdcs an updatc on Ecrcdrt‘.ry and acquxrcd iron over- load through case

presentaiion; articles; news of research dcvclopmcnts and a questron and answer sectron.

informaiion is free, but requests for booklets should be accompanied by a self-addressed
and 39-cent stamped envelope.

Human Growth Foundatlon (HGF)

thesda oy B 20818

(301) 656-7540

H'a'ndic'appi'né Condirions Served: Growth r'cté'rdatiori

Th'é Organization:. The mcmbcrs of thc Human Growth Foundatron (HGF) are parents of
children with severe physical growth problems, and physicians and scientists specializing in
the field of growth retardation. The Foundation supports research in endocrinology, and
workmg Wlth the Natronal Pit. utary Ageiricy, tries to Seciire pitiiitary glands through donor
pledges. Pituitary glands are the only source of human growth -hormone (HGH); which is
often used in the treatment of growth retardation, Twenty local chapters of HGF provide
opportunities for parents to share problems associated with their short-statured children.

informatzon Serwces Thc natlonal and local organrzations provide parent and public

edu~ational materials about growth problems. Pamphlets on specific growth disorders, such
as Turner S syndromc. and achondroplasia, are available. Also offered ars general brochures
on problems in parenting a growth-retarded child, scientific develocpments, Foundation
information; and how to become a pituitary gland donor. HGF makes referrals to
physicians who specializé in growth retardation:

256Wes
Suite 2016 -
New York, NY 10107
(212) 757-0443

H&h&i‘é&bﬁi}ié Conditions Served: Huntington’s disease (HD).
Users Served: Drsablcd pcrsons and their famrhce health care profcssronals, researchers.

The Orgamzatzon HDFA (formcrly thc Commrttcc to Combat Fluntmgron 'S stcaf’c) has 25

chapters and 15 branches in addition _to. a_network of support groups.. Goals are:
identification of HD families; education of the HD family, the gereral public, and the

medical professional, with cmphas:s on increasing consumcr awareness of HD;.and a patient
services program, coordrnatcd with various community services, to assist famrlrcs in meeting
the social, economic ¢.1d emotional problems resulting from Huntington’s dicease. HDFA

a7 50

(O;‘



promotes Federal and state legislation for the establishment of clinics; genetic counseling
and screéening centers, and diagnostic and treatment centers for HD patients:

Information Services: Thc fppndatxon mamtams a roster of HD families and health care

profeséxona)s mterestcd in HD, which serves as a unique source of data for the researcher.

It also cosponsors and supports workshops. Referral services are available for genetic

counseling and other teeds. A national hot line operates from § a.m. to 5 p.m. weekdays,
and crisis intervention services are-available-at these hours. A wide variety of educational

materials and reprints are available from HDFA, some of which are offered at no. charge:

In addition to a lending library of audio-visual materials designed for the professional and

the general public, as well as media materials, it also has a lcndmg library of general and

scientific displays. Speakers are available, with advance notice, in areas where chapters are
located.

International Association of Laryngectomees
American Cancer Soci éty (AC

90 ParkAvenﬂe Sttt
New York, NY- 10016

(212) 371-2900
Handicapping Conditions Served: Laryngectomy.
Users Served: Disabled persons and their families, professionals.

The Orguﬁzéauén* The Jnicrnatxonal Assoc:atxon of Laryngectomces (IAL) (those whose

larynxes have been surgically removed) is a coordinating organization of more than 330

laryngectomee clubs located in the U.S. and abroad. It is financiaily sponsored by the
American Cancer Society (see separate entry). IAL club members are laryngectomees,
spouses; speech pathologists and Speech therapists who provide rehabiliiation (csqp[xogeal

spesch training), motivation and moral support to newly laryngectomized patients on a
volunteer basis.

Informatzon Servxces* IAL publxshes brochures and fact sheets about spccch trammg, spccch

devices, medical, nursing and family care of the laryngectomee, psychological problems of
the laryngectomee, first aid and vocational adjustment problems. Reprints and professional

papers-are available on similar subjects of interést to the patient; his family and
professionals. IAL'S major publications include: (1) Annual Directory--which lists member
clubs, meeting dates and places, availability of speech instruction, and local sources of

supplies--from stoma covers; to_ artxf;cxal larynxcs to medical; rehabilitation and teaching

films; (2) Lar miz i Book, which includes information on cancer of

the larynx, 6?06]&65 faced by laryngectomecs speech of the laryngc"tomcc spcakmg tle
rehabihtation needs and mformatxon about the IAL; and (3) - —

Instru

A quarterly newslétter reports on club activities. All materials may be obtained from ACS

national or local offices: IAL refers inquirers to speech therapists, but does not make

medical referrals. The IAL holds an annual meeting and a speech institute in conjunction
with it.



Jos opli J?” Kgnneﬂyl Jﬁrf Foundatlon
New York Avenue, NW

Suute

Washmgton. DC 20005

(202) 393-1250

Handicapping Conditions Served: Mental retardation.

Users Served: Organizations for mentally retarded persons, universities, and the general
public.

The Organization: Established in 1946; the Foundation’s purpose is to raisé public awareness
of medical ethicar problems and to improve ths quality of life for mentally retarded

persons. To these ends the Foundauon has funded research and clinical treatinent centers at
nine universities, instituted two centers for the study of medical ethics at Georgetown
University and Harvard, underwritten fellowships in medical and nursing education for
postgraduate study of medical ethics, and developed rgcﬁreatronajfprograrns 1ncludrng
internships; family play programs, and the international Special Olympics Program for
mentally retarded persons. Proposals for inneuvative demonstration models from agencies or
individuals are considered for funding. . Extensive public. 'awa'réﬁé’s's campaigns are carried

on through the .nedia to improve understanding and acceptance « ~ this population:

Information Services: Brochures describing the,Spe,cial Olympics Program, the Let’s Play to
Grow Program for families, and the Community of Caring Program for adolescent mothers
are available from the Foundation office. Films -on the Special Olympics are avaiiable for
TV or group use. Another group of films produced for education of health and other
professionals includes such titles as "The Right to Survive," "The Right to Let Die," "The

Right to Reproduce,” and "Becky: The Value of a Life" There is a small rental or purchase

fee charged for films; other information is free.

Junior National Association of the Deaf (Jr. NAD)
445N Pennsylvama

Suite 8

nélana allsFlN 46208

(317) 658 1715 {Voice and TDD)

Hand:cappmg Conditions Served: Deafness

Users Served Deaf Students

The Organization:. Estabhshcd in 1960 to dCVelop leaders amongyoung deaf studcnts ir.

NAD ‘1as 90 chaptcrs in- schools and programs at secondary and pust seccndary levels

national conference is sp9nsorcd brcnnrally Summer camp programs for students 8-13 and

14-19 -are_held every year. Awards for achievement in athletics, scholarship, writing, art

and citizenship are given to encourage leadership skills. Meémbership dues are $5.00 per
year:

Information Services: The .![, NAD Newsletter is pubhshed monthly January through May
Brochures on summer camp and the Jr. NAD are available from the national office.
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Handicapping Conditions Served: Diabetes mellitus.
Users Served: Disabléd persons, parents, teachers, and researchers.

The (9] gamzamzn: Thxs orgamzatxon s prxmary objective is to support and fund rcscarch on

the treatment and curc of diubetes,. mamly juverile dlabctcs (also called insulin-dependent

diabetes), which has its usual onset from infancy to the late thirties. _JDF International

awards grants and fc'l'o’Ws’hi'p’s’ for specific research projects in diabetes and relz tcd areas. It
sponsors national media campaigns to inform the public about diabetes anc - raise funds

for research. Its 149 local chapters provide parent to parent counseling and < -heip groups

for newly dlagnoscd diabetics and their families. JDF International ¢ so hHas eight
international affiliates:

{nfqr?rfnqtzppﬁerwces The Organization publishes free pamphlcts and [act sheets aboxt
dlabetes and msulm f'sr thc Iay person. Thcy mcludc such titles as: What You Should
' ith D ; Juvenile Diabetes

¢ for the Di Women: and What You
A ncwslcttcn ngbg;gs §;gg 1 gwn, is pubh,hcd for members.

Local chapters hold pubhc educztion meetings, maintain speaker bureaus, and provide
referral to medical spccxahsts and educational programs offered by hospltal, and health
departments. Some chapters have an information hot line.

ew - YQI’k N
(212) 573- 8484

Handicapping Conditions Served: Leukemia; the lymphomas, multiple myeloma, and
Hodgkm s disease.

Users Served Dnsab cd pcrsons parents physncxans nurses, social workers.

The Organzzatwn The obJectlvcs of the Lcukcmna Socwty oi Amcnca are 1) fmd cures for
leukemia, the lymphomas, multiple myeioma, and Ho"gkir’s disease, and to provide
supplementary financial assistance to persons afflicted with those diseases. Research funds
are provided-to individuals investigating aspects of leukemia and related diseases. The

Soc:cty s 57 chapters administer. patlcnt aid. prograiﬁs, whcreby outpatzf‘nts can receive up to

$750 per year for drugs; radiation treaiments, transfusions of blood and certain blood
components with related services, and transportation.

I}ifbfﬁdiibn Services: Thc Society pubhshcs paniphlets about lcukcmna Hodgkin's disease,

myelomas and the lyniphomas. Some information is available in Spamsh - Audio- v1su.1|

materials on what leukemia is and how persons may be affcctcd by 1t are avaxlablc to

schools and community groups. Video and audio tapes from symposia are available to the

professional. . They deal with therapy and treatment of leukemia and vuology, 1mmunology

and differentiation. For the professional, chapters also offer symposia in conjunction with
local medical facilities which emphasize new devclopmcnts in treatment and maintenance.
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The Society sponsors a natronal symposxum delrvered by leadrng specralrsts every year. Asa
schrcc to thc profcss:onal and acadcmrc commumty, thc Socmty mamtams a b1blrographv of

lcukcmraand rclatcd drscascs, ,Thc,,Socrcty refers 1nqurrcrs to lcuk;mla centers t,hroughout
the world, and chapters providé information on possiblé sources of local financial aid. A
bimonthly newsletter, Sociéty Neéws, reports on activities of the organization.

Little. People of America (LPA)
Box 633

San Bruno, CA 92066
(415) 589-0695

H&h&ié&ﬁii‘ﬁg Conditions Served: Dwarfism.
Users Served: Disabled persons, parents, professionals.

The Organization: Little People of America (LPA) was established in 1957 as a nationwide

organization for dwarfs and their families to provide fellowship, the interchange of ideas,

solutions to the problems. umqm: to the little person; and moral support A spcmal

membership division provides opportunities for information exchange and group support to

parents of dwarfed children. Twelve district directors coordinate local activities, regional
and local mcctrngs and mfonnal gatherrngs sponsorcd by over 30 local chaptcrs throughout

agcncrcs throughput the US ,attcmptrng {o place dwarf;d ohrldrcn in the homes of dwarfcd
parents. In 1968, LPA establishced a foundation to raise funds for vocational training of
little people and medical and scientific research on the causes and possible treatment of
dwarfism:

information Sérvices in a&&ition io a Birnonthiy organizaiionai newsiei;er, LP T'gdg"'z LPA

adjustmcnt Some brochures are available in Spanlsh aif is a pamphlct
of special interest to parents. - Materials are free to. members; thcrc is a mailing charge for
nonmembers. LPA’s medical board is used as a referral network to respond to medically-
related inquiries; general inquiries are sent to distric. directors for responses.

Lowe'_s S nﬂrome Assocuatuon (LSA)
222 Lincoln Street

West Lafayette, IN 47906

(317) 743-3634

Handicapping Conditions Served.: Lov.e’s syndrome.
Users Serves: Parents and family members, physicians, physical, occupational and vision
therapists, genetic counselors; social service professionals.

The Organzzatzon' Established in 1983 the Lowe’s uvndromc Association. (LSA) is an

international, voluntary, nonprofrt organrzatron composcd of parents medical and
educatronal profess:onals frrends rclatrves and others mtcrested 1n Lowe s syndromc Thrs

cataracts, glaucoma, intellectual 1mpa1rmcnt poor muscle tone; krdncy problems and others.
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The goals of the LSA are to: foster communication among affected families, provide medical
and educational information; promote a better understanding of this condition and the
potentia! of individuals affected by it, and encourage research.

Iﬁf&fﬁiﬁiféft Services; The LSA provxdcs pamphlcts about Lowcs syndromc and the

Association and a pubhcatxons list to anyone who mquxres The organization also pubhshcs

a newsletter, On the Beam; which is sent to all members three times per year. The
newsletter contains letters from parents and pictures of their children, medical and
educational articles, recommerded resources, news of the association and other items of

interest. A membership fee is chargcd which includes a subscription to the newsletter:

The LSA will rcfcr parcnts and medical profcﬁs:onals to doctors who are cxpencnced thh
Lowe’s syndrome.

gus Equfnjatgon of Amerlca. Inc.
434 Covin tonH|§ way

453

800 558- 0121

Handicapping Conditions Served: Systemic lupus eryther - iosus.

Users Served: Disabled persons; parents; teachers, professionals.

The Organization: Incorporated in 1977, the Lupus Foundation of America is a [ederation of
16 state chapters; 78 local chapters, 138 affiliates and 3 foreign associates. Chapters and

affiliates vary in size and scope of activities; some offer educational programs to nursing

schools, hospital staffs and other organizations, while others fund fellowships and research
grants te physicians who specialize in treatment of lupus. Many chapters conduct monthly
cper imeetings with physicians, and publish newslettérs and articles to alert physicians as
well as the public to the §'yiﬁp”t6iﬁ§ of this often misdiagnosed disease.

Information Services: B:bhographtcs for profcss:onals and patxents article reprints, and

pamphlcts cxplammg the dxscasc are available: Some mformatlon is frcc a nominal-charge

is made for selected pamphle s and books Information is available in French and Spanish
and the book The 1y is translated into Chinese. - The Kansas City Chapter

has a great dcal of matcrlal m braxllc avaxlable on rcqucst LUPUS NEW é national

dcvclopmcnts4 and more. All of the largc: and most sinéll chaptcrs also publish papers six to

ten times per year; focusing on. 1nformatmn of local concern 1in addition to the broader

topics of medical and research news:. The national office has a list of physicians in foreign
countries who treat lupus. Many local chapters and affiliates also maintain siich lists for
their area. Information and lists of local chapters may be requested from the Foundation.

Mamsitea Inc.

1299 15th Stiéét NW,
Washington,: >0 )05

(202) 833-1136 ( ce and TDD)

Han:l:cappmg Conditions Served: All handxcaps

R

52

a



Users Served: Disabled persons, EEC officers, personnel managers; disability service

providers:

The Organization: Mainstream, Inc. is a national nonprofit organization founded in 1975.
Its purposc 1s to mcrease employmerit opporturiities for disab'l'c'd 'p'co’p’l'c by '»’vorkiri’g With

inherent in the mamstrcammg into-the- workplace process. Mamstrcam offers information

services and technical assistance on a consnltmg ‘basis, in areas such as the design of

affirmative action plans; development of in-house attitude and awareness training programs

and evaluation.of community-based recruiting sources. . Mainstream has conducted numerous

regional conferences to train its audience of employers, disabled people, educators,
govcrnmcnt offluals and rchabrlrtatron spccralrsts on a varrcty of toprcs mcludmg _|ob

and rccrumng tcchmqucs Since 1983 Mainstream has. opcratcd Pro;cct LINK a_national
job_development and placement model. LINK matches qualified applicants with available

jobs in Washington, DC and Dallas; TX. These project sites serve as centralized applicant

referral sources for employers.

Information Services: Mainstream has produced and disseminated many publications,
including pamphlets on specific disabilities, medical standards in employment, insurance

and Section. 503. Most information is available on cassette. A bimonthly newsletter, In the
m;reports -on programs, methods, orgamzatxons and resources effective. in

mamstrcamrng disabled people into the workplace in addition to analyses of relevant

legisiative, administrative and judicial activities. The Mainsiream Information Netwaork

responds to inquiries on all handicap cmploymcnt 1ssues Mainstream had also produccd a

SVQr!gQ ace. Publications and scrvrccs can be purchascd individually or on an annual
subscrrptron basis.

March inﬁlmgsﬁlrthggfects Foundation (MOD)
1275 Mamaroneck Avenue

White Plains, NY 10605

(914) 428-7100

Handicapping Conditions Served: Congenital defects and genetic disorders.
Users Served: Disabled persons, parents, tcachers, and physicians.

The Organization: To achieve its goals of preventing birtl: defects, the March of Dimes
Birth Defects Foundation funds programs in_basic and clinical research_ (including

environmentai rcpioducnvc hazards), medical services; professional and pnblrc education;

and community services. Medical services have funded 85 clinical centers in the U.S. which

practice genetic medicine and -~unseling. Satellite clinics provide genetic services for areas
with limited medical resources. The MOD funds facilities providing intensive care services
for sick newborns and follow-up studies of these infants after discharge. Emphasis now is
being placed on early diagnosis and treatment of prégnant women with hrgh risk_conditions;
Outreach clinics are being started in communities where prenatal care is unavailable.

Informazwn Servwes The March of Drmes funds programs through schools churches,

hospitals and other institutions to inform and motivate prospective parents and the general
public to do all they can to prctect mzivrnal and newborn health, Materials include
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cducatlonai scncs, curncula, filmst: ips, printed matcnals, fllms documcntancs for

television; and pubhé service announcements.

latest scncntnf:c fmdmgs--m ongmal artxclcs and journal rcprmts--on b1rth defects to schools

of medicine and nursing, university hospitals, medical centers, physicians, nurses and othcr

health. profcssxonals, Also included in the publications program are: (1) the rna 1]

Directorv of Genetic Services, a listing of medical centers that provide gcnctxc counsclmg
1 Genelic e for ;

and analyses of special genetic conditions; (2) the Birth
which standardizes names and descriptions of 1,005 congenital anomalies; in four languages;
and (3) netics in Pra a quarterly newsletter for health professionals:

Thc MOD serves as a clcarmghouse for the cxchangc of mc:dcncc data generatcd in b1rth

defect monitoring programs in 14 countries.

Mental Healtﬁ I:éiiﬁ Pi'ojééf (MHLP)

2021 LStreet W

SUIte *: o
Washing ton, C 20036-4909

(203] 4678730

Handzcappmo Condltmrs Served: Mental and emotional disorders and dEVElobhieiitai
disabilities:

Users Served: Attorncys, dlsablhty orgamzatlons (parcnt/profﬂssmnal/chcnt groups)

The Orgamzatwn Formed m i972 as.a. nonprof:t pubhc orgamzatlon thc Pr03cct 1s

dedicated to law reform. advocacy on behalf of people labeled mentally or dcvclopmcntally

disabled. Test case litigation is used to define, establish, and implement the rights of such

persons.. Landmark judicia! decisions are followed with policy advocacy at the. Federat

level. Priority issues are preventing neglect and abuse of institutionalized .mentally disabled

people and gencratmg adcquatc hcalth and mcntal hcalth carc, cducatlon, housmg,

MHLP also dcvotcs some resources. to protecting the c:v;l nghts of pefson° subjcct to c:vxl

commitment or procedures (e.g:. ECT,; psychotropic drugs). Regional training conferences on

mental disability law have been cosponsored with the Practicing Law Institute. Advice on

legal strategies for clients appearing before administrative agcncncs and legislative bodies is

available; when appropnate, MHLP will represent protection and advocacy organizations
before Federal agencies.

iiifo”riﬁ’a’tibii §é’rﬁ’cé3 MHLP of fers backup ass;stancc to attorneys and othcr advocates

representing mentally handicapped clients; These services include model plcadlngs, legal

citations and technical references, discussion of strategies, and commefits on pleadings; draft

legisiation/regulations; assistance in using experts, provision of articles; memoranda,
bibliographies, etc. In answer to inquiries from professionals and other interested persons;
MHLP supplies - gcncral mformatxon about legal rights and makes referrals to attorneys:
Publications include ons; a three volume course book
which includes technical information_ about mental health and retardation issues, case law

and legal analysis; and other books and reprints of articles by staff attorneys. MHLP’s

kJPDA'I;EJ@ a bimonthly newsletter which offers a succinct overview of federal legislative;
administrative and judicial developments affecting mentally disabled- -people. It is sent
without charge to nonprofit organizations actively. representing mcntally disabled people;

MHLP’s ALERT is a newsletter published occasionally to cover emerging issues which affect
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mentally dlsabled people, sent to ail who request mclusnon on the manlng list. Also
published biennially is the MHLP Suminary of . .ctivities which reports on current lmgatlon
and issues of concern. A nominal fee for duplication and mailing costs is charged for legal
papers; bibliographies and other information:

Muscq[a;ﬁ& st;qghy Association (MDA)
810 Seventh:Avenue

New York, NY- 10019

(212) 586-0808

Handicapping Conditions Served: Muscular dystrophy and related neuromuscula; disorders.

Users Served: Individuals with neuromuscular diseases and their families.

The Organization. Thc Muscular Dystrophy Association (MDA) supports research into 40

neuromuscular disorders. It also provides medical care and other direct services to people
with neuromuscular disorders through its 240 clinics and some 170 local chapters. MDA
clinics provide diagnosis; physxcai tm:rapyr medical care and counselmg Upon prescription;

MDA chapters provide. payment for services mcludmg physical, occupational, and

respiratory Ihcrapxcs, orthopcdxc cquxpment respiratory equipment; transportation; and fiu

shots. The chapters also sponsor rccrcatxonal activities, such as summer camps; picnics; and

outings. Some chapters organize self-help groups for people with neuromuscular diseases.

Information Services: MDA pubhshcs brochures and audio- vxsnal matenals about

neuromuscular diseases. Its quarterly magazine covers progress.in research, legislation, and

various MDA supported programs. Publications are free and available from MDA’s national

office or_its chapters, many of which publish additional informative materials. Local

chapters_hold. patxcnt seminars whlch focus on avaxlablc community, financial, educational;
and psychological programs. They also hold professional seminars on diagnosis, clinical
management, and research.

Miééthéﬁia Gravis (MG) Foundation
1 Seuth Broadway
Suite 304
White Plains; NY 10601
(914) 328-1717

Handicapping Conditions Served: Myasthenia gravis.
Users Served‘ MG patlcnts and family members, medical and scientific pcrsonncl

The Orgamzauon Thc Myasthcma Gravns (MG) Foundatlon is dcdlcated to thc dctectlon

treatment, and search for.a cure of MG, In an effort to prevent misdiagnosis, promote

public awareness and early detection, and publicize current treatment modahtles the

Myasthenia Gravis Foundation offers educational materials to professionals and the public.

Research grants and. fcllowshxbs are awarded annually to mcdlcal students and physicians.

Thc Foundatxon also sponsors annual scxcnt:f:c meetings and quinquennial international

symposia for physicians and researchers; proceedings-of the symposia (major state-of-the-art

documcnts) are published and distributed to the medical community. Natnqqundc chapters

and branches of the Foundation provxdc patient meetings, pill banks, hot lines, newsletters;
and information and refeérral services.
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Information Services: Dnrcct inquiries are answcxcd and referrals made by thc local chapters

as well as the Foundation headquarters. - Counseling, pamphlets, and information on _low-cost

drug banks-and: recent research are. -availabie. from the. chaptcrs Pubhcat;ons for the patient
GVIiS i Fa;:s About

A medical
cmcrgcncy 717137 card is also available: Shdc/sound presentations are loancd by chapters to
groups for showmgs Matqg;als fqr medical professionals are avallablc in E,ngh,sh or Spanish
editions and inciude a Manual on diagnosis and management for physicians and a

companion Manual for nurses.

NattonalAlhang:g. for the Mentally 1l (Nafuéiiél AMI)
1%!“ Ft. Myer Drive

Kitngton. VA 22209

(703 524-7600

Hand:cappmg Conditions Served: Mental illness:
Users Served: Disabled persons and their families.

The Organization: The Natnonal Alllancc for thc Mcntally m (Natlonal AMI) was founded

in 1979 at a conference of mdcpcndcnt self-help orgamzatxons concerned with severe and

chronic mentally ill individuals both-in institutions and in commumty -based scttmgs The

organization promotes public education_on_mental illness; consumer advocacy at the local,

state and national levels_to. cnact ncw and remedial lchslatxon and fundmg to provndc and

strcngtﬁh;ﬁnﬁgcggnﬁccﬁs and programs for the chronic mentally.ill; and research in the

neurosciences and clxmcal sciences to dxscover new brcakthroughs understand causes, and
help amelxorate mental 111ncsscs Natlonal AMI promotcs quahty trcatmcnt rchablhtanon

thc chronic mcntally 111 and their families. Its affiliates offer emotional support case
management; practical guidance;_ psychosoc:al rehabilitation, socialization, and employment
services. Some affiliates maintain libraries:

Information Services: The national of fice coordinates and dlsscmmatcs mformatnon and

materials to affiliates. Membership applications are available from National AMI. A
bimonthly newsletter is published.

Natmnal Amputanon Foundation (NAF)
12- 5 50th Street - -

”””””” NY 11357
(16 ToT 3400

Handicapping Conditions Served: Amputation.
Uséfs Served: Aiﬁbﬁteeg;

amputec adjust to h:s/hcr hand:cap by cncouragmg 1ntcgrat10n mtn 1he gcncral commumty

To this end, NAF offers: volunteer assistance to new amputees in hospitals; monthly social

meetings focusing on topics of concern to the amputee, such as iegal rights, benefits, and
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employment; and training in the use of prosthetics. NAF opecates its own prosthetic center
fcr the manufacture and repair of artificial limbs.

Information Servrces NAF provxdes 1nformat10n on veterans bchfltS and refers the
amputec to p0531ble sourccs of fmancxal ald lcgal assnstance and cmp‘oyment servxces Thc

any Jnterested person. A 'r'onthly newsletter, MMP covers the hxghhghts of NAF
meetings.

Natlonal Assoc:atlon for Hearmg and Speech
_Action (NAHSA)
10801 Rockvnlle Pl e

(’%01; 89? 8682 Vmce and TDD
(. J40) 638-8255 (Voice and TDD

Handicapping Conditions Served: Speech, language and hearing impairments.

Users Served: Disabled petsons, parents, teachers, physicians, speech-language pathologists,
audiologists.

The Organization: The National Association for Hearing and Speech Action is a membership
organization of individuals with speech, hearing and language disorders, their families and

interested professionals:. NAHSA is primarily ggnﬁeernedﬁgvnthiagl?vocaczrfor the rights of the
commumcatxvely 1mpa1red and thh public information activities. Its most recent effort has
been a campaign of public service announcements to alert consumers ab0ut the 1eed for

early identification of communication problems and services available within their states.

assxstance . The. Association dxstnbutcs orgamzatxonal brochurcs and 1nformatnon on

communication disorders. NAHSA also publishes a bimonthly newsletter NAHSA News:.
Some information is available in Spanish.

Nationa !A sociation for Sickle Cell Disease, Inc. (NASCD)
4221 Wilshire B ulevard

SUIte 360 -

Los A eleerA 90010

213 6-7205

800) 421-8453

Handrcappmg Conditions Served Sickle cell disease (mcludmg sickle cell anemla hemoglobln
C; and thalassemia):

Users Served Disabled persons, parents; teachers physicians, nurses; socml workcrs
students.

The Organization: The National Association for Sickle Cell Disease (NASCD) is an
organization of 86 community sickle cell programs located throughout the U.S. and Canada,
The ﬁéi@ﬁ;ﬂ office E@s ﬁi‘i extensive public and professional education program about sickle

cell disease, 1ts variants, and sickle cell trait. The Organization provides leadership on a
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natrorxal lcvcl to create awareness m all c:rclcs of thc ncgatlve rinpact of su,kle cell ancmxa

on the health; economic; social and educational well- -being of the individual and his/her

ramrly, and to create awareness of the requirements for resolution of the problcm

NASCD provxdcs tcchmcal ass:stance to its affrlratcs and to groups interested in scttmg up

community sickle cell programs: Affiliates conduct & variety of services,; depending on the

particular needs of the communities they serve. Services may include: sickle cell screening,

counseling to parents who possess the sickle cell trait and to patients with sickle cell disease,

blood banks, tutoring, vocational- rehabilitation, transportation services, babysrttmg, etc.

The national office and its affiliates provide training to genetic counsziors in how to

counsel perScns with tickle cell trait:

Informatzon Services: NASCD s mfor'natxon is drrected to lay persens, physnmans and other

professionals; and sickie ccll program admmlstrators and volunteers. Lay materials include

fact sheets; audio-visuals, color -prints and brochures about sickle cell trait apd anemia,
thalassemia and hemoglobin C. A Hq - i€

s includes printed materials,
cassettes, games and other learning devices to help parents and other famrly membcrs cope

with the problems of the child or the family members. Professional materials include

reprints of articles for pediatricians and genetic counselors; and a varlcty of manuals on the

establishment of sickle cell programs, laboratory procedures for detection of the disease, and
guidelines for legislation.. NASCD’s scientific advisory board contributes news on the iatcst

research. dcvclopmcnts in sickle cell disease 1o the organization’s newsletter; Sickle Cel

News, published quarterly. Materials are available to all persons for a nominal fee and/or

free of charge.

\lational Assbmatlon for v:sually Handléabiiéd (NAVH)
395,Eést 24th treet

17- C

New 10010

(212) 889 31#1
Handicapping Conditions Served: Partial vision.
Userv Served* Brsabled persons, parents, teachers, profcsslonals bus1r R

The Orgamzatwn Thc Natronal Assocnatron for Vrsualiy Handrcap. i (NAVH p ovrdcs
information, referral and direct services. The latter include: (1) priu ng trlbutmg

large print textbooks, educational tcstuig materials. and books fo: L wsure v ‘ing; (2)

offering a free loan hbrary of large print books; (3) displaying a v 1rty of vi: cal aids.

some available through NAVH and some through commercial sources; {4} ,suamg as

advocate for partially seeing individuals to Federal, state; and local gover. mcn* agenc:iss; (5)

offering youth group programs and adult drscussron programs in San Fr:n~iccy, and adult

discussion programs in New York; (6) offering counsclrand guidance to adults *vith partial
vision and their families, to famxlrcs of children with partial vision, and tc 1l professional

and paraprofessionals who work with partially seeing nersons.

Information Services: NAVH ac‘ts as a clearinghouse of information rcr all services

available to partially seeing persons from Federal, state, and local government agencies and

from private sources. NAVH publishes materials, not available elsewhcie; concerning the
problems encountered by partially secing persons. The organizziion publishes two
newsletters in large print, one for children and one for adults The national office provides

information and referral services to any inquirer outside of the 11 Western States (a San
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Francisco Office serves those states). Information on commercially available large print
reading material and various visual aids is also disseminated. Most information is provided
in large print. Most printed materials are free of charge, although a nominal contribution is
requested for some items.

Natlonal Assoaatlon of Pauents on Hemodlalysi

and Transplantation (NAPHT)

150 Nassau Street

New York, NY 10038

(212) 619-2727
Harrdiézibbi}ig Conditions Served: Kidney diseases.
Users Served: Kidney patients.

The Organization: - The National Association of Patients on Hemodialysis and
Transplantation is primarily a patient organization with approximately 10,000 members and

30 local chapters. Its purposes are: to inform the public and the patient about kldncy

disease; to stimulate public awareness of the need for kidney donors; to act as a_consumer

advocacy group at the Federal and local lcvcls and to_provide.a sourcc of moral support to

the kidney patient. The chapters function as mutual support groups; activities vary among
them, but often include educational meetings with professional speakers, self-help meetings,
hospital Vvisitations to new kidney patients, group outings, and community awareness
programs. NAPHT is working with vocational rehabilitation specialists to develop specific
programs for the kidney patient.

Informanon Serwces The natronal of fice. supphcs information about krdncy drscascs

treatments and patlcnt rights issues. Publrcatlons include free pamphlets, such as Living
, ilu and a salt- potass:um counter.. tat Renal
Programs provides mformatron about bchfltS avarlablc from state agencies. RENALJFE is
a quarterly magazine which features exercise and diet suggestions, travel tips and reports on
medical developments for the renal patient.

Nati
814 Thayer Avenue o
? ver Sémngi D 20910
301) 587-1788 (Voice and TDD;

Handicapping Conditions Served: Déai‘hcéé, hearins impairment.

i 'nai Assocratron of the Deaf (NI\D)

Users Served Dlsablcd -ersons, teachers ‘itilth pro-:ssionals.

The . Orgamzatxon,, Thc Natronal Assocratun of th\ Deaf (NAD) is a consume- oriented

organization for pro£cssronals and lay persons. It recommends -+ 4 promotes legislation on

behalf of deaf peoplc in areas of cducatron, T habrhtﬂ :ion; legal 'nz‘\ts for the provxs:onrof

mterpreters, and captroned televxsron oA (‘r ~ ,amcat-ori ‘.;' ‘ls Program spon:ors a
training program to upgrade instructic:al s&ills ui <.chers ol ‘ign language, ¢rvelops
appropriate curriculiim and inStrictional i terial; . ot = =:hers, ana conducts a professional

c¢valuation and certification program for ir ~trw..o' “4p oy L ticus 8igr systems. NAD scroens
and evaluates general entertainment imoiicn nicy 've-. a9 wcommends films to be capi.caed
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by the Conference of Educational Administrators Serving the Deafl under contract with the

Department of Education. NAD has 50 state alfiliates.

Information Services; NAD has information on where to find programs and Services for the

deaf, including: schools, camps, interpreters, homes for the aged deaf, devices to assist deaf
persons; hearing-ear dogs, and individual professional providers from medical specialists to

speech therapists. NAD compiled statistical information about the deaf in a 1974 National
Census of the Deaf. Information regarding legislation and legal rights of the deaf is also
available.

The organization offers a series of workshops (most held at its biennial conference, but

some offered at local meetings nationwide) for professionals and lay persons on such topics
as legal concerns of the deaf, orientation to deafness; leadership training for deaf persons,
and need for and implementation of mental health services for the deaf. A wide variety of

books; audio-visual materials, and merchandise: (stationery, bumper stickers, etc.) relating to
deafness and sign language is available for sale from the NAD Publishing Division. NAD
publishes three periodicals for general audiences: The Deaf American, a quarterly magazine
highlighting the achievements of deaf individuals; The Broadcaster, a monthly newspaper
covering legislative and legal issues; and The Interstate, a ncwsletter focusing on state issues
and news. General information is available free from the organization. NAD has an

extensive library of more than 15,000 books and other materials related to deafness. Any
interested person may have access to the NAD collection.

National Ataxia Foundation (NAF)
600 Twelve Oaks Center -
15500 Wayzata Boulevard
Wagzata—; /1IN 55,
(612) 473-7666

Handicapping Conditions Served: Hereditary ataxia and reiated conditions.

Users Served: Disabled persons, parents, health care professionals.

The Organization: The Foundation was established in 1957 to sérve paticnts, identify

persons at risk; educate the public and the medical community; and stimulate research.

Eleven chapters throughout the country offer genetic counseling and moral support to
affected families, make referrals to medical and other direct service providers, and raise

funds for research grants.-Semiannual free clinics are offered in Minneapolis and elsewhere
in the country where diagnosis and other information services are available from
professionals experienced in work with this neurological disorder.

Information Services: Free booklets, brochures, and fact sheets are available on hercditary
ataxia; spastic paraplegia, Charcot-Marie-Tooth disease; hereditary tremor, and Friedreich’s
ataxia. A quarterly newsletter, {ions; cor:ains reports on NAF activities, chapters,
research, advice for patients and informacion on additional resources. It is free to
members.  Also available is a 22-minute slide/tape presentation on hereditary ataxia.
Membership information and special publications for physicians may also be requested.
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National Council on Alcoholism, Inc. (NCA)
12 West 21st Street
7tﬁ Floor -
w York, NY_ 10010
(212) 206-6770

Handicapping Conditions Served: Alccholism.

Users Served Dlsabled persons, parents, tcachcrs phys:c:ans law cnforccmcrlt pcrsonncl
TV and radio researchers.

ﬁé 6rgahizazian: The- Natnonal Council on Alcohohsm Inc. (NCA) is a voluntary health

'agénc'y fdiitidéd to. combat the dxscasc of alcohohsm and to fnght thc stlgma aSS'dciat'cd With

pohcy aa%&aéi, pnbhcatmns, cdniniumty services and public information. programs NCA

conducts the National Alcoholism Forum, which brings together volunteers and bgi}{;g»gor}als
in the field. Each of NCA’s 184 affiliates has its own volunteer Board of Blrccpors and
operates within the general policies of NCA. The National Council maintains a public

policy office in Washington, DC.

Informaiion Services: _The Council stocks and distributes more than 200 books and pamphlets
related to alcoholism, including titles of .interest to clergy, courts, families, youth and
women, as well as pamphlets by Alcoholics Anonymous. A number of these materials are
available in Spanish editions. There is a nominal charge for most pamphlets ai:d books.

ional Council On Stuttering (NCOS)
P. 0 Box 8171

Grand Rapids, MI 49508
(616) 241-2372

Handicapping Conditions Served: Stuttering.

z;:

Users Served: stablcd persons.

The Orgamzauon - The National Council on Stuttering was established to help form local
stuttering councils nationwide. There are ten local member councils in the United States,
self-help groups whxch offer stutterers opportunities to share and learn in an atmosphere of

understanding and fellowship.

{g,{girfqiagprg;Sgiry{qeis:; NLOS prowdcs materials and suggcstlons to ary group of stutterers
interested in starting a local council. It refers stutterers to local self-help groups; and to

local accredited therapy services.. NCOS; in conjunction with the Speech Foundation of

America, has produced a number of films on stuttering, self-help, and prevention of
stuttering in children. These films are available on a loan or rental basis from the
distributor, Seven Oaks Productions, 9145 Sligo Creek Parkway, Silver Springs, MD 20901,
(301) 587-0330. NCOS publishes a qudrterly journal covering local council news,
informs ion, and articles of interest on stuttéring.
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National Council on the Aging, Inc. (NCOA)
600 Maryland Avenue, S\

West Wing 100.

Washmgton.DC 20023

(202) 479-1200

Handicapping Conditions Served: The aging popuiation, including the aging disableq.
Users Served: All those who work with of are concerned about older people.

The Organization: The National Council on the Aging (NCOA), founded in. 1950, is a

national nonprofit membership organization for professionals and volunteers, and is
involved in all matters affecting the quality of life of older persons. NCOA conducts
research, undertakes demonstration programs, sets standards; and promotes. the development
of a continuum of opportunities and services for aging people; coordinating efforts with

profit-and nonprofit organizations. Its regional offices are located in New York City, San
Francisco; and Los Angeles. NCOA’s membership includes individuals, voluntary agencies

and associations, business organizations, and labor unions.

Information Services: f"r,i,’riéibé]ly' through its seven constituent units, affiliation with which

is open to all NCOA members; the Council provides technical assistance, consuitation, and
information dissemination. All of these program units serve as resources and respond to
inquiries in their area of concern. Each publishes a newsletter as a means of giving

technical assistance to members. Several of the programs are described below.

National Voluntary Organizations for Independent Living for the Aging (NVOILA),

composed of more than 200 national voluntary, professional; service and for-profit

organizations, works to promote seif determination and indeoendent living for older persons.

NVOILA’s recently published. Directory of Na rganizations describes the

efforts, resources and direct services of member groups.. Cther NVOILA publications
include Continuum of Services: “Long-Term Care of the ~ging (1980), an annotated
bibliography; and Long-Term Care for the Elderly: A Voluntary Sector Perspective (1981), a
report of NVOILA's 1981 White House Conference on Aging Task Force, which defines the

components of a continuum-of-services system and discusses key issues of planning and
implementing a comprehensive system. While membership in NVOILA is open only to

nationzl organizations (an exception to the Council's policy regarding membership in

constituent organizations), its newsletter is free to any interested person upor request.

The National Institute on Aduit Daycare (NI# ) advocates daycare as a viable option in

community-based services for disabled older p:sons. The Institute includes in the concept
of adult daycare the following: day treatmcent, day health care, and partial hospitalization.

NIAD makes available a brochure on adult daycare, and numerous NCOA publications.

The National Institute of Senior Centers (NISC) provides assistance to senior centers and to
organizations and communities seeking to develop new centers or to-expand eristing
services. NISC’s publications inclide Senijor Centers and the At-Risk Older Person (1980),
which reports on the proceedings of a seminar covering needs identification, informal
support hctqurksga;tjtiid,és,;;aﬁd,b’blié'y, and funding; The Senior Center: A Partner in the

mmunity em (1981}, a package of technical assistance materials for senior cent.ur

leaders and community planners; and a brochiire oii multi-purpose senior centers.

Two recently established programs meet needs in special areas: the National Centeér on
Rural Aging, which advocates for older persons who live in rural area., &< *he National

Institute of Senior Housing, which is concerned with planning, developing, financing, and

managing specially designed housing for independent older persons.
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The National Instrtute of Community- Based Long-Term Care offers a iong overdue focal

point for all long-term care planners and practmoners Representnng the entrre spectrum of
public and private agencies Serving older persons, this unit encourages a coordinated
approach to Jong-term care at home and in the community. NCOA publishes Perspcctrvc an

Aging, a bimonthly magazine; which examines the most important issues, programs, and ncw

developmcnts in all areas of gerontology. plus £eatures, special reports, regular columns and

book reviews concerned with the field of aging. _Al:o available is Current Literature on

&g"'g, an annotated blbllography of the most recent books, articles and. perrodreals in
gerontologv. Other bibliographies can be requested on adult daycare; leisure, rccrcatron

culture and aging; education for older adults; volunteerism; and age, work and retirement.
In all NCOA has approxrmately 140 different books, training materials and specialized

A complete list of NCOA programs and constituent units and a catalog of publxcatlons are

available upon request. In addition, the Council's "ibrary of materials on all aspects of
aging is open to the public.

National Down Syndrome Congress (NDSC)
1649 W; REGSEVE t Road
""""" L 60608 -

{ } 6-0416 (I lilinois)-
800) 446-3835 Outsudeilmms)

Handicapping Conditions Served: Down syndrome.
Users Served- Disabled 5&?5@5’5; parents, icacners, health care professionals.

The Orgamzanon Farmed in 1973 by a group of parcnts and professxonals mterested in

Down syndrcme, the NDSC now has more than 500 chapters of volunteers in the United

States and around the world. These members share their experiences with other parents and
professionals, promoting parent Ssupport and public awareness of Down syndrome. An
annual convention nand varisus publications keep the membership-informed of medical,

legislative and educationa! deve!.pmcnts. Services provided by NDSC include: adoption

facilitation, advocacy for acolescents Vand adults with Down syndrome (including their own
annual convention), educational guidelines for pre-school and elementary school; text-

editing, research monitoring and extended family support. NDS: is governed by a 21-
mcmbcr board of drrcctors whrch 1s reprcsentatrve of thc US geographrcally, as well as

Information Services: Parents are put in touch with a family support network. NDSC

publishes membership brochures; a pamphlet for the lay person on Down syndrome in

Engllsh Spanrsh and Portuguese; gig idelines for Ctoosing the Preschool or Primary School
fo ; and product availability fliers. A bibliography of

materials relatrntho Down Syndrome is bemg updated The Congress publrshcs two
newsletters. The s, published ten -times yearly and available only to
members, covers pertinent issues covering all aspects of Down syndrome. The M

gllg;rn is pubhshed as apprepriate when pertinent parent group information is collected

and serves as an_immediate communication link with persons touched by Down syndrome.
NDSC provides resource information on all aspects of Down syndrome; including very
technical areas, and makes re.errals to local parent grouos or proless:ona!s .The Congress
charges a membership fee (includes newsletter) and there is a nominz! charge for other

materials.




National Docwn Syndrome Seccieiy (NDSS)
141 vifth Avenue

New York, NY - 10010

212) 460-9330

800) 221-4002

Handicapping Conditions Served: Down syndromie.
Users Served: Pareiits, teachers; physicians; nurscs, and physical therapists.

The Organization: The National Down Syndrome Society (NDSS) was established in 1979 io
promote better understanding of Down Syndrome and the potential of the individual with
Down syndrome. Major goals are to promote basic and applied research in fields related to
Down syndrome and to provide information and services to families; professionals and

interested persons.

Information Services: NDSS concentrates on disseminating information to new parents of
infants with Down syndrome and the professionals who deal with them. NDSS has produced
a public information packet including a booklet entitled This Baby Needs You Even Mare. a
bibliography of current reading materials and fact sheets. The booklet and fact sheets are

available in Spanish: A list of parent groups and early intervention programs in each state
is also available. In addition, a 25-minute video-cassette about the Down syndrome . child
age 0-6, entitled "Gifts of Love," is offered on a free-!san basis. A newsletter, NDSS
Update, is published twice a year. The Directory of Programs url Services for Children
with Down Syndrome Ages 0-6, is free to individuals and contains listings of programs,
services, and age groups served on a national basis. A materials fee is charged for bulk
orders. A 24-hour 860 hot line is available to answer questions and provide referrals to
resources:

National Easter Seal Soclety
2023 West Ogden Avaiiie
Chicago, 1L 0612
312) 243-8400 -
312) 243-8880 (TDD). = _
800) 221-6827 (Cails Outside lllinois)
Hondicapping Conditions Served: All disabilities:
Users Served: Disabled persons, parents, teachers, allied hecalth personnel, gensral public.

agency providing direct rehabilitation services to persons with disabilities. Over 800
member groups, organized on a state and local basis, provide programs which include
comprehensive medical or. vocational rehabilitation facilities, recreation, housing,
transportation, equipment loans, public education, advocacy and other services for the

prevention and treatment of disabling conditions.

The Organization: The Society is the nation’s largest and oldest (1919) voluntary health

The National Society, acting as headquarters for the federation of local and state
organizations, conducts national public awarencss and fund-raising ca npaigns, disseminates
information and sponsors research projects for the treatm=nt and management of
disabilities.
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Information Services: A bimonthly interdisciplinary journal, Reh&b‘ i
which has been publxshcd for the past 26 years, contains original articles; -book reviews; and
ke racts of current professional literature. The Society has compiled bxblxographxcs from
tlie entries in the journal in subject areas of interest to rehabilitation personnel, persons
with disabilities.and their families, and Easter Seal staff and volunteers. The Socicty also

publishes the National Easter Seal Communicator for Easter Seal voluntee-s (3 times per
year) and ngguger-stabxhtv Ngwg for people with disabilities, computer industry of ficials
and rehabilitation professionals (quarterly).

The Natibhﬁl EéStéi‘ Seal SbCiCtS’ 'p'ii,bliSh:cS a variety of books; pamphlets and reprints for
professionzals, parents and persons with disabilities. Its catalog lists publications related to:
(1) awareness; (2) attitudes, (3) computers and rehabilitatien; (4) dental care; (5) disabling
conditions, (6) iﬁdéﬁéndént living, (7) prevention, (8) psychological aspects of disability,

(9) recreation and campxng, (10) rechabilitation admiaistration and (ll) volunteers Some
matcrial is available in Spanish. For additional mfc*mauun about pubhcatxona, contact thc
Publxcatxons Dcpartmcnt There is a2 nominal chaigc for publications or a small fee for
postage and bandlmg only.

The. Soc'et pxovu:laa a full range. of automation services for Laster Seal afthatcs and to

agencice serving persons with disabilities; through ¥azrter Sez! Systems. Available crstem

software systems include Medical Rchabxhtatmn,rV'ew ttonal, Exily Childhood, and Campirg
and Recreation, Fend Accounting, Clinic Billing, »nd ¥znd-F-Using.

National Federation of the Blind (NFB)
1800 JehnSﬂn Sti'éét,,

Baltimore, MD - 21730

(301) 659- 9314

Handuappmg Conditions Served Bhndncss
Users Served: stablcd pcrsans parcnts tcachcrs profcssronats

The Orgzznzzat}nn‘ The National Federation of the Biind (NFB\ is a mcmbcrshxp organlzatlon
with 51 staie and 400 local chapters. NFB kecps up with FedCral and state legislation
affecting the blind and state services for the blind. It acts as a legislative resource for its

chapters and represents the needs of blind peopls ...ough advocacy and représentation in
discrimination casés. It attempts to arouse pubhg awareness of the potential and
accomplishments of _t-e blind through public service messages. State and local chapters are

active in devclop‘ng locati pro_|ects to improve cpndltlons for the blind in areas such as rnass

transit, employment, and lxbrary services. Members contact newly blinded persons to hkelp
them with problcms of adjustment.

answer. any questxons about blxndncss and the nghts of the blxnd by phone or. r mail: Morc
than 50 publications are available from NFB; some are free. NFB publishes a monthly

me gazxnc The B[axlle MQ nitor (avaxlablc In pnnt dm,, and braxllc) which rcports on
problems, progress, activities, and new fcchnologxcs relatcd to blindness. State and local
chaptzts refer inquirers to appropriate direct service providers.
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National Foundation for Ectodermal Dysplasias
108 North First Street

Suite 311 - .

Mascoutah, IL 62258

(618) 566-2020

Haﬁdiéﬁij;iiﬁg Cor 7 '*'- 15 Served: Persons affected by any of the ectodermal dysplasia
syndromes.
Users Seved: Parents, professionals.

The Organizatior: Ectodermal dysplasias are genetic birth defects, the best known of which

is Christ-Siemens-Touraine’s syndrome or hypohydrotic ectodermal dysplasia. All of these
conditions invclve at least two abnormalities of derivatives of the skin. Symptoms may
include lack of sweat glands, skin w.is, hair, tears, and mucous membranes: There are often
severc dental problems. There is no known test to detérmine the genetic carriers of these
conditions. The foundation was fornied to locate families encountering difficulties with an
ED patient and to provide them with whatever support and information may be required.
Educatiorial materials-and programs are provided to the medical commur and consultant
services are available. Research programs for carrier identificatic. and syndrome
identification are currently being conducted in conjunction with major research facilities,
Annual family conferences provide information, support, and social interaction. A

treatment fund has been organiz~7 to provide financial assistance.

Information Services:. The Foundation presently responds to ail inquiries from families of
persons with ED or theit dentists or doctors. A variety of publications is available from the
foundation including a monthly newsletter, A Family Gui Ectodermal Dvsplasias and
Charley; The Story of a Child, a family’s diary of experience with their son who has ED.
Most publications are free or available for a nominal charge. Audio-visual aids are also
available on a short-term loan with returnable deposit.

National Fraternal Society of the Deaf (NFSD)
1300-W. Northwest Highway

Mt. Prospect, IL- 6005

312) 392-9282 (Voice)

312) 392-1409 {(TDD)

Handicapping Conditions Served: Deafiiess and hearing impairments.

Users Served: Disabled persons, parents.

The Organization: Organized and administered by deaf people, the orgasiization was
originally founded to provide life insurance coverage for deaf people who were denicd
coverage by established companies. Membership, which entails purchase of insarance, is
open to all hearing-impaired persons, their relatives and others involved in the field of
deafness--between the ages of -0 and 60. NFSD _advocates the rights of deaf people-to drive
and obtain auto insurance and works to. eliminate discrimination in employment, education;
and iegal proceedings: The organization also awards scholastic and athletic achievement,
and sponsors lecal and national social activities.

In formation Services: A ficld force of trained representatives exists to offer detailed
information and explanation of a variety of insurance investments and estate planning to
deaf and hearing-impaired p:ursons. Information is provided in sign language. Consurer
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and through the blmonthly magazine, ,@ whxch carries news of the Socu:t,y's
inSu'ranc'c; social and adV'oca'cy a'ctiviti'cs -The natin.xa'l office maintains an éXtéhsiv’é

any person or group for reference or research:

National Genetics Founa. on, Inc. (NGF)
555 West 57th Street
New York, NY 10019

(212) 586-5900
Handicapping Conditions Served: All genetic disorders.
Users Served: Physiciars and the public.

The Organization- Tt~ ational Genetics Foundation (NGF) is a nonproflit health agency
dedicated to reducing -.ie burden of genetic disease among Americans. NGF was cited by
the National Ac~?- = * 61 Sciences in 1975 as a model for health delivery.

Information Services: NGF’s prlmary objectlve is thc advancement of medical genetics into
health delivery systems of the U.S. As a service to the public, the Mational Genetics
Foundation provides a computerized analysis of an individual’s personal famxly health
history through a Family Health Profile questionnaire. The purpose:is to pinpoint health
problems important to the person . ~onle*ing t..2 questionnaire as well as his/her_children:
The report of the analysis is sént fo (e 1ndividual’s ~hysician whose name and address must
be listed on the torm There is a charge “¢v 2ach ferm and analysis to help defray the cost
of service; handling and inaiiing;

The Foundatxon operates a natlonwxde network clearinghouse staffed by genetic counsclors
who provide referial to university-based senetic centers for individuals and familiés who
have, or suspect thevy may have; an inherited disorder. Phone: (212) 586-5800.

National Head Injury Feundatsun
P.O:. Box 567 -

ramingham, MA 6170
(617) T T473

Handicapping Conditions Served: Traumatic head injuries:

Hsers Served* Dlsachd pcrsons parcnts tcachcrs, ;hvumans psychologists social workers,
rehabilitation counselors, nurses, therapists.

The Organization: Founded in 1980 by families of head-injured people and proféssionals
with an interest in-the treatmeéent of -this condition; the National Head. In_|ury Foundation

assists head-injured persons and their families to seek out needed rcsourccs and scrvxccs‘

The Foundation facilitates the formation of family emotinr:al support groups, which exist in

many locations tiiroughout the country _Chapters of the Foundation are found in 23 states,
and are in the process of forming in 7 states. There are also 350 support groups around the
country Thc Four*datxon is-also concerned with obtaining financial support for patients
and the establishment of speciaitzed rehabilitation programs.
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Information Services: The Foundation disseminates information on resources and facilities

for acute; intermediate; and: long term care; and the rights of head injured persons. This
service is available to head-injured persons and their families and professionals Who work
with them. The Foundation publishes a newsletter quarterly. Bibliographies are available
on general head trauma information, coma and rehabilitation, family and pediatric issues,

prevention; and general information sources. The Foundation also publishes the National
Directory of Head Injur ghabilitation Serviees, a listing of over 350 facilities and
programs that meet the needs of those who have sustained head injuries: There is a nominal
charge for written materials and audio-visuals. One publication, What is 2 Head Injury?, is
available in Spanish.

The National Hemophilia Foundation (NHF)
The Soho Buildins;

110 Greene Streex
Room 406

New York, NY 10012
(212) 219-8180

Users Served: Disabled persons and their families, health care professionals, teachers, social
workers.

The Organizaiic= . The objective of The National Hemophilia Foundation (NHF) and ifs 48

chapters is to previde programs of research, professional education and training, public
education and patienc und community services to foster its overall goal of providing a better
quality of life fo: wdGividuals with hemoph:lis and related bleeding Gisorders. Chapters

provide varying d.r~c! services. Scme aré canprinensive care treatment centers; some are
affiliated with treat.acat céniérs. Most chapters si-onsor scholarships and "camperships" to

Information Services: _The NI pruvi's » wide array of educational materials.

Publications include general information on hemophilia for patients and their families, such
as_sources of possible financial assistance and- medical care, educational information for
employers and schools, and a variety of technical literatire on care and treatment. Some
professi il materials are dévoted to specialty areas such as dentistry, orthopedics; siu.gery,
and phy.ical therapy. NHF also provides newsletters, study reports, conference proceedings,

bibliograr'-'ss, and service directories, e.g;; the Directorv of hilia Treatment Center
The NHF has compiled a cumulative list of health educational materials related to
hemophilia, published by pharmaceutical companies;-blood banking organizations; and

government agencies. The pamphlet, Your ophilia, is available in Spanish.
Order forms for all publications can be requested through local chapters.

NHF chapters refer persons with hemophilia and their families to appropriate direct care
facilities and to possible sources of financial assistance.




National Hun htjﬁngton s Disease Association (NHDA)
1182 Broadway

Suite 402 -~

New York, NY 10001

(212) 684-2781
Handicapping Conditions Served: Funtington’s discase (HD).
Users Served: Disabled persons, parents, physncnans, phy51ca. thcraplsts social workers.

Zjhg Organzzatzqn Orgamzed m 1976 by famxhcs, profcssmnals, and cmzcns conccrned thh
HD; the Association now has 17 c.. apters and branches and 34 area representatives:. The

Association offers postdoctoral fellowships in HD and related disorders: NHDA offers
patients and families. support services and referrals to local facilities ar.d resouices for

ass:stance Public awareness is anothcr 1mportant actlvxty of the Assc‘.“ 1101, wlnch works

to remove the stigma that has for centuries surrounded victims. HD paticnts often exhibit
symptoms of chorea (dance-like muscular spasms) and pronounced personality cha- ge. The
Associaiivn also supports medical research by fund raising and collection of autopsy brain
tissue for scientists who as¢ working iin HD.

Infprmatzon Services: Brochures cxplammg the mhcrltancc and cffccts of thc dlscase a

manual for medical professionals;. a manual fcr soc:al workers and psychologlsts who -Wwish

to lead support groups for HD farmly memb#rs a booklct on chmcal ciare {(for physxc:ans),

reprints of articles about HD and the Association, and a list of local chapters and
representatives are ava:labl; on request, alongfthh,,mc,mbc,rshlp information and a quarterly
newsletter. Referrals can also be made to local medical and nursing home facilities.

The Orgamzanon‘ ancr 1950 the Natmnal Kldncy Foundatxon (NKF) has been scckmg thc

total answer to dxscaSes of the kidney and urinary tract - prevention; treatment-and cure--
through rcscarch patncnt services, nationwide organ donor programs, professional education

and public inform ~tion. The Organ Donor Program works through 50 affiliates to. gathcr

kidneys and other organs for transpiant. Support of blooa banks for dialysis patients,

administration of detection and screening programs, and. staffmg of mformahon and

referral offices along with advocacy .and pubhc information actxvmcs are among the

activities of Foundation affiliates and 200 local chapters. NKF sponsors symposia;
conferences and meetings for medical and allied health professionals. Education of
professionals is provided by five Councils of the Foundation: Clinical N¢ phrology, Dialysis
and TransSplantation, Nephrology Social Workers, Renal Nutrition, Urology and Nephrology
Nurses and Technicians.




Information Services: Affiliates and local chapters provide counseling and referrals to local

resources for patients and their families. The Foundation provides.a number of brock-ires
for paticnts and fami'les covering general information on kidney and urinary tract
disorders; specific dﬂ:ases treatment options; dret and rehaorhtanon Sample titles are:
What Zvervone Should Know About Kidnevs, Your Kidneys and How to Detect XKidney

Dis¢ase; and High Blood Pressare and Your Kidneys. Some information is availasle in

Spanish. Publications include a bimonthly newsletter containing up-to-date information on

research; legislation, programs and services and learning opportunities: The Kidney, a

bimonthly scientific report on smgle toprcs of current research and clinical developments in
kidney disease; and- < -a_monthly journal focusing

on human renal and urogenrtal function in _health and. drsease primarily for physicians and

researchers.  Audio-visuals are availablc on the pnysiology of the kidney, chronic renal
failure, treatment and corgan donation. Materials are frec to patients; a nominal fee is

charged for health care professionals;

The National Marfan Foundation (NMF)

54 lrma Avenue

Port Washin on, NY 11050
(516) 883-871

Handicapping Conditions Served: Mari‘an sy'n"cirom'e

Thé Orgrz'rriédiiefr ‘The National Marfan Foundatron is an organization founded in l982 to

meet the needs and intcrests of individuals with the Marfan syndrome. Th’ . syndrome is a

genetic disorder of the connective tissue that affect: tany organ systems, including the
skeleton, the lungs, the eyes and the heart and bloo¢ vessels. While difficult to diagnose, it

is estimated that over 20,000 people in the US. have the Marfan syndrome.

The Natronal Marfan Foundatron ﬁas a threefold purpose (l) to provrde accuraie and

timely information about this condition to patients, family members and physicians; (2) to

provide a means for patients and relatives to share experiences, to support one another, and

to improve their medical care; and (3) to support and foster research. The NMF is working

to provrde grants to research scientists in support »f their investigations into the causes and

treatment of the Marfan syndrome Fund raising tor research and patient service is a major

activity. The Foundation is composed of over 10 chapters and community Troups across ths
country.

Information Scrvices: NMF publrshes a variety of materials for patrents the- publrc and

professionals. Singie copies of printed materials are available free from the national office;
there is a charge for bulk orders. Publications include The Marfan Sy ;,which
provides a comprehensive description of the condition, and. How John Was Uniqug¢; a picture-
colorinig book for childrenin with the condmon Fact sheets on the syndrome and NMF aie

also available. A bimonthly newsletter, ee to

, is free to members. Audio-visuals

from the NMF_ biennial meeting and a TV interview show featuring two personc affected by

the Marfan syndrome are offered for loan or purchase. Additional materials, including

articles, are available upon request.




National Mental Health Assocnatlon (NMHA)

1021 Prince Street -
Alexandria, VA 22314- 2971
(703) 684-7722

Handicapping Conditions Served: Mental and emotional disorders.
Users Served: Disabled persons and their families, professionals.

The Organization: Formerly the National Assocnatlon for Mental Hcalth the NMHA adoptcd
it present name in 1976. Primarily an advocacy and public éducation organization, NMHA
and its 650 local chapters work for lchs]atxon affecting the rights and treatment of the

mentally ill._ On ccasion it will engage in litigation, where a test case seems warranted, on

such issues as regulation of electroconvulsive thcrapy, patnents rights to rcfuse drugs or

rights to counsel during commitment hearings. NMHA works for improved community-

based treatment facilities to replace outmoded state hospitals, and it carries on public
awareness campaigiiy to cffcct changes in neighborhood and business community attitudes

toward recovered mental Détierité

Information Services: .An. extensive pubhcatxons list mcludcs such t1tic< "or patnent ana

family as Helping the Mental Patient at Home; and Wh

Mental Health. Of interest to the general public are such publications as How to Dcal With

Your T;nsngns, epression: }y at You Should Know Abgu; It, and When Things Go Wrong ;
ﬂhg; Can _You Do? Information on services, insurance, research; v uploymcnt legislation
and litigation, carecrs-in mental health, rehabilitation; and citizen activism is also available;

as well as NMHA position Statements on topics ranging from. psychosurgcry to the insanity

defense. A monthly newsletter, Focus, informs members of news in_ the mental health field:
Films and other cducational materials are available for one-day rentals; a catalog will be

sent on request. Inquiries and referrals for direct service are handled by local affiliatcs.

National Multiple Sclerosis Society

205 East 42nd St reet

New Ybrk - 10017

The Orgamzauon Thc Natlonal Sclcros:s Socxcty ,)tOVLde fnndmg for rescarch publxc and

professional education, advocacy and .the. dc'rngn of rehat’iitative and psychosocnal programs.

Jnrcct services to MS _persons are providcd through I:sl Iocal chaptcrs and branchcs A

Sclcrosns Soc:ctncs.

Inform“f on ‘i‘erwces Pubhcatxons for thc gcneral public mclude such pamphlct tntlcs as




is are zlso available. Patient mformatzon mcludes pamphlets on

mental and emotional health; careers for. the homebound and Inside MS, a quarterly

membership periodical. .. Some ;nformatlon is available in Spamsh Professionals may

request publications on treatment; nursirg care, group counseling, and reprints of Jjournai

articles. Referrals, information on technicai aids and equipment, and ordeér lists for fiee

publications can be obtained {'rom chapters.

Z

Box 7
fﬂ Mawr PA 19010
215) 275-7211

Handicapping Conditions Served: Learning disabilities.

P INetgvork of Learning Disabled Adiilts (NNLDA)

Users Served: Disabled péersons.

The Orgamzamm‘ Thc Natxonal thwo % of Lcarmng Dlsablr‘d Adults (NNLDA) is an

organization formed to provide support, assistance -aad mformatlon to learmng disabled

adults and self-help groups for learning disabled adults nationwide. NNLDA encourages

advocacy and provides an informal communication network among members, which it plans

to formalize in the future, In addition, NNLDA works to educate the public about learning

disabilitics and about the abilities of those who have LD Ass:stancc is provided to LD

aduits in locating appropriate services: NNLDA has three state chaptcrs

1nfarmatmn Servzces NNLD& puLn»hcs a dcscnptlvc brochurc about thc orgamzatxom Thc
NNLDA }igwsletter, published four times ‘per year, reports on educational programs and
resources, iegislation, governmceat bolicies, cmploymcnt and traiuing oppo-tunities,
organizational news and other items of interest. LAUNCH, a member organization, offers a
video tape for sale about LD adults: NNEDA provides speakers for organizations and
conferences. The Network maintains an electronic bulletin board entitled LD ADULT on

Special Net (see National Association of State Directors of Special Education, separate

entry) to dxsscmmatc mformatnon about issues of concern to LD adults. Theére is no charge
for information or services.

National Neurofibromatosis Foundation (NNFF)
141 Fifth Avenue

Suite 7- S -

New York, Y- 10010

(212) 460-,980
Handicapping Conditions Served: Neurofibromatosis (Von Recklinghausen’s disease).
Users Served: Disabled persons; parents; health care professionals,

The Orgamzauon Ncurof:bromatocxs (NF) is an mhen ad ucurologlcal dxsordcr which can
affect all areas of the nervous System and the skin. _Symptoms of the disorder usually begin

in chxldhood or adolcsccncc -when mulhplc benign tumors. appear on the bram spmal cord
and skin; the nerves controlling vision and hearing are often affected. The Foundation was
established in 1978 to provide information to NF-affc:ted individuals and their families;
phys:cnans and other profcssxonals and to promote and support scientif ic research on the

cause, prevention and treatment of NF. The Foundation’s activities include public
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awareness campaigns, conferences on NF for professionals w.d ¢» 'ay public, and, * ﬁgougn

19 state chapters; support groups. for members. It recently cozvonsored along with the

York Academy of Sciences an_international Conference on Neucofibromate whi~ bicru,gh,t,

together a distinguished group of physicians and scientists tn focus on ** . order NNFF

also awards research grants and fellowships. NNFF members i clude ‘ted 1a¢ividuals
and families, physicians and other interested persons.

Information Servxces NNFF pubh.,hcs a broc}*urc cntnicd N;urggt;lpr,£ gms §, ‘3i0rm §11Qn

for Patients a quarterly newsletter, and a reccarch. ncw;lc' er for
professionals. The Foundation assists individuals a’[ected by NF and their 7 1ilies in
finding medical, social and genetic counseling. A patient brochure i Spanish :x being

prepared:

Nati&ﬁél Orgamzatlon on Disabiiiiv (N 0.D. )
2100 Pennsylvania Avenue, NW
uite ;

4
Washih” ton BC 20037
(292) 960 -
202 293 5968 (TBD)

Handicapping Conditions Served All hand(caps

N
w

Users Served Djsabled persons, parcnts tcachcrs commumcy -level admxmstrators natlonal
organizations; employers:

The Orgamzatxorr The pnvately funded National Orgamzatxon on stabxhty, uccessor

organization te the U.S. Council for the International Year of Disabled Persons, works to
support community-based efforts to improve the lives of disabled people. Emphasis is
placed on the concept of partnership between able-bodied and disabled individuals in

dcvclopmg cooperative programs._  The N.O.D. encourages organizations, corpoiations and

others to support local efforts; and offers technical assistance to the growing number. of

participating cc munities. To date, ¢here are 50 state chapters and ap- sroximately 1700

local chapters .. N:O.D. Th= National Organization sponsors annual programs for
Commuunity Partners and National Par:ner Orgamzatxons at which it awards cash prizes for

progress made at these levels toward integrating citizens with disabilities into community
life.

Injormatton Servxces In comunctxon thh tﬁc Natxonal chhmcal Instxtutc for the Dcaf the
N.O.D. publishes ¢ a 30-page guide which

discusses community goal-setting, dealing with the media, fund. raxsmg, working with elected

officials and more. The N.O.D. also publishes a ~quarterly REPORT which highlights thc
organization’s program activities and current -disability trends. REPORT -is available to the
general public. UPDATE, a bimonthly newsletter is targeted to. community partner groups

and highlights replicable community projects and available resources. N.O.D. has a

clearinghouse which also stores this ml‘ormht:on Eimited ass;stancc can be provided to
individual inquiries. All information is available on cassiette tapes.
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National Retinitis Pigmentosa I;'iou
, o
éi Royal Avenue

{RP F

Fourth Floor - - - - - -
Baltimore, MD 2121

225-9400 -
301) 225-9409 (TDD) =
800) 638-2300 (Outside Maryland

Handicapping Conditions Served: Blindness and visual impairments, caused by inherited

retinal degenerative diseases:.

Users Served: Disabled persons, parents, teachers, rehabilitation workers; ophthalmologists,
optometrists, geneticists, mobility specialists, psychologists:

The Organiza.ion: The National Retinitis Pigmentosa Foundation funds research in retinitis

pigmentosa (RP) and other retinal degenerative diseases. It funds 13 research centers in the

- -

US. and England, each involved in different but coordinated areas of investigation into

retinal degenerative diseases. The RP Foundation maintains a national confidential registry
of RP affected persons for statistical and clinical research. In addition the Foundation has

initiated an RP Retina Donor Program to assist the researchers’ efforts. -The organization’s
60 affiliates are involved in a variety of activities including information and referral,
experience sharing; and. fund raising. Furthermore, the National RP Foundation is a part of
the International Retinitis Pigmentosa Association; a coalition of 17 countries which
coordinate research on a world wide basis.

Information Services: Volunteer Information Resource Ceiiters (VIRC) plus the chapters

provide referral services to rehabilitation, psychological, medical, genetic, and vocational
counseling agencies. The RP Foundation publishes several fact sheets, an annusi report and

a quarterly newsletter for the lay reader. The newsletter is available on cassei‘e and one

brochure is available in Spanish.. There is nec charge for single copies of all materials. The

RP Foundation holds regional and national educational workshops for volunteers and

professionals; where leading specakers in the field of RP are featured.

National Reye's Syndiome Foundation (NI
426 North Lewis

Bryan, OH 43506
(419) 636-2679

Handicapping Conditions Served: Reye's syndrome.

SF)

Users Served: i’hysi'cia'nsi gcﬁéréi pubhc

The Orgafization: Formed iu 1974, NRSF, a nonprofit organization, has growi to over ;40

Chapters in 41 states. It promotes awareness of Reye’s syndrome, which strikes children
from infancy to about 19 years of age, most commonly after a viral illness such as flu or

chicken pox. If not diagnosed and treated in its early stages, Reye's syndrome can lead to
brain damage ranging from light to severe. NRSF provides funds for basic research on the
disease, and support and guidance to families of stricken children.

Information Services: NRSF diiseminatus literature to the lay community and the medical

profession; such as brochures, awareness bulletir and emergency room posters. A brochure

and an awareness bulletin are available in Spanish; an awareness bulletin c¢an be requested
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in V1ctnamesc An aUle v1sual shde/tape on Reye s syndrome is avanlablc for the gcncral

pubhc ~Two additional programs for in-service hospital training sessions are technical in

nature and designed for members of the Health profession. There is 4 nominal charge for
large quantities of brochures. NRSF publishes the annual Journal of the National Reve's

Syndrome Eeumgltaoﬂ and a biannual newsletter, In_ The News. The Foundation compiles
statistics and data on Reye’s synarome.

Aﬂtlsm (NSAC 777777
1234 Massacﬁusetts Avenue, NW
Suite 101

Washing tcmL DC 20005-4599
(202) 78320125

Handicapping Conditions Served: Autism.
Users Served.: Parcnts, tcachcrs profcss:onals.

The Orgamzatzon NSAC Thc Natronal Soc:cty for Ghﬂdren and Adults with Autrsm is an

organization of parents, teachers, professionals and interested peoplc who work for
legislation, education, and research for the benefit of all children with-severe disorders of
communication and behavior. Advocacy on the national, state. and local levels, particularly

in the area of education, is 2 primary function of the organizacion. The 190 local chapters

of NSAC support various direct services, such as recreational programs and group homes
(residences for 8 to 12 children).

Information Services: The orgamzatxon pubhshcs gcncral pamphlets defmmg autism and

suggesting management techniques. NSAC’s Information and Referral Service, located at the

above address; has specific information available, including: (1) names, addresses; and otheér

mfmmatmn ak.. day and residential programs and camps which admit children with
autism; (2) = *° ¢ < f{aciliiies which admit -autistic adolcscents and adults; (3). _ways to

effectively ory’ .ie Lo get community Services for childrén with autism; (4) legislative

information at national and state levels; (5) suggestions for sources of funds, put!ic and

private; (6) a list of colleges and universities which offer trairing in the field of autism;

(7) income tax information for parents; (8) a list of contacts and societies for children wrth

autism in other countries: 'I‘irc service also keeps an informal list of research projects being

conducted in the area of autism:

NSAC. publishes a bimonthly newsletter, The e, an advocacy publxcatron geared
toward parents and profcssxonais who work w1th autr..tlc children. NSAC alsoipubhshcs the
annual Pt i <

ed: ;- which includes professxonal papers on
a vairisty of sub_yccts related to autism. Books about autism for the professional and lay
reader are selected and distributed by NSAC’s bookstore. TheSc mcludc NSAC pubhc‘.tro‘rs
such .as How Thcy Grow: A i2n-with-Autism and
i ith, produccd in coopération with the
Office of Special Education Programs, U.S. Departizent of Education.
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National Society to Prever
78 Madlson Aventue - -
New  York, NY- 10016
(212) 684-3505

Handzcappmg Conditions Served Prevention of blindness and v1sual 1mpa1rmcnts

The Or;;amzatzan‘, Thns orgsmzatnon founded in 1908, works to prevent blmdncs< by

sponsoring commumty screening and testing programs, public and professional education,
and research. Community programs, carried on through 26 affiliated vio.unteer state
agencies, concentrate on health education and free screening for the public. These programs

aim to detect; control, correct, or prevent glaucoma and cataract blindness; eye problems in

children; eye accidents; and blindness caused by hereditary and. congenital conditions,

diabetes, and macular. dcgcncratxon NSPB works for the implementation of laws ror eye

protection in hazardous environments. It funds research in eye care and disease prevention.

Inform-tion Services: NSPB provides answers to specific dues;iom,abﬁbut; eye ;disé'asés; eye
safety, vision defects, and eye checkups when queried by mail. It publishes brachures and

pamphlets on various subjects, such as glaucoma, cataracts, sunglasses, and TV and the eyes,

providing single copies of most materials at no_charge. NSPB. pubhshcs a newsletter; threc

times a year and a quarterly magazine: Eow-cost curriculum aids for teachers are also

available. A complete catalog of NSPB publications and films may be obtained by writing

to NSPB; enclosing a stamped, seif-addressed, business sized envelope.

Natlonal Spmal Cord Injury Association
14¢ California Street

Narj on, MA 02158

(617) 064-0521

Handicapping Conditions Served: Spinal cord L.jurlcs caused by trauma -~ disease.

Users Served Disabled pcrsons and thclr famxhcs physxc:ans nurs¢s, therapists, socia!
workers, rehabilitation counselors:

1he Orgamzatxon* Founded by the Paralyzed Vuterans of Amcrlca in 1948 thc Natnonal

Paraplegia Foundation in 1979 merged with the New England Spinal Cord Injury
Foundation and adoptcd the present name. Dedicated to programs of research and services;
the Association works through-its 30 chapters to develop comprechensive systems of _quality

care for paraplchcs and quadriplegics.- Care is offered as a direct service by some chapters

which give individual case consultations and advise on case management of the newly

injured: Other chapters make referrals to direct service providers. All chapters emphasize

personal contact between persons with spinal cord injuries and involve them in all -aspects
of actxvntxcs Curc is thc goal of thc rcscarch dxvxsxon whxch offcrs fcllowshxps to

Regional seminars and an annual conference gnvc profcssmnals, constxtucnts and othcr

interested persons an_opportunity to exchange and compare new dcvclopmcnts n

t,chnologxcal environmental;, and mcdical research. Coping with the disability is facilitated

by peer counseling; public awareness; and environmental barrier removal. Some chapters

sponsor independent living rehabilitation programs and more of these are being developed
for the severely disabled (quadriplegic).
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Informatxon Servu:es*, The Assocnatxon functions : as a ciearmghouse of information for

medical and other health care workers. Information on independent living rchabxhtatlon
programs, self-help devices, equipment, transportation, employment, education, personal care,
and referrals is available from the national offire and through chapters. Individual case
consultatlons and case mansgement advice can dalso be requested; sontacts can -be arranged
for _person-to- person ass, stance and peer counselmg, if appropriate. ‘Publications include

: ; © vuronthly neéwslétter; region2l and national resource directories;
and handbooks on nursing; pcrsonal care, and nutrition. Interested pcrsons may also. rcqucst
bxbhographxes of -urrent and re'evant research {n generai thcre is no charge. for services

or publlcatlons to persons with spinal cord injuries; there is a min.mal charge to others for
some publications.

National Strerke,ﬁssocnatlon (NSA)
1420 Ogden Street

Denver, CO 80218

(303) 839-1992

Haiidicappiiig ébhdﬁibﬁs S‘éfvéd.- Disabilities related to stroke.

Users Served* Strokc survivors and thc:r famxhcs phys:cxans, nurses, phys:cal occupat\onal

and specch thcrapxsts other rehabilitation professionals, rehabilitation centzrs and
community siroke organizations.

The Organization: NSA is the only national organization focusing its efforts solely on
cerebral vascular accidents (CVYAs or strokes). Its-goal is the reduction of stroke incidencec
and the provision of a: strOng, visible, nation-wide education, information and referral

service for stroke survivors; their families; health _professionals and the lay community.

NSA also maintains a rescarch program focused on the prevention; treatment and
rehabilitation of stroke. The program is guided by the NSA Sci:ntific Advisory Committee,
which is composed of natxonally recognized, stroke-knowledgeable medical professionals.

The NASA was founded in 1984 and its first state chapter office will open i 1986.

Inj'ormauon Se,r,v,z,ces,: Thns Assoclatlon publlshcs a quarterly ncwslettcr,
tool for exchanging stroke-related. cxbcrlcnccs and other information. All NSA members

rcccxvc th1s publicaticn, which contains articles from practmoncrs researchers; stroke

survivors and their families. The NSA also publishes a series of educational materials

entitled Be Stroke Smart. A siroke recovery guide, The Road Back, is available as of
Deceniber, 1985.

Thé: NSA"S Clééfiri'ghbiise is collecting a * -ange of strokc lnformatxon and data on
available services: The clearinghouse i1s . . __ioping a Stroke Res and is
collecting audio-visual materials for loan to mtere’stcd groups In addmon inauirers are

referred to local services and support groups when appropriate.
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1269 7th Avenue
San_Francisco. C/
) 566-53Z

Handicappi!xg Conditions Served: Aifuttéiin'g.
Users Served: Diszbled persons, parents, teachers, spcoch therapists.

The_ Organization: Estab-ished in 1977, the NSP is a seif-help organi. 2tion run by and for

people who stutter, serving over 2,000 members nationwide. NSP prevides information on
all aspects of stu:tering to people who stutter and the general public. In 35 self-help group

chapters, NSP runs biweekly meetings where people who stutter can come, share; learn about

themselves, and have fun speaking in a specially designed meeting format NSP offers
consultations in program development and technical assistance to school districts, speech

clinics; hospitals; rehabilitation centers; and other agencies involved in speech services.

Information Services: The NSP publishes a monthly newsietter called Lettina_Go which is

available only to members. Publications also include pamphklzts and article reprints with
such titles as: "What Teachers Can Do to Help the Chiid Who Stutters” and "A Persona
Journey Through Stutt- =~ ."_A tape series, which includes a tape ¢ a chapier meeting, and
the handbook, Self The- vy for Stuttering; aze availacie at nominal cost. NSP has a Specch
Pathology Referral Sci.ice which provides inforration 05 experienced speech therapists.
Speakers and slide show prerei:tations may be requested by schoo!s and other organizations.

National Tay-Sachs and Allied Diseases Associaticn,

”lfn’c’" (NT £ D AT

92 Washington Avenue

Cedarhurst, NY 11516

(516) 569-4300

Handicapping Conditions Served: Tay-Sachs and otker inborn errors of metabolism.

Users Sericd: Parents, physicians:

The Organization: National Tay-Sachs and Allied Diseases Association, Inc. (NTSAD) is an
organization that supports research, provides rducatioial literature on Tay-Sachs and the
allied disorders, acts as a referral agency for families with afflicted children and

encourages screening. Tay-3achs is an inherited disorder caused by the absence of a vital
erzyme, which results in destruction of the nervous system and fatality, usually by age five.
NTSAD provides informaticn about screening ror possible carriers of the Tay-Sachs gene

and can direct interested persons to screening ceiiters and genetic counseling services
nationwide. NTSAD supports the Quality Control Profram to accredit laboratories doing
analysis of samples. To facilitate interaction between parents of children with the:se
disorders, NTSAD has formed a Parent Peer Group Network to provide emotional support
and offer practical guidance on a personal level.

Information Services: Brochures for lay-and professional persons descrive the disease and

recommend preveative measures through carrier testing and genetic counseling. A list of
Tay-Sachs screening centers in the U.S, Canada and other foreign countries is available to

medical professionals. NTSAD publishes a semiannual newsletter, Breakthrough, to report
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on legislation. research developme -ts, Association activities and chapter news. One
pamphlet is available in Russian anu sem:z infcrmation is offered in French. There is no
charge for sérvices or putlicaticns.

a ggggl TuberpysﬁSmerusns Associ. ‘en, Inc: (NTSA)
Natlongl Headquarters

P.O. Box 612

Winfield, IL 60190

(312) 668-0787

Handicapping Conditions Served: Tuberous Sclerosis (TS):

Z“

Users Served: Parents, ncurologists, pediatricians, de matologists and other medical
specialists.

The 6rgdﬁi2dtibn The Associaticn was founded in 1975 by parents and concr'nrd

physicians of patients with this genetic disorder which results in tumors in anv ¢ oz

including the brain; couvulsions, skin lesions; and, in severe cases, mental retas.. . on.

Rcsearch accurate dmgnoSns antx convulsarit thcrapy, and early dcn..o*'fnz.'na‘ mtervcn' on

are :he goals of the organization. Dissemination of information to the medical profession as
weil 1s to parents and the general public, advancement of research by,x und raising; and
anncal meetings for restarchers and for the Association’s membership Jf = . nts and
professionals implement these goals. The Association has established a nation: Human
Neurospecimen Bank and a case registry to assist scientists in their research. The membe:s
of the Association offer counseling, referral, and support services to other families of TS
patients.
Information Services: A parent booklet, an illustrated medical brochurc and a clinical
krochure listing the location of NTSA state representatives are all frae upon reques:. A 20-
~ute slide presentation is available for loan. A 30-second public service tape can be
up ‘ecd <o any local media. N ‘A attends all major medical conventions: NTSA’s

v _rly newsletter provides up-t te information on :-ecatment and research. An a«nnual

vership fee includes all mail and a free newsletter subscripticn:

Orton . yslex:a Socnety (ODS)

724 York Road
Baltimore, MD 21204
(301) 296-0232

Handicapping Corditions Served: Dyslexiz.
Users Served: Disabled persons; parents, teachers, health care professionals.

hie é'rg"iiiz'dtiéii The Orton Dyslcx:a Society (ODS) is an mtcrnauonal mcmbershnp

organization for profcss:onais and parcnts of dyslcx;c chlldren Its purposcs are to

disseminate mformatnol related to dyslcx1a and to guide persons w;th dyslcxna and parerts
of dyslexic children to available resources for diagnosis, remediation, and tutoring. ODS
has 33 volunteer branches which serve the needs of their individual communities by
offering guidance; workshops, and semin rs.
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fnfOimdtibh Services: ODS can prowdc some general information tc ingui:2rs by phone ur

by letter; mom information requests are met through = variety of ODS publications on
dyslexia an¢ “:te learning disabilities. There is a charge for books and a numinal fee for
most pamph! : and article reprints. The -Dvyslex s (formerly the QTS
Bulletin) is a compllatxon of scientific papers dchvcrcd at its ann ,f;infcrcncc containing
therapy applications and articles about the state of the art. - tiotapes of individuzl
conf cnce papers are available. ODS also publishes a quarterly ncwslcttcr Perspectives cn

Dvslexia, containing pertinent lncal and national information.

Qste eneslslmperfecta Foundation, Inc. (OIF)
ox 838 =

anchester, NH - 03105
603 623-0934 (Editorial Offi ce) ,,,,,
516) 325-8092 (Administrative Offi ce)

Hand:capping Conditions Served: Ostcogenesis imperfecta (brittic tone u’iScés’e).

The Organization: The Foundation was orgam..ed in 1970 by parcnts of children suffering

from this genetic defect. Characterized. ty fragility of bone and often by stunted giowth,

the condition displays a wide range of severity. Management of the disease and treatment

of symptoms, which may include hearing 27d denta! problems as well is frequent fractures;

is now available at many hospitals and medical centers. Referral to gcnctlc counseiors 1s

another service offered to affected families. Public dwareness and fund rais ing to support

research are other activities of the organization. Members are adult patisnts as well as
parents of childien with the Jdisease.

Informantion Services: Information ‘.aout mudical facilities and zervices, care and

management techniques, and equipment is available from the Foundaticn office or "-y of

th~ 12 leczl chapters: Pamphle‘ts describing the disease and its management; a gv' -de to

educciion for children with osteogenesis imperfecta; reprints of articles by parcnts,

researchers, and health care professir aals; a quarterly newsletter; Breagktrvougn; and
refersals to lccal chapters and medical fac:lmes are available from the Foundatizi,

Paraly zed Veteransgf America (PVA)
891, ghteenth Street; NW

Was mgmnr!)i. 20000
(202) 872-1300

Users ;Svrved' Paralyzed veterans, families, health care professionals, anc the broad u:i e-se
of disabled persons.

The Organization: Paraiyzed Véterans of Amcnca (PVA) is a national organization for

paralyzed veterans with offices in each of the Veterans Administration’s {VA) 20 Spinal

Cord Injury Centers and many VA regional offices : ad outpatient clinics. PVA operates as

an information and advocacy agency, and supports and funds research on the treatment,

rehabilitation, and regeneration of spinal cord dysfunction. A national advocacy program
focuses on transportation, architectural barriers, wheelchair design, and employment and
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the Veierans Admxmstratxon The orgamzatxon has riore than 40 state chapters and 22 sub-

chapters which help the PVA carry out : programs . One of. PVA’s chaptcr -oriented

programs trains nurScs in tl*c care and trcatmcnt of spinal cord injury patients. PVA

e

———————

related lchslatxon and sports. It brbi/idés “aristical data {cg, " 4 health care utxl;zatron)
and technical ass:stance matcrlals on architectural barrizr removal and adaptive devices:
PVA also publishes two magazines, Paraplegia News, and Sports_arnd Spokes:

Parent Care

University of Utah Medical Center
Suite 2A210-

Salt Lake City, UT 84132

(801) 581-53 3

Handicapping Conaitions S2rved: Handicaps resulting from premature birth.

Users Served: - Perinatal professionals, psychologists; hospital administrators, occupational
therapists; behavioral scientists, devzlopmental specialists, social wor':ers; parents, and
conzerned citizens.

The Orgam zznon‘ Parcnt Care, formerly Parents of Prcmaturc and ngh Rrsk Infants Inc.
(PPHRI), was estabhshe in 1982 ty a group of parents and pxofcssmnals to provzdc a
nationa: fcocal point for information, referral, anu support for families of infants who
require special care at birth. The goals of the organization are to support families with
critically ill newborns. to encourage communication between: parents and_perinatal
professionals, to initia‘“ and support parént support groups, 0 facilitate nctworkxng between

parent support groups and health care agcncxf‘s and to erhance public awareness of the

sprcial needs ¢f families of premature and high-risk infants:

Information Services: Parent Care publishes a quarrerly nev *lcttcr , Paren
which is frec to members. It also publishes 4 Resource Dire- .=3ry which lists suppor: groups
~L,-oughout the country; and reviewé noks and other ma’ :rials in this field. There is a
small charge for most materizls {(members receive reduced rater).

For information rega«:'ing mcmbcranxp, educational matcrxarv, and procce mgd from the

1684 and 1985 Parei.. Care con“erences, cortact the national hcadquar.zrs 2t the above
address.

ediatric Pr ’odects inc. (i s ¢}

P.O.Box 1880
anta Monica, CA 90406
213) 459-7710

Handicapping Conditions Served: All handicaps, including emotional disabilities caused by
pediatric hospitalization.

Users Served: Children in health care, parents, teachers, professionals.
81
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The Orgamzatzon‘ Pcdratrrc Pro_|ccts Inc. (PPI) 1S an mtcrnatronal nonprofrt pubhc bcncfrt

corporatron w hich serves as an educat:onal and advocacy group, promoting the mental

health of cuildren in health carc. PPI develops and distributes medically-oriented

therapeutic toys and books for children and publications for parents and professionals about

helping children to cope with illness; disability; trcatmcnt and hosprtalrzatron In addition

to materials, the organization provides educational sessions and consultations to encovran:

quality mental health approaches to the physical care of ill or disabled childrex.

Informatmn Serv ces: Besrdes brochurcs about the orgamzatron PPI provrdcs 1n£ormatron

about preparlng children psychologrcallv or treatment and hospitalization; dcvclopmg
tncrapcutrc play programs 1n mcdrcal scttmgs and ass:stmg chitdren and their famllres in
~oping with illness. i ealth is a bimonthly newsletter, available by

subscription. It mclndes articles on parcntmg, play and preparation for trcatmcnt and

hosprtahzanon with interviews and reports of research, written in readable style. Issue€s in
I'zdiatric Mental Health is a monograph series, covering gaps in practice-and research and

providing extensive bibliographies. PPI also publishes books for children, parcnts and

professionals on coping with treatment an. hospitalization and extensive series of
bibliographies on specific illnesses, disabilities and treatments. Curriculum matsrials in ke

form of both fiction and non-fiction books help children. undcrstancx the disabilities of their

friends, ncrghbors and classmates. Some publicatioas are available in Spanish.

Also available from PPI : are two vrdeocassette series. "Growmg Up With Cancer’ s a two-

part series about school re-entry after cancer treatment. A "Mr. Rogers” series v young

children discusses going to the hospital, havmg an opcratron and having a cast:

All publications, videos ai: mcdlcally oriented toys are avarhblc by marl order for
reascnable "hargcs Catalog requests should be sent to PPI:

Pediatric PrOJccts Incsprovrdcs tcchmcal assrstance to medical and nursing staffs in
devzioping new programs and 1mpr'\ ng cxrstmg oner so that attention is given to the

mental health and development of chiidren in clinics and hospitals. Cousultation, seminars

and workshops zre availahle for a “ve.

People First Int2 ernational

P.O. Box 12642 -
Salem, OR 973 9
(503) 378- 5143

Handicapping Conditions Served: Mental retardation and developmental disabilities:
Users Served Drsablcd persons, parcnts tcachcrs any persons mterestcd in self- advocacy

The Organuatzonx' Pcoplc Fiist lnternatronal is an organization of mentally retarded and

developmentally disabled individuals who meet to learn leadership skills and self-advocacy

techniques. People First began in Salem, OR in 1973. Since then;, mcie than 50 local
chapters have been established across the U.S. and Canada. The national office provides
assistarnce through consultation and mformatron to groups scckmg to establish chapters.

People First is currently working towards establishing a People First/U.S.A. Network.

Informatrog §'grg:ces Informatron about People First and setting up programs is avarlablc

from the organization. Materials include a "how-to" booklet, an officer’s booklet and several
articles about the organization. There is a charge for the information packet. Information
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can be obtalned from the natlonai offlce as well as the locatlon of local chapters Some
local groups publlsh newsletters about their activiiizs; one Canadian group prints a
newsletter in French.

The Phoenix Society
11 Rust Hill Road.
Levittown, PA--19056

(215) 946- 4788
H'andic'appiné Condiiibns’ Served: Burn victims.

The Grg&ﬁléatwfr A self-heto orgamzatron established in 1977 for burn V'CtlmS and their

families; the Phoenix Society works to ease the psychosocial adjustment of severely burned
persons durrng and after hosprtallzatron S0 that they can return to normal lives within their
communmes Whllc anyone w1th an 1ntcrc<t in the goals of the Soucty is lfC\- to jom
families on a one-to-one basis. Members wori under the =uperv1slon of attendlng hosp.ltal
staff.

Infarmanon Servzces Burn vrf'trms a'ld thel. famlhes whc would lrkc to gct in touch with

other burn victims for counseling or help may contact the Phoenix Society for refer:al to
thc nearest regmnal coordrm’tor If therc is no coordlnator close enough, the Society will

The Society publishes a quarterly newsletter, The learus File, which is included witt
membership. Nonmembers may su*%scribe f01 7a nominal Ehékgé In addition; al{St of audio-

visual materials on fire prevention; burn care, true Iife stories of burn victims, and other

topics is avarlabie from the Soc'cty hformatron and/cr ascistance is available in Spanish;

the Society is prepared to inake arrangements for other languages s necessary.

Prader-Willi Synv.~ » Association
5515 M;&lib”; giif
Edina, MN - 55436

Handtcappmg f'ondmons Served Prader- W1111 syndromc
Users Served: Parents teachers, health caie profcssmna s.

The Organization: Prader-Willi syndromc is.a rare ¢ condition which resiaits from a birth

defect. Those with this sporadically occurring disorder suffer obesity, if untreated. short
stature, poor muscle tone, and mental retardation in 95% of the cases. Association members
are parents and professionals, who sharc,knowledgc and experience abo,ut, the syndrome and
how to manage it. Parent groups across the country hold informal meetings and often invite
professicnal speakers to address them. There are 14 state chapters of the Association.
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Information Services: The Association’s bimonthly newsletter contains tips from parents and

professlonals on management of a Prader-Willi. syndrome child; diet 1s emphaslzed Prader-
Willi Syndrome: A Handbook for Parents contains information on behavior and learning
capacity of the Prader-Willi child as well as tips on management, diet and exercise. Prader-
Willi Syngrgmg, an overwe'/ by Suz*nne Cassldy, M.D., may also be purchased. There is a
nominal charge for mater’als.. Ar overview of the syndrome is available in French and
Spanish. The Association provides information to parents regarding physicians or hospitals
with specific knowledge of the syndrome.

ngovery,,, Ine. -
The Association of Nervous and Former Mental Patlents

802 Ngrtﬁ Déarbom Street

Chicago, 6061
(312) 3‘7 5661

Handicapping Conditions Served: Emoti-nal disorders and mental illness (after-carc).
Users Served: Disablui uersons.

The Organization.. Founded in 1937 t9 provnde self- help after care for released patlents of
psychiatrist Abraham Low,; the crzanization uses Low’s techniques of describing and coping
with dailv .roblems to prevent relapse or ¢hronicity: All leadership is volunty: ; and groups
follaw. procedures establishec by Di. Eow: Health care profess onals are welcome as

observers, but weekly meetings are condtucted by members who are ‘ay leaders and former

patients: It is not necessary tc nive been under the treatment of « physician cr to ha\e
been hospxtallzed to join Recovery, many mcmbers come through personal rcferrzis or
publicity as wel! as professiona; referral. There are 1,000 chapters in the U5 Canada;
ireland, the United ng‘lsm and Puerto Rico.

In;formauon Services: The techmquee on which the orgamzatxon ‘2 piosented-in
the handbook oy Dr. Low, Me¢ntal Hea’th Through Will Traning Iso in Spanish
and French). Other Low lectures are available on casseties or . .opics range fronm
"The Fear of Life Ebbing Away" to "The Obsession of Being “on! . ¢d." Pamphlets un

the or gamzatlon, a bxmonthly ne- °|ctter reprints c¢f articles descrw .8 the orgamzatmn a

'p”u't’ncanons list, and a directory of group meetings can be requested. Th;t prﬁgamz"txon
prefeis to offer demonstraticn meetings instead of speakers at gathcrings of professionais or
for other interested organizations. Contact the headquarters office fcr information on this

service.

Self Flelp for ,Harﬂ of Hearmg People (SHHH)

?800 Wisconsin Avenue

20814 .
01 657-2248 (Voice
301) 657-2249 (TDbD

Handicapping Conditions Served: Hearing impairment.

w

Users Served: Disabled persons, parents, teachers, audiologists, otolaryngologists,
rehabilitation agencies.
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The Organization: Incorporated in 1979, Self Help for Hard of Hearing People (SHHH) is an
international educational organizntion of hard of hearing persons and others concerned with
this disabling condition. SHHI s<rks tc educaic hearing-impaired persons about hearing
joss detectioi; management; and icvey ton of Nirter 108S, 2nd _to develop public and
professional a”cbébté'xiéé of the mecdl +" nard ot '—w..ng pcoplc Over 10 chaptérs have

been formed in 33 states; The S * "~ - ey:on Jencir is being established to promote

research into the treatment angd Dro: . - T nowvipg jose. i'Ri; Center will function as the

grant-making arm of SHHH.

Information Services: QHHH pubhshcs 2 piainatt s surnal akuvt hoo cn% loss aag re! cvant
aids, communication technigies and progran i, ..r< # newsiettcr for cinipter organizers. The
organization also offers-information and rei<r..; Scrvices. Publications are avaiiable on a

varicty of topics including hearing aids, assi=tiv listening devices, communications access

systems for grroups and large rooms; the psyd\ologncal effects of hearing loss and

assertiveness training for hard of hearing peop's: There is a charge for most publications:

Sens sory Aids Foundation (SAF)
399 Sh rman AvemJé
Suite 12
Palo Alto, CA 04306
(415) 329 0430

szndic'appiné Conditions Served: Blindness and visual impairment, deafness/hearing

User. Served: Disabled persons, employers, rehabilitation counselors:

The Organvzzztmn‘ The Se .ory Aids Foundatnon (SAF) is a nonprof:t orgamzatlon in

operation since 1972, which intioduces employers to the kinds of services and equipment
*hey need in order to emiploy handicapped persons. Major services provided are: (1)
employer oricniation to Sensory aids equipment and assistive devices used in making jobs
accessible for handicapped people; (2) identification of specific jobs which handicapped
persons may perform compziitively: (3) .identification of equipment used by handicapped

persons; (4) _idertification of new areas of empioyment for. handicapped pcrsqns (5)

mainteriance of C-TEC (Computer Training and Evaluation Center) {or hands-on training on

computer access equipment; and (6) Vidvox - a research and de -clopment program on
commutiication aids for deaf persons.

Information Services: Scrv1ccs are prov:dcd toj)otcntlal fmplovcrs rchablhtatlon counsclors

and handncappcd persons. SAF publishes the SAF Quarterly journal; Technology-
mﬁ}}ﬁ!y subseririzon. ncwslcttct) and S_q_§_u_s_ a quarterly magazmc Both Se¢nsus and

Techpology Uzuatc are concerned with new equipment, new applications and new
techniques to assist visually and hearing-impaired persons.

Sicﬁk Kids (7". eﬂ volved People, Inc. (SKIP)

New~- Q,lv, -
evei'rg . MD 21146
301) ¢ 54
Hand- ., - . iditions Served: Disabilities in children which require dependency on

medi: .- particularly related to home care.
85
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Users Served: Disabied persons; parents and family members; health care professionals.

The Orgam‘atzat;* Sick Kids (Need) Involved People. Inc. (SKIP) is a national educatlon

resource and support organization founded to ftosier and proniote the feasibility of
specialized pediatric home ¢ .re for medically fragxlc children. Assuring the highest possible
gu-lity of life obtainakie for these children Who are dependent on medical technology is the

ultimate goal. SKIP ha: aprioximately 25 chapters nationwide and. _is expanding in all areas
of th: cotatry. Chapters provide information; educatior and suppor: over the telephone

and through group. mcctmgs Profcss:onals such as physwlans soc;al workers, psychologlsts

and counselors parnc, “te in group meetnngs through cducatnonal presentations and as

facilitators tc encourage parental interaction. Parent networking to offer peer support and
mutual aid is an important component of SKIP services.

preseniations dcalmg with home care of technology- dcpcndcnt chlldrcn The orgamzatlon

also publishes a newsletter. Donations for individual meinbership are requested, but are not
required.

Society for the Rehs bilitation of the Facially Disfigured

550 First Avenue
New York, NY 10016

(212) 3405400

Handrcappmg Condmons Served Fac1a1 disfigurement and deformities of thc hand and

extremities:

The 6rgah32dtib'it The Soc1et3 was founded to prov;‘le prearam‘ e’ public education and

research; to. CStablxsh new treatment facilities; and tc encourage trzining in reconstructive

plastic surgery as a means of_~iding victims of facial disfigurzr »at. The Society’s Inctitute
of Reconstructive Plastic Surgery at the New York University Medicxl Center functions as a

center for clinical services, professxox.al traiping, and medical resea.ch; in association with

everal plastic surgery clifiic§ in tihe New York met: opohtan ar=a: Research emphas:zes

three major areas: facial and hand reconstruction; m'crosurgery, and replantation of

amputated: fmgcrs h2nds, and other parts. A formal residency trairing program, approved

by the AMA, is also offered.  Special rehabi'it: tion programs are available for those with

congenital facial defects and f¢r lhaad, eye and cancer surgery patieats. Speech

rchabxhtatlon is emphas:zed and thc services of mentdi health professionals and vocational

consuitants are offared to assist with vocational problemis.

Information Services: The Soc:cty routmcly refers those mtcrusted in dlrect services to local

plastic surgeons and clinics.. Assistance is provided, if needed; in locating help to pay for

the rehabilitation.. Incividual case reviews and recommendations are sometimes made by

teams of specialists froin the Institute: If the case is of such a serious nature that only the

Institute couid help, fanilies are adised of the cost. Fact shee!- describing the services of

the Institute are available, as well a: brochures and pamphlets describing the range of

po<s:b111t1\.s of such surgery, and giving selected natient historiés from the Institure’s files:

A blblxography of pubhcatlons bv Instxtutc pnvsicians is als2 available. The Society




S ina Blf'iia Assoc13tmn of Amerlca (SBAA)
343 Soutﬁ Dearborn Street

Room
hlca 'L 60 04
312 3 1562

800 621 3141
Handicapping Conditions Served: Spina bifida, with related hydrocephalus.

Users Served.: Parcnts teachers.

The. Orgamzatzorr Orgamzcd in. 1974 the SBAA bcgan and continu~* » .omrry emphasrs on
local parent and patient support groups: Activities also irclude pov'ic © “uacation; rcscarch

advocacy, and sponsorship of an annval co:fu:once for professic... s uﬂd lay persons on

medical, social, educational, and lcgal issues reltang to this dlsablllty A \Acdlcal Advisory
Board identifies national medical need. "= evaluates curreut medical advances, reporting

on these to thc membership. Thc Prp .1 Advisory- Board for Educzition studies current
cg:luc;atronalfpﬁrogramfs for-children wi-~ ...~ bifida. SBAA continues 16 work closely with
the National Easter Seal Society and © -~ "=*ch of Dimes Biiith Defects Foundation, and the

American Academy of Pediatrics.

fnformatwn Servzcer Pubhcatrons and publxc cducatlon matcrrals are avaxlable through 100

local chaptcrs in the 1i.S. and Canada; chapters also sponsor parcnt tcenage and young
adult support groups. - hlications mcludc,Th _Child with Sp

;. quond the Famrly

yit: a brmonthly newsletter, 1ts; and manuals for parents
and. teachers. Material on organizing SBAA chapters copyr for radio spots; pubﬁlrcrty and
rﬁnﬁgdrﬁafprcscntatmns .and a dxrcctory of chapters can be rcqucstcd There is a nommai

charge; price lists w111 bc marlcd SBAA will make referrais to local chapters and/or
Treatment Centers as necessary.

Ssmai CUl’d Society (SCS)
La eview -Drive
us Falls, MN 56537
f 18} 735 5205

Handxcappmg Conditions Served: Spmal cord injury.

Users. Served Drsablcd persons and thcxr famllxcs physmlans interested in spmal cord
treatment, neuroscientists:

who are all w~- *vng toward thc ultrmatc goal of curc through 1mprovcd treatment mcthods
and research.- ;i 1e SCS raises funds to support a-targetcd research program aimed at nerve
regeneration in the central nervous system: The Socicty also performs public awareness and
community outreach functions. The SCS has over 140 affiliated chapters in the U.S. and

Canada;

In addition to its support of reversal-oriented pure and applied medical research, the SCS
maintains a data bank of chronic spinal cord injury case histories which are continuously
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monitored for improving treatment and guiding research. The case histories are also used

for screening patients for referral to other physicics @ . the SCS Spinal Center, based in

the University of Minnesota Hospitals and Clinics.

Information Services: Brochures aré available descriting the activities of the Spinal Cord
Sceicly. A newsletter, published monthly; contain: -p-to-date information on the latest
treatments and ressarch. A subscription_is incltded :n the zrnual membership fc=. SCS also
has a 28-minute film, "The New Epidemic,* available 1c chapters, service clubs and nther

interested groups. A data and referral service is avajiable to SCS membere.

Tourette S%ndr,ome Association (TSA)
1-02 Bell Boulevard

payside, NY 11361

(v 78) 224-2909

# - dicapping Conditions Served: Gilles de la Tourette synd--me (TS).
educational professionals.

The Organization: Established in 1972 by patients and their “amilies, the Association offers

information and moral support to others affected by this condition through its more than
100 chapters in the U.S., Cani~, and Europe. Touretie Syndrome is a neurological
movement discrder, characterized by rapidly repetitive multicle movements called "tics” and

involuntary vocalizations. Neuropsychiatric symptoms i{ha: characterize this genetic

disorder appear iz childhood and may be misdiagnosed for an average of 10 years, creating
severe psychological damage irL the patient and family. For this rcason, Association
activities emphasize early identification and treatment. Education of professionals as well
as the general public is conducted through publications and the media to alert physicians

and families to the signs and symptoms of the syndrome. Since the cause and cure are not
known; the Association supports medical research by advocacy, fund raising: and soiicitation

of autopsy brain tissue for the TSA Brain Bank.

information Services: As the only clearirighouse of information on TS, the Association

maintains a current referral file of physicians throughout the country who are working

with pa:ients: Exhihits are held at medical conventions each y=ar to acquaint more

physicians with currént research and treatment.  The TSA > tter reporis on medical
progress throughout ine world as well as on activities of locz} chapters. - Lists of insurance
companies, TS chapters, bibliographies and article reprin’; for professionals an2 patie~ts,

membership information; and public edication films; "The Sudden Intruder,” and "Stop 1! I
Can’t" are available on request. Recent publications focus on making Tourette Syndrome
understandable to the school nurse, the schocl psychologist. and service providers. A
pamphlet is available in Spanish. Publications are free or available for a nominal charge.

Lrited Cerebral Palsy Associations (UCPA)
66 East 34th Street ~

New York, NY 14016

(212) 481-6300

Handicapping Conditions Served: Cerebral palsy and other neuromotor diszbilities:

[ .1
oo
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Users Served: Disabled persons and their families, professionals.

The Organization: The United Cerebral Palsy Associations' (UCPA) programs and services

are directed toward a two-fold goal--the prc-ention of cerebral palsy, and meeting the
needs of those who uie affected by the condition and others who have similar service
needs. To fulfill this goal, UCPA: (1) provides funds for research and the training of
s~ientific personnel who work in the ficlds of prevention and treatment of ceret:al palsy;
i) acts as an advocate for the civil rights of disabled persons in the areas of education,

cmployment, independent living; and acces: to public. buildings and public transportaticn;
(3) provides public education programs in schools, hospitals, and community facilities,
which emphasize preventiosn of neuromotor problems; and (4) through its 230 state and local

affiliates; provides direct services including: medical diagnosis, evaluation and treatment,
special education, career development, social and recreational programs; parent counseling,
adapted housing for disabled persons, advocacy, and community education.

Information Services: Through a variety of publications as well as telephone and létter

responses to inquirics, UCPA provides extensive information aboit the naturée of cerebral
palsy, the means of preventing the condition, the services available to and required by
persons with cerebral palsy and their families, and the civil rights of persons with
disabilities. - Lay publications include: What Evervone “fiouid Know About Cerebral Palsy, a
cartoon booklet describing the causes of the conditiy. management techniques, available

services, aiid the outlook for prevention; references ar: made to appropriate publication liste
and materials.

In_the professional area, UCPA publications inclu? bibliographies on housing, family life

skills, sensorimotor performance, and speech; a :.....4book on transportation; bcoklets on
marketing employment concepts; guidclines for i- . srmation, referral and follow-along; a
respite care manual; iutritional care of the young . ild with cerebral palsy; six monographs

on infant development programs; organizing in-service training workshop guidelines;
~:niographs on teenage programs; 2nd information on advocacy efforts. UCPA publishes a
7:monthly general interest newsletter and issv s a newsletier dealing with governmental
r.atters of concern to_disabled persons. This ircludes a series of analysis papers on

rovernmental activities affecting persons with disidilities. For professionals and. volunteers,

"iz Association, - publications include materials on child development; testing, management,
>ot cemtment of cerebral palsy; service needs; Federal assistance programs; and fund
reonocp o YE~ sousociation holds frequeni workebops for professionals which focus on
upg: - "iug the quality of patient services. Progress in the effort tg prevent cerebral palsy is
reporred periodically in the Research Report and Medical Director’s Report. Most
information is provided free to any inquirer.

y. e

Unitec Jstomy Associa *»n (UOA)
2001-W. Beverly Boulevard

Los Anﬁe,les— CA 90057

(213) 413-5510

Handicapping Conditions Served: lleostomy, colostomy, and urindry ostomy patients.

Users Served: Persons with ostomies and théir families, health care professionals.

The Organization: Formed by an alliarice of 28 local chapters in 1962, the Association fnow

has more than 50 chapters in the U:S: and Canada. Volunteers are trained to visit new

patients in_hospitals and offer the information and moral support that only a fellow

r:3tomate can provide. Monthly chapter meetings; as weéil as regional and national
89
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cenferenccs; are held at which medical professionals 4nd {orimer patienis conduct
demonstrations, workshops and equipment resentations to educate cstomates, their famiiies,
and healii orofessiorals ir :he management ¢nd care necessarv foiiawing surgery:

Information Services: .-~ publishes educstional materials explaining the surgery,
posto;erative care, and living with an ostomy for patienis, doctors and nurses Public
info-mation programs are conducted in an effort to eliminate job and insurance
discr;minatitm.

Pnbhcatxons Jncludc booklets on surgcry, management and care. for pancnts Fact. shcets and

catalogs describing iasurance; cqu:pmcnt and. supphcrs _and a quarterly magazmc are

available. Special problems childreu may have in accepting their condition; or that adults
may have with personal and sexual relationships or childbearing, are dealt with in other
publications, all available at nominal cost from the Association.

United Patkmsa’n Foundation (UPF)
360 W estSu rlef Street

Chicag 610
15 5ea 2344

Hamitcappmg Conditions Served Parkmson s disease.
Users Served: stablcd persons and {heir famlhcs hcalth care profcssmnals

The Orgamzatton‘ The Umtcd Parkinson Fqudatlon (UPF) is a me.ber s! r orgamzauun
for Parkinson’s disease patients and their families. UPF assembles infcrmation about the
disease ard disseminates it to members and nonmembers alike. UPF aisa zives financial

assistance *0 sciefitists who are studymg the dicease.

InfOrmatlon Serwces Booklcts on excrcxcc reseasch and thcrap,:s are av 4uab1c at ho coust to
Parkinson’s. disease patients and their families; and the information in the booklets is
supplemented and updated by UPF’s quarterly newslctter. The orgaiization maintains a
national :ist of diagnostic, treatment and rehabilitation centers {or the patient, - ' it can
provide the names of retail outlets for obtaining prosthetic device: and special equipment.
At the reguest of thc pancnt, UPF wi'l contact the pdtient’s empioyer to cxplain
Parkinson’s dise&se and the work limitations, i3 any.. UPF sponsors 5 ientific symposia on
Parkinson’s disease for lay audiences. Professionals aré pérmitted on-site use of UPF’s
collection ¢ reprints of scientific papers.:

0 Box 350
Watsonvilie, CA 95077-0350

(408) 728- -3202

Handicapping Conditions Served: Sclerodernin:

Users Served: Disabled persons and -their families, physicians, rheumatologists and
dermatologists, other health care proiessionals.

The Org&mzauon The United Scleroderma Foundatlon (USF); a nonprorﬁt orgamzat 1

established 1n 1975; works to educate the public about scleroderma, to promote medical




research toward findi’né a cure, an'd to help patients make contact with each other. There

Sclc.ndcrma lrtcrally means hard skin. Localrzed sc! eroderma involves tae skin and

subcutanecous tissues; systemic scleroderma, which is more scrious, can affect the entire body

system:

Information Services: The Foundauon dlssemmates pamphlets on scléroderma. mgiﬁnts various
manifestations, the Scleroderma Handbook for pauents and the Scleroderma nges
Members receive a quarterly newsletter which reports on medical treatment, rcsearch

chapter news. workshop informatior and helpful hints: Many chapters also publrsh

quarterly or monthly newsletters. Accredited workshops are offered through variois

gtg@pters nanonvnde Mcmbershxp (dues charged) =n: itles the donor to a full literature
packet and four ncwsrettcrs otherwise thcre is 2 n.~minal charge for pdbhcatlons ,T;vgo
brochures ars available in Spamsh USF will refer r. “ients and their families to physicians

in their areas and to a local chapter if available.

48,,B§wortliH
Lawrence, KS 66045

(913) 864-4950

ﬁaﬁaiemsﬁg eoﬁéiiii‘ﬁfz's Served: All disabilities, particularly d¢ velopraental disabilities.

lsilmted Tégéther (UT)

The Cvganizaiion: United Together was formed in March 1980 as the result of a meeting of
disabied advocates, many of them developmeatally disabled, who feit that thcrc was fio

national organization representing their needs. The purpose of thc organizaticn is self-

advocacy and the arganizational gnals were developed from the members’- shared belief that

all persons should be able to live as independently as possible. The ObjCCthCS of United
Together include: working to assist in legislative change, increasing the availability and
variety ~f community living situations, encotraging more and equitabie cmploymcnt of
disablec persons, and improving -ccinmunity awareness of dicabled pecople. This nonprofit
organization is made up completely of volunteers; both disablizad and nondisabled: (“urrently,

there are ten regional offices to serve the membership of United Together. There is a
membership fee for individuals and for groaps:

Infarmatmn Servn:es The orgam ation pubhshes a ncwslettcr iha H—'Pgumeﬂv devotcd to

promoting concepts of self advocacy and informing me.mbers about the self-advocacy

movement across the country. It is available on cassette tape. UT also publishes a brochure

describing the goals and activities of the group and curriculum materials on orgamzmg celf-

advocacy groups A movié describing the formation of United Together and its purpesc of

self-advo. acy is also available. Organization members provide technical assistancc ia

starting self-advocacy groups and in aovocatmg for specific disability issues. There is a

nominal fee for materials, tc cover copying or printing costs.

Il
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Ver§ cpecnal Arts (VSA)
nnectlcut venue, NW
Sunte
§tﬁﬁ;, 20009
(202) 332-5060 (Vonce and TDD)
Handicapping Conditions Served: Al handicaps.
Users Served: Disabled persons, parents, teackers; and volunteers:

The Organization: Established in 1974; Very Speciol Arts (formerly the National Committse,

Arts with the Handicapped) is an educational ayfiliate of the Kennedy Center for the

Performing Arts. It disseminates information about curriculum and instruction in the arts

for handicapped people and publicizes the need for the benefit of cxpandcd arts
npportunities for handicappeu people. VSA sponsors "Very Special Aits Festivals™ in 440

sites across the country which offer in-service training to teachers and administrators,
workshops and performances by visiting a:tists; and opportunities for handrcappcd children

to demonstrate or perform in che arts: VSA has conducted research in the arcas of model
arts programs for the handicapped and in personnel preparation through grants provided by

the Department of Education’s Special Education Programs office.

inform’aii’o’n Services Thc Commrttcc has comprlcd lrsts of natronal starc and local

orgamzatrons with art programs for the handicapped; model sites and ather programs which

VSA recognizes for excellence, and sources of financial assistance for. establishing programs

and conducting-research projects. Materials about VSA research znd demonstration projects

and: other publications are available for a. nominal charge and ncludc reviews of special

projects, curricultm idzas for paieuts and teachers. resource guides and bibliographies.

l}rochqrgsfc’mphasnmg the importance of art, music, dance, and drama for handicapped
persons are also ava, :lable. The VSA Iew'l'—' er, published ouarterly, contains infermation
about arts programs for individuals with disa” ilities around the courtry:

Vision - Fqundatron. Ine.
818 M¢t. Auburn Street-

Watertown; MA 62172
617) 926- 4232

Users Served Brsablcd pcrsons optomctrrsts ophthalmologists, social workers.

Tiié érézihiiaiion Vision Foundatron Inc. is a self-help organization wh0sc prlmary goal is

to assist persons with sight loss in adjustmg to their disability and receiving services. In

addition to the information and referral program described below, support services arc

available to persons in Massachusetts and neighboring states, through onc local chapter and
self-help groups.

infarmatzan Servtces* The Foundanon operatcs an mformatron, rcfcrral and follow up

center, which handles inquiries on the availability of large print materials and aids and

applranccs oc:al security and other benefits and sérvices, travel, housmg, employment;

recreation, and other areas. The Foundation aiso distributes materials in large print; braille;

and rccordcd formats, such as catalogs self-help tapes, and brochurcs. Vision Vrews the

Foundation’s quarterly newsletter, is a membership benefit available in large print and on
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cassette. Qgpmg w1];h Slgh; l;gss, Thg Vl§lQn g;sgg gg PQQ may bc purchascd in Iarge prmt

and on vcice-indexed cassette. A vizion resource list, an annual listing of more than 150
brochures, pamphlets and catalogs, is available free of charge; there is a handling fee for
items ordered. - While-the Foundation pr,;m,a,rnl,j,scrvcs disabled consumers, professionals
working with visually impaired persons will find these publications of interest.

e Bpgg P37
V/ashington, DC 20013
(703) 636-3003

Handxcappmg Conditions Served: Wllson s dnscaac and Menkes' syndromc

Users Served' stablcd pcrsons parcnts phys:c:ans and other health care professionals,

genetic counselors, and social workers.

The Organization: The Wilson’s Disease Association is a nonprofit self-help and aavac'aé'y

disease ~.nd related diseases. . WIISOD s disease is a rare. gcnctxc disorder. charactcrxzcd by

excess storage of copper in the body tissues; particularly in the liver, kidneys; brain and

corneas of the eyes: . The Association fosters rcscarch dnssemmatcs information, disburses

funds for research and provides direct financial aid to patients.

Information Services: ’I'h’g: Association’s biannual newsletter contains information on current
'r'cs’c"cl; pertin"nt lcgislatio'ri a'n'd adv'o'cécy é’ctiviti'cs Pam'p'hl'ct’s about the symptbiﬁs

Thc Assocnatlon can rcfcr patlcnts to. physnc;ans spccxahzmg in leson ) and rclatcd dnscasca

and to researchers. The Association also maintains a data base of articles from medical

iournals and books that deal with various aspects of the disease:
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INFORMAT!ON/DATA BANKS/RESEARCH

Thxs group of orgamzatmns is. mvolvcd in co!rlcctmg, documenfmg, analyzmg, tabulatmg,

storing; abstracting and disseminating information on onz or more aspects of disabling

conditions. Information organizations and data banks generally serve as literature
dcposxtones and. clearmghouscs and many operate as computer-based mformatnon storage

and rctnqval systems. Computer searches on a specific topic can preduce bibliographies and
resource lists. Data banks often stock bibliographical lists; reprints and publications on
f’rédiié'ritiy”réduéstéd topics. 2nd will_do custom searches for specialized requests: Research
orgamzatxons, in addition to mformatxon collection, evaluation and dxsscrhmatxon activities

gl

often sponsor conferences an~ workshops to share state-of-the-art findings and
dcvclopmcnts Many organizations in this catcgory are located at universities and
government agencies.
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INFORMATION/DATA BANKS/RESEARCH

Accent On Information & « + ¢ & & ¢ & ¢ ¢ i i i i i aa i i e e 9y
American Humane Association . - © . ¢ . ¢ . . .0 .. . a0 .99
American Paralysis Association =+ . « : « « : & ¢ : . . i . v s o+ ... 100
Arthritis Information Clearinighouse - - : & + « &« « « o 2 « o 0 v o o . . 100
Artificial Language Laboratory . .« . +« ¢« ¢« ¢« ¢ ¢« v v v 0 v e v o o< . .. 101

Barrier Free Environments, Inc. - + - « « « « v o« v oo o .. .. .. 101

Breaking New Ground . . . . . “ e e T T T S SRR ¢
BRS (Bibliographic Rctncval Servxce) Informatlon chnnologles T (]
Bureau of the Census, DOC* . . . . . . .. B T 11

Cancer Information Clearinghouse® - « « « « « « « ¢ « & & o o & o+ o o « . 103
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Biéééﬁi: ﬂnJﬁfﬁfi‘i‘iéElﬁi‘i (AOI)

P O.-Box 700 -:
ioomln ton. IL 61702
(309) 378-2961

Handicapping Conditions Served: Physical disabilities.

Users Served.: Disabled persons, physical therapists.

f}té,é’réﬁhi:btibn: Foundcd in 1972, Acccnt on lnformatnon (AOI) is a c'dm"p'tjtcnzcd
retrieval system containing information on: products-and devices which assist physically

dJsabl;d pcrspns and other how-to information in such areas s eating; bathing; grooming;
clothing, furniture, home managcmcnt toilet care, sexuality, mobility and written and. oral

communication. The citations in this data base, which number over 6000, give two types of
information: (1) references to publications on topics covered, including sources; and, (2)
bncf dcs"nptlons of equipment and devices with addresses of manufacturers markctmg the
products.

Information Services: For a nominal charge, a search of the ACI system is madec on. the
requestor’s topic. The requestor receives up to 50 of the most recent citations for each

search.

Thc uver’s Qg g; which grew out of AOl s mformatlon rctrieval systcm lists cquxpment
and dcvnccs whxch ass:st dlsablcd persons in daily living activities. Manufacturers which

Oth;r publncatxons avaxlablc from AOI mcludc txtlcs on. dcvxccs and tcchmqucs for pcrsons

with the use of only one hand, ideas for making your home. acccssxblc,,ciothuig, attendant

care, scxuahty, bowel management for persons with spinal cord injuries; wheelchairs, and

acccssoncs and easy- to -prepare re\.xpcs The gggn; On Living magazme, issued quartcrly,
conwdins mformatnon on products techniques, and money saving ideas for disabled persons;
true life Stories; and other practical and inspirational articles.

Nattonal ﬁejgpg Bo; r*o;ect
9725 E. Hampden -

Denver, CO 80231 - S
(303) 695-0811 (Voice = nﬂ TDD)

Handicapping Conditions Served: Deafness; hearing impairment.
Users Served: Disabled persons, parents; professionals:

The Organization: The American Humane Association’s National Hearing Dog Project
focuses on the broad needs of all concerned-witk hearing dogs-rather than "hands on" dag
training. A hearing dog is-a_working animal professionally trained to alert its deaf owner
to_the sounds important for daily home survival, thcncby dincreasing personal safety,

independence and mobxhty Thc purpose. of the pro_pcct is to provide the hcanng impaired

individual, hearing dog programs, the media, schools, libraries; and the general public with
the followmg resources and services: 1) mermat;on and rcfcrral (") national public
awareness and advccacy programs; andﬁ (3) resources fc)r program improvement,
standardization and networking. An accreditation program for hearing dog training centers
is currently under development. . .
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hzformatzon Servlce‘" The Natxonai Hearmg Dog Project has produced a number of
publications of interest to the hearing-impaired and the zeneral public. Materials available
include a directory of Learing dog training centefs, a legal rights hand-book for hearing-
impaired individuals and their dog guides; a hearing dog recipient manual designed to assist

hearing dog guide owners with the care and training of their dog, and legal access

information. There is a charge for some publications. The Project also provides technical

assistance in hearing dog program improvemcnt,

S‘%enB;an Paralysis Association (APA)
Short Hills, NJ 07078

(800) 225-0292

;?ziii&iédbiirig Conditions Served: Paralysis due to spinal ccrd injury cné central nervous
system disorders.

Users Served Dlsablcd persons; phys:c:ans phys:atnsts rcscarchers

The Orgamzatzon Thc Amcncan Paraiysxs Assocxatxon (AP.A) funds researcn to cure

paralysis caused_ by brain_or spinal cord injury or diseass, which affects 3 million

Americans. The organization provides funds and information to researchers. On a local

level, 20 APA branches provide referrals to physiciany for spinal cord injured patients and
updates on research developments to the medical commumty and dlsabl;d persons.

Information Services: -The APA pubhshes two brochures whxch g:vc gvncral dcscrxptxons of
the type of research in progress, Hope for a Cure and Rgsggrghmg a Cure, The APA also

publishes a_quarterly newsletter, Progress in Research, which is sent at no charge upon

request: This newslettér reports on the latest Association-sponsorcd :esearch. Central
Nervous System Trauma, the Journal of the APA, is published twice per year. A 20- -minute,
16mm film, "The Search", will be available after December 1985. There is no charge for

most services and products.

ID

Arlm ten, VRJZZO
(703) 558-8250

Handicapping Conditions Served: Rheumatoid arthritis, osteoarthritis, gout, SLE (systemic
lupus erythematosus), and other rheumatic diseases.

Users Served: Health professionals.

The Organization: The Clearinghouse is a service of the National Institute of Arthritis,
Diabetes, and Digestive and Kidney Diseases, U.S. Department of Hezlth and Human
Services; and is designed to help health professionals identify materials for professionai and
patient education. It was established in 1978

Information Services: The Cicarmghouse maintains an on- Ime computcnzed (‘ata base on the

rheumatic diseases available to the public via BRS Information Technologies.
BlbllOSraDthS bxbho profllcs and catalogs are compxlcd and distributed. Informatnon,o,n
rheumatic disease education programs currently in operation and those bcmg developed is
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offered. The Clear’aghouse has a newslettér and acts as a liaison and referral organizatior
for health brdféssi(jj@‘;:aﬁlsjﬁ717?5ftiiéjift'siéij;litﬁhewgcncral public are referred to the Arthritis
Foundation (s¢e separats entry) for information.

Artificial tanguage Laboratorv (ALL)
404 Computer Science . -

Michigan State Umversst

E. Lansmg M] 43824-1042

(517) 353-5399

Handzcappmg Con.imvns Served: Physxcal disabilities, learning disabilities, speech and
language disorders, blindness.

Users Served Dlsaalcd perso.as, parents; tcac.hcrs speech pathologizts, physncal thcrapxsts
occupational thcrapxsts

The argamzatzmr Thc Amf:c:al Languagc Laborato;y (ALL) i5 4 multxdlsc1pimary rcscarch

center. involved in basic and apphcd research in computer processing and formal linguistic
str uctures Applled rescarch makchcs mdxvxduals who Iavc spccch or languagc dxsabxhtlcs

Lab bqn,lt,cqu:,pmcnt The Lab is & reseaich fac:hty locatcd at and aff:hatcd with chhxgan
State University. '

Informat:on Setvzcer Thc Artnf:cxal hanguagc l:abor.ltory has pamphlets available which

describe and expiain technical developments mcludmg switches, hardware and software

prepared by the Lab. Cymmunication Qutlogk, a quarterly publxcatlon, i§ available by
subscription. It contains information on. commumcatlon axds1 orgamzatlons, conferences and

gr;gclcs of gcncral mtcrcst ~ Another pubhcatlon 1r- Enﬁ'ﬁcéfriént

V:dcocassct,t,c,,fnlms descnbmg lab-built cqtupmcnt and apphcat ons are for rcntal

Technical assistance is provxdcd to individuals who require specially built voice output
communication aids. There is a charge for evaluations.

Bamer Free En\nronments Inc. {BFE)
P.O. Box 30634

Water Garden

Hig hway 70 WesL

NC 2762
(01617827833 (Voice and TDD)

Handtcappmg Conditions Served: All handlcaps.
Users Served: Disabled persons; architects; builders; manufacturers, service providers.

The Orgamzatzorr Barncr Frcc Envsronments (BFE) is-a design firm spccnallzvng cxclus:vcly

in the design of products and buxldmgs to be usable by eiderly and disabled people:
Product designers, architects, interior designers; and housing designérs in the organization
practice "universal design;" BFE’s term for designing all things to be usable by all people.all
of the time. BFE- provides design and consulting services to individuals, families,

corporations, small business and institutions on the fellowing: home and building

modifications for accessibility; design or redesign of consumer products and equipment for
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use by dxsabled and elderiy people; appropriate sc!cctnon of products. and cqmpmcnt for use

by disabled and elderly people; market research;, advcrtlsmg literature design, content and

media placement; training programs-and_seminars on_ acccss dcs:gn home modxf:catxons

prodiucts -and equipment for acccssxbnhty, and training as stance on issues relating to dcs:gn
and disability or aging. BFE is affiliated with the Information Development Corporation
{sece separate entry).

arts programming, barncr free mcctmgs accessible dcsngn and product mformatmn In

addition, BFE offers on-site technical advice or design services on any aspect of making
bunldmgs and products as usable as possible by dlsablcd and cldcrly pcoplc without

increasing costs. Charges for services and products are variable and negotiable.

Breakmg New Groun&

Department of- Agrlcultural Engmeermg

Purdue UmversntF o
West Lafayette, [N 47906
(317) 2494-1185

Handicapping Conditions Served: Physical handicaps.
Users Served: Disabled pcrsons parcnts, tcachcrs profcss:onals

"'he Orgamzanon The Brcakmg Ncw Gmund pro;cct has becn cstabhshcd to assnst

agricultural producers who are physically handicapped and wish to remain active in their

operations. The project researches, designs and constructs hand controls and tractor

manlifts that provide the greatest versatility and control for the least cost.. Ever aware of

the potential for accidents, the project is also involved in the evaluation of existing lifts;

controls and other modified farm equipment and buildings to determine effectiveness and

insure safcty Other activities include development of a. compgghcns:ve resource center and
assembly of a product information file. The project provides assistance with designing;
organizing and conducting state and regional workshops for producers and rehabilitation

professionals:

a quartcrly ncwslcttcr, offers 1dcas on

Informauon Servwes*

agncultural equ:pment modnf:catlon for producers with physical handicaps and contains
articles on disabled farmers who are continuing farming: Gther publications include a

bxbhography concerning rural rehabilitation for agricultural producers and a manual on

equipment, tools, machinery and buildings adapted for ranchers and farmers with physical

handicaps. An audio- visual on rehabilitation technology for agricultural producers is

available. Charges for materials and services vary.

Thc pro_;ect provxdes information and rcfcrral services in rcsponsc to spccxf:c rcquests from

producers. Technical assistance on agricultural worksite modifications is also of fered.

i3f~ the

Washm ton, B

(301) 753 4100

Handicapping Conditions Served: All disabilities, as related to work.
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Us*m Served: G'o'vernment a’gén’ciés and offieials; administrators, planners, and evaluators

Tne Organization: Thc Bureau is a general purpose statlstlcal agency which collects

tabulates; and pubhshes a wrde variety of statistical data about the people and economy of

the United States. This data is utilized by Congress; by-the executive branch; and by the
pubhc in the develop'nent and evaluation of economic and social programs In adclmon the

Bureau conducts special censuses at the request and expense of states and local government

units;, publishcs estimates and pro_|ectrons of the populatron provrdes current data on

population and housing characteristics, and issues current reports on other subjects.

1nformanon Servu:es The prrncrpal products of the Bureau are its printed reports; computer

tapes, and special tabulations. However, it also produces statistical compendia, catzlogs,

guides, and directories which are useful in locating information on specific subjects.  Since

1981, the March supplement to the Current Population Survey has contained questions that

can be used to identify persons with a work disability: The survey does not obtarn

lnformatlon on type of drsablmg condition:. A report entitled Labor Force
Charac Work Disability: 1982 was issued in July 1983. The report
1s. tcmporarrly out of prrnt but photocoples of tables can be obtained at cost from the
Population Divisioa, (301) 763-7946.

The 1980 census long form 1ncluded a questron on dlsablllty as related to employment and

the use of public transportation, ~ Tables showing the djsabrhty stéius of noninstitutional
adults are included in the C volumes from the

1980 _census: _The reports are avarlablc for the United States and for each state. Estimates

are available for areas within states including SMSASs, counties, and places of 10,000

populatron anEl greatcr Copres of the reports may be purchased from the US Government

v will present data for each state on such

clraracterrstlcs as age; employment education, earnings, and income. The report is scheduled

for publication -in late 1985. Reports. based —on_the new Survey of Income and Program

Participation {SIPP) show selected eharactenstncs of persons wrth a work dlsabllrty The
most_recent report available_is Econ har risti in ed-
1984. The 1984 SIPP panel was asked a special supplemerntary set of
questlons on disability status. Initial reports based on these questions should be avajlable in
early 1986. The supplementary questions included items appropriate to the young and old as
well as the working-age population. Information about SIPP disability data can be obtained
from the Population Division; (301) 763-7946.

Cancer lnformatlon Clearmghouse

National C ancer Institute
Bullﬂmﬁ)

Room 10A18 .
Bethesda, MD 20892

(301) 496-4070

H&kdié&bﬁing Conditions Served: Cancer.
Users Sérved Health professronals, organnatrons.

The Orgamzatwn The Clearmghouse is a service of thc Natronal Cancer Instltute 3 Ol‘f:ce

of Cancer Communications (see separate entry). The Clearinghouse finds, documents, stores,
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and abstracts cancer education materials for the patient and the public. Also collected are
references to the planning, development and management of health education programs.
Sources of material number in the thousands:

Information Services: Users of the Clearinghouse are organizations and health professionals

cngaged in public and patient education. Public contact is not encouraged, since the public
is served through these intermediaries. Materials cover screening and detection: cause and
prevention; diagnosis and treatment; rehabilitation; and behavior (coping with cancer). The
Clearinghouse does not actually disseminate materials but performs reference searches in its
collection of about 2,000 materials. Topics include oral cancer, skin cancer, nutrition for
the cancer patient; patient education for ostomates, Spanish language materials, asbestos,
smoking, breast cancer, coping with cancer, cancer information in the workplace, patient
rights, and cancer treatment (patient materials). The Clearinghouse is a medium for
exchange of information among the Comprehensive Cancer Ceiiters; all of Which provide

community information. - The Clearinghouse has a file of over 300 cancer education
programs and can put professionals in touch with others who have started such programs.
There is no charge for any Clearinghouse service.

Cenier for Residential and Community Services
%1 'Paﬁééfﬂa“:::::::::;,

150 Pillsbury Drive, SE

Minneapolis, MN 55455

(612) 376-5283

Handicapping Conditions Served: Developmental disabilities.

Users Served: Professionals, Federal and state agency personiiel.

The Organization: The Center for Residential and édiﬁﬁj@jﬁiiy :Sféiiigéi;:iéé@itfa in the
Department of Educational Psychology at the University of Minnesota, collects and
disseminates national data on residential and related services for handicapped people. - The

Center has;-over the past several years; conducted a wide range of studies primarily reiated
to residential services for developmentally disabled persons and has contributed a major
national data base from the rzsults of this research. The Center has operated primarily with

funding from the Administration on Developmental Disabilities, the Health Care Financing
Administration, and the Assistant Secretary for Planning and Evaluation of the U.S.
Department of Health and Human Services, and from the Office of Special Education
Programs, U.S. Department of Educaticn.

Information Services: Information dissemination is primari’y done through publications and
direct response to requests for information. A complete listing of publications and prices is

available upon request;

Center for Special Education Technology
1920 Association Drive
Reston, VA 22001

703) 620-3660 - - - -
800) 345-TECH (Limited Hours)

Handicapping Conditions Served: All disabilities.
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Users Served: Parents, teachers, administrators, related service personnel.

The Crganization: The Center for Special Education Technology collects and exchanges
information about using technology in- thc education of handicapped childrcn and youth

the US, Dcpartmcnt of Edication. CEC is aSSISted by JWK Intcrnatlonal of Annandale VA
and LINC Resources (see separate listing)... The broad objectives of the Center are to: (1)
provide information on technology advances and applications in special education to

interested professionals and others; (2) collect and organize information from a variety of

sources on issues that edhoators and others confront as thcy use technology in special
education; (3) encourage the exchange of information about technology among educators:
\4) dcvclop 1nformatlon exchangc capabnlmcs that provndc easy access to 1nformat10n and

cducatxonal tcchnology in spccml cducatxon

Thc Ccntcr reviews many sources to xdcntuy tcchnology ad vances and applxcations

Examplcs of advances the Ccnter monitors include voice-response technology, slow-scan TV,
audloconferencmg, ass:stnve dcv:ccs, mxcrocomputcrs and vxdcodxscs Educatnonal

Informanon Servzces Thc Center collccts 1nformatxon on. tcchnolooiy, specjal cducanon

issues, companies/vendors; projects; rcsource organizations and funding sources invoived in

tcchnologxcal dcvciopmcnt The material is organized into a variety of formats, which are

used to respond to inquiries.

Thfc C'cn;t'cr dxsscmmatcs 1nformatnon through dlrcct response to indiv vals and
organizations, news releases and 1nformatnon memos, and publication of articles in journals
and magazines. The Center also operates two electronic bulletin boards, TECH.LINE and
TECH:TALK; on Special Net; a national computerized information network for special
education 6éi§onnéi;

The Ccnter has a toll frcc kot lme (800) 345- TFCH The kot line is ’o’p”crational Monday
through Frxday from 1 p.m. to 6-p.m. Eastern Txm“ At all other times; callers can access the
Center’s taped message system TECH-TAPES. This audiotex service contains prerecorded
messages on- resources and uses of technology in special education. To receive a menu for
TECH-TAPES, contact the Center.

Clearm ﬁouse on tﬁe Hanihca

ffice g,, Special Education andp Rehabilitative Services
artment of Education
wutzer %mldmg
Room: 3 -
ashmgton . DC 20202-2319

(202) 732-1241

Handicapping Conditions Served: All handicaps.

Users Served: All interested persons.
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The Organization: Created by the Rehabilitation Act of 1973; the Clearinghouse responds to
inquiries, and researches and documents information operations serving the handicapped
field on the national, state and local levels.

Information Services: The Clearinghouse responds to inquiries on a wide range of topics.

Information is especially strong ir the areas of Federal funding for programs serving
disabled people, Federal legislation affecting the handicapped community; and Federal
programs benefiting people with handicapping conditions. The Clearinghouse is

knowledgeable about who has information and refers inquirers to appropriate sources.

he Clearinghouse assists the Office of Special Education and Rehabilitative Services
(OSERS) in publishing a quarterly newsletter, RS News-in Print; The newsletter focuses

The Clearinghouse assis

on Federal activities affecting the handicapped and reports on new. developments in the

information field. All services of the Clearinghouse are provided free of charge.

The Ceuncil for Exceptional Children (CEC)
1920 Association Drive

Rest 22001

Handicapping Conditions Served: All handicaps and gifted.
Users Served: Teachers, other professionals, and parents.

The Organization: The Council for Exceptional Children (CEC), a private; nonprofit

membership organization; was established in 1922 to advance the education of exceptional
children and youth; both handicapped and gifted: CEC Information Services acts as an
information broker for teachers, administrators; students; parents, and others, serving as a
comprehensive literature _depository fcr. English language materials. The ERIC
Clearinghouse on Handicapped and Gifted Children, housed at CEC, catalogs, indexés, znd
abstracts journal articles and research reports for inclusion in the ERIC data base (see

separate entry).

CEC has an in-house data base, Exceptional Child Education Resources (ECER), which

began in 1969 as an abstract journal. This file contains documents entcred into ERIC by
the Clearinghouse on Handicapped and Gifted Children (approximately 50 percent of ECER
records) and special education materials not appropriate to the ERIC system, such as
textbooks and doctoral dissertations in special education. ECER, which contains

bibliographic data and abstracts on approximately 60,000 documents; has been seéarchabie on-
line since 1971.

The CEC Department of Governmental Relations monitors and analyzes policies concerning
exceptional children; conducts policy research in this area, and works to encourage policies
favorable to the development of exceptional persons.

The CEC Department of Professional Development sponsors an annual convention and
numerous topical conferences; academies; symposia; and other training activities;

In addition, CEC’s 13 divisions, which focus on particular aspects of special education, are

autonomous in developing professional programs and publications geared to meet the needs
of division members: These divisions are (periodicals available to nonmembers by
subscription are listed in parenthesis): Council of Administrators of Special Education;

Council for Children with Behavioral Disorders (Behavioral Disorders); Division on Mental
106
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Retardation (Education and Training of the Mentally Retarded); Council for Educational
Diagnostic_Services (Diagnostique); Division on Career Development tCareer Development
for Exceptional Indl\uduals‘) Division for Children with Communication Disorders;

Division on Early Childhood; Division.on Physically Handicapped; Division for the Visually

Handicapped; Association for the Gifted (Journal for the Education of the Gifted); Teacher
Education Division (Teacher Education and Special Education); Division for Learning
Disabilities; and Technology and Media Division. An asterisk (*) indicates that
subscriptions are available to libraries only.

Irformatzon S‘erv:ces* Custom_ computcr searches of thc ECER ERIC and other education

oriented data bases arc avallablc from €EC for a charge:. Reprints of previous searches on
selected popular topics may also be ordered:

CEC produces numerous publications on special education, awareness of handicapped people,
'c"*-ilfd abuse, recreation; parent-professional cooperation, career and vocational education,
.verely handicapped children, and public poiicy. Bibliographies on topics of current

mtcrcst are also available: In addition; subscriptions to the ECER journal, which appears

quarterly, may be ordered.

Ongmal documents or mxcrof:che coples ot most ECER documcnts are rctamcd in CEC s
library, which also houses over 250 periodicals, the comnplete ERIC microfiche collection,
and many reference materials. The library is open to the public Monday through Friday.

C£C rcsponds to thousands of rcqucsts cach year from profcss:onals, s;udcnts parents, and

others. .When appropriate, inquirers_are referred to other organizations. -Users are asked not

to direct inquiries to both. CEC and the ERIC Clearinghouse en Handicapped and Gifted

Children, since the two organizations share staff and resources in responding to requests:
Thc ECER data base may be accessed directly through BRS Information chhnologxes and
DIALOG (sce separate entries).

ERlSP
Statistics. and Anal sis Branch

Division of Research Grants.

National Institutes of Health :

U.S. Department of Health and Human Serv:ces
Bethesda, MD

(301) 496-7543

Handicapping Conditions Served: All handicaps:

Users Served Health care profcssxonals researchers, general public.

The Orgamzatmn Thc mission of the Statlstxcs and Analysns Branch in the DlVlSlOﬂ of

Research Grants at the National Institutes of Health (NIH) includes the operation of a large

computer-based information system, Computer Retrieval of Information on Scientific

Projects (CRISP). CRISP was developed to facilitate the rapid dissemination of current

scientific information on research projects supported through the various research grants
and contracts programs- of the Public Health Service or conducted intramuraily by NIH and
the National Institite of Mental Health. On the basis of applications or progress reports for
extramural research and annual reports or project narratives for intramural research,
awarded projects are indexed by NIH staff scientists. -The file contains approximateiy
500,000 items, many of which report on research on disabling diseases and conditions,
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1}!9‘}{@93 thrc followmg cerebral palsy, mental retardation, spma bifida and other
congenital abnormalities, blindness, deafness, metabelic disorders, multiple scierosis and
other dx.cascs of the nervous system; spinal cord injuries; amputation; mental illness, and all

other major handncappmg conditions.

In{ormanon Services:. CRISP wﬂl pcrform scarches of the data base on single specific top:ics

(e.g., sickle cell disease) or generic data (e.g., all reszarch support on cancer). The computer

printout_ includes mformatlon on the research area, disease, materials; and methods. For

routine scarchcs thcrc is no chargc to government agencies, public interest groups; other

nonprofit organizations, and individuals; profit- -making organizations must pay for searches:

Deafness Research Foundation (DRF)
55 East 34th Street -
New - York NY 10016
212 6556 -
313) 884 _6559 (TTY)

Handicapping Conditions Served: Deafness and hearing impairments.
Users Served: Researchers in the area of deafness.

The Organization: The Deafness Research Foundation (DRF) was founded in 1958 to find
support for new research into the causes, treatment, and prevention of deafness: DRF
provides seed grants for ear research projects at hespitals; rcscarch Iaboratorlrs and
universities in the U.S. and Canada. The Centurions of the DRF, an organization of
physicians, audxologxsts, and researchers; contr;butes its membcrshlp ducs to meet the basic

administrative expenses of the PRF, thus making it possible for all public contributions o

go directly into the funding of ear research.

Wlth thc endorsement of the American Acadcmy of Oto'aryngology and thc Natnonal
Association of thc Dcaf thc DRF sponsors the National Temporal Bone Banks l‘rogram
(NTBB) and seeks individual pledges of temporal bones to be used for research and
physician training.

In]ormanon Services* DRF pt.bllshcs Th; Rgg;lve whxch rcpr)rts current. rcscarch and
provides practical tips for dealing with specific ear diseases and hearing problcms
Information about NTBB may be obtamcd from DRF or NTBB regional centers iocated in
Boston, Minneapolis, Houston, and Los Angeles.

Educatmnal Resourees Informatlon Center
Central ERIC
Natlonal Instltute ofEducatlon

Bepartment of Education

ashm ton JEN.
202) § iManagement)
{202 254- 7934 Reference)

Handicapping Conditions Served: All handicaps.

Users Served: Teachers, administrators, researchers, students, general public.
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The Organization: ERIC is a decentralized nationwide network, sponsored by the National
Institute of Education and designed to collect educational documents and to make them
available to teachers, administrators, researchers; students; and other interested persons.
ERIC is made up of 16 clearinghouses located across the country, each specializing in a
particular =ub_|cet area of education. The exact number of clearinghouses has fluctuated

over time in response to the shifting needs of the educational commumty Central ERIC

provxdcs thc fundmg for the clcarmghouscs and documcnt processing operations; sets

confcrcncc ornccedmgs and brofcssmnal Journal artxcics At thc clcarmghouscs thcsc 1tcms

are screened according to ERIC selection criteria, abstracted, and indexed. All of this
mformatxon is entered in a central ERIC computer data base and announced in the ERIC
reference publications.

iiifbhhatibr’i Services: All documents entered into the ERIC system are listed in the
following periodicals:

(] gsgg gg; in Egggg 1Qn (RIE), a monthly abs;ract Journai announcmg rcccntiy

completed research reports, descriptions of outstanding programs; and other
documents of educational significance, indexed by subject, author, and institutional
source. Cumulatxvc semiafinual indexes are available. RIE may be ordcrcd from the
Superintendent of Documents, U.S. Guvernment Printing Office, Washington, DC
20402,

° Qurrent Indcxrgo 10ju'_naLLm Educatnon (CLJE), a monthly gundc to the periodical

litcrature, with covcrage of more than 700 major educational and education-related
serial publications. It includes a main entry section with annotations, and is
indexed by subject, author, and journal title. Annual cumulative indexes are
available, Sutscriptionis to CIJE dare available from Oryx Press, 2214 N. Central
Avente, Phoenix; AZ 85004.

The ERIC Document Reproduction Service (EDRS); operated by Computer Microfilm

International Corporation, 3900 Wheeler Avenue, Alexandria, VA 22304, (703) 823-3500,
produces microfiche and paper copies of most documents éﬁnouﬁééd in RIE. Over 725
institutions and organizations, including many libraries, receive complete sets of ERIC
documents on microfiche. Sources for items included in RIE but not available from EDRS
are given in the RIE listing. Copies of articles from a majority of the journals regularly
covered in CIJE are available through the réprint service operated by the University
Microfilms International (see separate entry):

In addition to scarchmg the ERIC rcfercncc publications, which are avaxlable in many
hbrancs, re'éearchers may obtam custom searches of the ERIC data base. These are
available from each clearinghouse (see entries for the following ERIC Clearinghouses: Adult,
Career and Vocational Education; Counseling 7and, Personnel Services; Elementary and Early
Childhood Education; Handicapped and Gifted Children; Reading and Communication
Skills; and Tests, Measurement, aad EVélﬁétiéh) (ERIC Clearinghouse:s with less relevance

to special education and therefore not covered in this Directory are listed below.) Searchcs
may also be obtained from one of the libraries; agencies, and other organizations which
have access to this file. There are advantagcs in contactmg the ERIC clearinghouse that has
rcspons:bxhty for processing documerits in the inquirer’s specific area of interest: (1) the
information specialists at each clearinghouse are knowledgeable about the contents of the

data base in the clearinghouse’s subject area, and are therefore able to formulate effective
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search strategics; and (2) each clearinghouse has a number of products in its subject area

which it disseminates to its users; i.e.; short bibliographies, resource lists, and newsletters.

Access points for computerized ERIC searches are listed in the Directory of ERIC Search
Serviges, available at no chairge from the ERIC Processing and Reference Facility, 4333
Rugby Avenue, Suite 301; Bethesda, MD 20814. Some of these centers serve only specific
user groups; others have no restrictions on clientele. Cost pér searcn and turn-around time
vary with each center.

Authors of reports; speeches, papers, etc.; who would like to have their materials considered
for national dissemination through ERIC may forward their contributions to the ERIC
Processing and Reference Facility, 4833 Rugby Avenue, Suite 301, Bethesda, MD 20814
Documents are forwarded to the proper clearinghouse, screened, and if found appropriate,
entered into the ERIC system.

The ERIC data base is available commercially through BRS In“ormation Technologies,
DIALOG, and the System Development Corporation (see separate - .es).

Other ERIC Clearinghouses:

ERIC Clearinghouse on Educational
. Management

University of Oregon

Eugene, OR 97403

(503) 686-5043

ERIC Clearinghouse for Junior Colleges
University of California
Powell Library;, Room 96

(213) 825-3931

ERIC Clearinghouse on Higher Education
George Washington University

One Nupont Circle;, Suite 630
Waoshington; DE 20036

(202) 296-2597

ERIC Clearinghouse on Languages
_-and Linguistics

3520 Prospect Street; NW
Washington, DC 20007

(202) 298-9292

ERIC Clearinghouse on Information Resources
Syracuse University
School of Education
Syracuse, NY 13210
(315) 423-3640
ERIC Clearinghouse for Social Studies/Social
- Science Education
855 Broadway
Boulder, CO- 80302
(303) 492-8434
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ERIC Clearinghousc on Rural Education and
Small Schools

New Mexico State University

Box 3AP

Las Cruces, NM 88003

(505) 616-2623

Box 40 .

Teachers College
Columbia University
525 W. 120th Street
New {0rR NY 10027
(212) 678-3437

ERIC Clearmghousc for Sc:cncc Mathematics,

and Environmental Education
Ohio State University
1200 Chambers Road, Third Floor
Columbus, OH 43212

(614) 422-6717

ER[G Cieanngélouse on Adult, Career and
Vocational ducation

The Ohio State Umversnty

1960 Kenny Roa

ColumBus, H 43210 1090
614) 486-3655

800) 848-4815

Handicapping Conditions Served: All hardicaps:
Users Served: Teachers and other educational practitioners.

The Organization: The scope of the ERIC Clearinghouse on Adult, Career, and Vocational
Edd'c'atn'o”n' é'ri'cbitipaiSSés the fo'llo'wirig areas: (l) adult é'nd 'conti'nuing cducation--including

profcss:omxl skill upgradmg, (2) career cducatmn--mcludmg carecr _awareness; expi orat;on

and development, prevocational education, career centers, and experience-based cnreer
education; (3) vocational and technical sducation--including 2gricultural education, business
and of fice education, he:ilth education, home economics, trade ard industrial education; and
new vocational and technical fields; and, (4) education and work--including comprehensive

employment and training; youth cmploymcnt school-to-work transSition, job trdining and

placement, and apprenticeskips. Information on disabled persons is available in many of

these subject areas.

Informalton Services: The Cleannghouse prowdcs pubhcatno'xs and user scrvnccs mcludmg
cuistom searches of the ERIC data “ase described above. Bibliographies and resource lists on
topics of current interest; including career education and individualized education programs
for handicapped students, are additional Clearinghouse services. The Clearinghouse’s

information analysis series is designed to assist teachers, administrators, reSearchers; and

other educational practitioners by providing reviews, analyses, synthcscs and intérpretations

of current literature in selected subject areas. A few of the titles in this publication series

1)
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are of interest to professionals working with disabled persons. The Clearinghouse also
publishes information bulletins on a periodic basis to highlight ERIC materials, products,
and activities.

The Clearinghouse staff provides consultation on information search problems and, when

appropriate, refers clients to additional educational resources. There is a charge for some
services and publications, including computer searches of the ERIC data base:

The ERIC data base is available commercially through BRS Information Technologies,
DIALOG, and the System Development Corporation (see separate entries). See separate entry

for the National Center for Research in Vocational Education.

ERIC Clearinghouse for Counseling and
- . Personnel Servicas (CAPS) . -

2108 School of Education Building
University of MIChﬁn

Ann Arbor, M1 48109

(313) 764-9492

Handicapping Conditions Served- All handicaps.
Users Served: Professionals in counseling and personnel services.

The Organization:. The ERIC Clearinghouse for Counseling and Personnel Services (CAPS)
focuses on resource: for the professional. Information relating to the continuing education

of helping services personnel includes the following subject areas: coanselor training,
development, and evaluation; student characteristics and environments; family relationships;
career planning; drug education and abuse; and special populations such as women, youth,
dropouts, aged, incarcerated, widowed and divorced, and handicapped. (Information on
career education for disabled persons is available from the ERIC Clearinghouse on Adult,
Career, and Vocational Education; see separate entry).

Information Services: CAPS offers computer searches of the ERIC data base relevant to the
counseling and prescribed fields. The cost varies according to the on-line time involved and
the number of citations printed.

CAPS puts out a variety of publications, including monographs on specific issues in the
helping services, and Searchlights Plus, which are computer-produced bibliographies on

topics of current interest. Counscling the Exceptional: Hand fted, Searchlight

32+, contains an article on the state-of-the-art in counseling services for handicapped and

gifted persons and an annotated listing of over 150 references on the subject. Counseling
Exceptional People describes practical counseling techniques to use with specific disabilities
and giftedness. There is a nominal charge for CAPS publications:.

CAPS conducts national, state; and local workshops on topics of current educational interest.

These workshops are also designed to familiarize participarts with ERIC tools and materials.
The CAPS Learning Resources Center, open to the public, houses the complete ERIC
collection, as well as professional books, journals, newsletters, and magazines on helping
services.

The ERIC data base is available commercially through BRS Information Technologies,
DIALOG, and the System Development Corporation (see separate entries).
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ERIC Gleannghouce on Elementary and Early Childhood
-~ Education -

Eolle ge of Education

vaerSl'(;[ of lllinois

805 W. Pe
Urbana, |

(217) 333 1386

nns%lvanla Avenue

to handicaps. Matcrlal on mamstrcammg docs, however, fall w1th1'1 the scopc of the
Clearinghouse.

Users Served. Teachers and other education professionals, early childhood specialists.

The Oigdﬁ,izaj,ibii.' The ERIC Clcarmghousc ofi Elementary and Early Childhood Education
collects documents about child development and behavior from the prenatal period through

age 12; day care, early childhood education. and general aspects of elementary education.
Material on mamstrcammg falls ivlthm the scope of the Clearinghouse. Qpcc:flc curriculum
areas and related fields (such as testing, counseling, and administration) are handled by
other ERIC clearinghouses (see separate entries).

Information Services: Searches of the ERIC data base, resource lists, bibliographies, papers on
topics.of current interest, and a newsletter are available from the Clearinghouse. Refeirals

are made to other organizations when appropriate. There is a charge for ERIC searches and

some publications.
The ERIC data base is available commercially through BRS Information Technologies,
DIALOG and the System Development Corporation (see separate entries).

ERIC Elgaji'i’ house on Handleapped and Gifted
_Children IC/IEC). .

Council for xceptional Children (CEC)

1920 Association Drive

Reston, VA 091

22
(703) 620-3660
Htiiic?iézib[)iﬁé Conditions Served: A1l handicaps.
Users Served. Teachers, professionals, parents.

The Organization: Housed at the Council for Exceptional Children (CEC, se¢ separate entry),
the ERIC Clearinghouse on Handicapped and Gifted Children processes documents on
research, programs, evaluation methods; administration, services, teachér education, and

curricula related to handicapped and gifted children and youth:

Information Services: Searches of the ERI(, data base, Exceptional Child Educatxon
Resources (an in-house data base developed at CEC and described under the entry for CEC),
and other -files relevant-to education may be ordered from the Clearinghouse. In addition,
the Clearinghouse publishes: (1) digests and brief bibliographies on topics of current
interest; (2) a newsletter; and, (3). information analysis products, which are books and

monographs focusing on emerging trends or research analysis, produced jointly with CEC.

There is a chargc for computcr searchcs and for most bubhcatxons Uscrs are askcd not to
direct inquiries to both CEC and the Clearinghouse, since they would receive duplicate
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responses. The ERIC data base is available commercially through BRS Information

Technclogies, DIALOG, and the System Development Corporation (ses separate entries).

ER!E,EEEBEEE:EE&EE,@ on Reading and Communication Skills

National Council of Teachers of English
1111 Kenyon Road
Urbapa, IL 61801

(217) 328-3870
Handicapping Conditions Served: Communication and language disorders.
Users Served: Teachers, specialists in reading and communication skills.

The Organization: The ERIC Clearinghouse on Reading and Communication Skills collects,

analyzes, and disseminates educational information on the language arts and related

disciplines: The Clearinghouse is conicerned with ail dimensions of human communication,

especially with the acquisitiou of functional competence in reading, writing, speaking, and
listening at all educational levels and in all social contexts: The placement of handicapped
students in regular arts programs and the development of communications skills in learning
disabled individuals are areas covered by the Clearinghouse.

Information Services: The Clearinghouse provides searches of the ERIC data base and copies

of journal articles, books, reports, booklets, extensive bibliographies, and mini-bibliographies
on subjects within the scope of the Clearinghouse. Copies of a mini-bibliography on

learning disabilities and reading are available from the Clearinghouse. There is a charge
for searches and for most publications. The ERIC data base is available commercially
through BRS Information Technologies, DIALOG, and the System Development Corporation
(see separate entries).

ERIC Clearinghouse on Tests, Measurement, and
— Evaluation_ - =

Educational Tcstmﬁ Service

Princeton, NJ 08541

(609) 734-5181

Handicapping Conditions Served: All handicaps.
Users Served: FEducational professionals.

The Organization: The ERIC Clearinghouse on Tests, Measurement, and Evaluation processes
documents in the following areas of interest: (1) tests or other measurement devices; (2)

measurement or evaluation procedures and techniques; (3) research methodology; (4) human
development (documents concerned only with infancy and early childhood are not within
the scope of the Clearinghouse); and (5) learning theory in general. Documents on subject-

referenced learning (i.e., mathematics or language), or learning patterns in specific
populations (i.e.. handicapped or disadvantaged) are handied by other ERIC clearinghouses
(see separate listings).

Information Services: The Clearinghouse staff assists inquirers by providing information on
the ERIC system, by assisting in the preparation of search strategies, and by searching the
ERIC data base to prepare customized bibliographiés. There is a charge for ERIC searches.




The Clearnnghouse has produccd a number of pubhcatxons on testmg and e\dluauon

including measuring attitudes toward the handicapped and mainstreaming. There is a

charge for bibliographies and for most other Clearinghouse publications.

The ERIC data base is available commercially through BRS Information Technologics,
DIALOG, and the System Development Corporation (see separate entries).

Edugatlonal '[gstmg Servnce (ETS)

Test Collection
Princeton, NJ 08541

(609) 734-5686

Handicapping Conditions Served: Major types of disability.

Users Served: Teachers, therapists, information specialists, éiidﬁéié students.

fhe 6igdhi+atibﬁ 'ﬁie _liiidjueatibnai "i‘::stinE S'ervice (ETS) is an educaiiohéi measurément

g0vernrricnt agcnc:es The ETS Test Colle\.tlon an extensne llbrary of tests and othcr

measurement devices; contains materials on the testing of persons with disabilities.

Information Services: Test Collechon bxbhographxes are avallable for a charge, in txc
following areas: blind and visually handicapped, deaf and hearing impaired, physically
handicapped, brain damaged, mentally retarded, identification of learning disabilities,
identification of emotionally disturbed persons, and vocational measures for,thc
Héﬁdi’c’ap’p’éd In addition, Teést Collection staff respond to specific inquiries. A four-page
newsletter is pubhshcd ten times per yeéar to announce tests recently received, as well as to
report on new reference sources in testing.

A data base of 7000 descriptions of tcsts is available through BRS Informatxon Tc\,hnolchcs
(see Separate entry). There are charges for the newsletter subscripvion and for computer
searches.

hé Eterna Internatlonal Foundatlon

1344
kBrook i 60522
(312) 069-0318

Handicapping Conditions Served: All disabilities.

Users Served: Disabled persons, parents, teachers, professionals.
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The 6rgaiiizdlibﬁf, The Eterna International Foundation is a nonprofit corporation which

places special emphasis on providing services to professionals in_the fields of medicine and
education with an interest in handicapped persons, particularly children. Eterna is 2 Latin

word meaning "forever." The motivating concept behind Eterna International is the
enduring nature of worthwhile efforts directed towards improving the chances For the life.
health, education and emotional well-being of children. The Foundation’s major activities
include: (1) facilitating the collection and dissemination of information helpful to those in
the service of handicapped children and families with special needs: (2) facilitating
-esearch aimed at benefiting individuals with handicaps and children and families with
special needs; and (3) encouraging the adoption of newborns with handicaps and other

medical management problems into families willing and able to care for them.

Eterna International seeks to promoté understanding between disciplinies through a

multidisciplinary approach, providing services such as seminars, conferences; publications
and media materials. The Foundation sponsors annual conferences on pediatric social work

and on parenting the handicapped. Eterna International assists in the facilitation of clinical

studies through the production and dissemination of surveys and inventories necessary for

the research process:

The work of Eterna International is conducted by hundreds of volunteer professionais from
a wide range of fields interesied in the welfare, health and education of children with
special needs. Professionals participate through editing professional publications, writing
abstracts and reviews; translating, representing Eterna in other professional organizations
and serving as representatives to facilitate collaborative studies.

Information Services: Eterna International publishes pamphlets on neural tube defects and

the legal rights of handicapped newborns. The organization publishes and disseminates
numerous periodicals covering a variety of topics including spina bifida, pediatric social

work, literature in medicine and. psychology as it relates to special education: parenting
studies, Down syndrome,; the institutionalized child; comparative special education,
international child development and international pediatric chronic illness and disabilities.
Books are available on spina bifida, sickle cell anemia and childhood cancer. In addition,
the Foundation publishes a bibliography and curriculum materials on developmental

pediatrics. There is a subscription fee for periodicals and a charge for most publications.

Greater Detroit Society for the Blind (GDSB)
4-Sights Network

16625 Grand River

Getroit, MI. 48227

(312) 272-3900

Handicapping Conditions Served: Blindness, visual impairment, deaf-blindness.

Users Served: Disabled persons, parents, teachers, physicians, ophthalmclogists, optometrists,
counselors, rehabilitation personnel.

The Organization: The 4-Sights Network; a division of the Greater Detroit Society for the
Blind, is a state-of-the art communication catalyst enabling workers for the blind as well as

blind persons themsclves to obtain necessary information easily and to apply it effectively

toward the common goal of successful rehabilitation. Information is available in areas such
¢ vocational training, education, technoiogy and professional disciplines: The Network

provides teleconferencing opportunities, an array of data bascs and electrenic maj! service.
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Informatica Services:. A multrple pnhone hookup enables blxnd persons and peopie workrng
with them to communicate quickly and cffrcrently with one another by computer or touch
tone phone. Members contribute as weil as receive information: Some categories offer the
opportunity for questions and comments while others are de51gncd as data bases:
Information categories currently available in the 4-Sights Network include:
Telc'confer'cn'cing; Bullctrn Board Jobs Avarlabl'c Positions Wantcd Rchabilitation
Software Dc,scrrptrons,, Techmcal Aids and Softwarc, Rcvrcws Calendar of Events, Low
Vision Conferences, Public Policy Issues; and Occupational Information Library. Access is

avarlablc to subscrrbcrs through teiephones, using personal computcrs or terminals equipped

wrth a modem Fees are kept toa m1n1mal per- -hour use rate that decreases in proportron to
on-line time and frequency of use. To best accommodate the needs of all users; 4-Sights
data can be accessed rcadlly by either the standard monitor, large print, braille or
svnthesized speech devices.

Pamphlets are available on teleconferéncing, technology, occupational information and

rehabilitation issues: Newsletters appear pericdically as part of Network presentations.

HEAIH Resource Center

National Clearinghouse on Postsecondary Educatlon
__for Handicapped Individuals

One Du ont _ircle

Suite 670 - - -

Washm ton DC 20036-1103

202) 939-9320 (Voice and TDD) -

800) 534-3284 (Voice and TDD, Outside Washington, DC)

Handicapping Conditions Served: All handicaps.

Users Served: Disabled persons; parents, teachers, allied health specialists, psychologists,
psychiatrists; counselors, rehabilitation specialists:

The Organization: The HEATH (Hrgher Educatron and the Handrcappcd\ Resource Center,
which receives funding from Special Education Programs, U.S. Department of Education, is
a clearinghouse and 1nformatron cxchaﬁngc eenterfor resources on postsecondary cducatlon
programs and handicapped persons. The HEATH Resource Center operates the National
Clearinghouse on Postsecondary Education for Handicapped Individuals. Topics covered
include educational support services; policies; procedures;. adaptatnons, and opportunmcs on

American campuscs vocational-technical schools, adult education programs xndependcnt

living centers and other training entities after high school. The Center is a program of the
American Council on Education. Another clearinghouse, National Information Center for
Handicapped Children and Youth, handlcs the concerns of younger drsablcd persons through
secondary school; and those intereSted in careers in special education and related services

(see separate entry).

Informatzm}fServilegS‘ T}iréiCé;ntéridiisﬁéminatés information on programs; publications and

persons with expertise in many areas of concern about education and tram.ng after hxgh

school for persons with handrcaps Fact sheets and researeh papers are avallable on a
varrctv of to"piCs 1ncludmg access, audro wsual matcrlals computers counse.nng,
tcstrng m thc claSsroom and vocational rchabrhtatron HEATH pubhshes a ncwslcttcr
H'EATH, three times a ycar which 1nc1udcs information about laws,

regulations, court cases, campus highlights, new resources and issues of general interest. An
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annual resource directory contains an anrotated listing of over 100 national organ “ations
which can provide additional information on postsecondary education and handicapped
individuals. Tk<ie¢ is no charge for HEATH publications and materials. All HEATH
publications are available on cassette from the Regional Libraries of the National Library

Service for the Blind and Physically Handicapped (see separate entry).

High Blood Pressure Information Center (HBPIC)
National High Blood Pressure Education rogram
120/86 National Institutes of Health

Bethesda, MD_ 20892

(301) 496-1809

Handicapping Conditions Served.- Hiéﬁ blood pressure (hypertension).

Users Served: Cardiologists, specialists in internal medicine, family practice nurses,
physicians’ assistants, health educators, 1ay public.
The Organization: Coordinated by the National Heart, Lung and Blood Institute, National

Institutes of Health; the National High Blood Pressure Education Program {NHBPEP) was
begun in 1972 to reduce. illness and death from hypertension by educating professionals and
the public. The High Blood Pressure Information Center, opérated for the Institute by
Kappa Systems; Inc;, is a major component of NHBPEP’s professional and public education
effort. The Center serves as a national clearinghouse for the collection, evaluation, and

dissemination of information on hypertension.

Information Services: NHBPEP provides technical assistance to national and local agencies
and organizations in a variety of ways. The Program works with health care providers to

improve professional standards and guidclines for patient care and the education of
pr,aCtitiOnér’s.,”If{VHBPEP also reviews current patient care practices and hypertension
education programs:

Services of the High Blood Pressure Information Center include reference and research
assistance to health professionals and the public and the dissemination of fact sheets;
reports, bibliographies, catalogs, and educational materials produced by NHBPEP and other
federal and private groups. . A newsletter, INFOMEMO, on hypertension control is published
quarterly. There is no charge for the Center’s services or publications. Brochures and
pamphlets are available in Spanish; limited quantities in other languages can be requested.
Access to HBPIC’s data base is available through BRS Information Technologies (see

separate entry); it is a part of Combined Health information Database (CHID).

Highway Research Information Service {HRIS)
Transgartat_uon_ResearchBoara

2101 Constitution Avenuz, NW
Washington, DC 20418

(202) 334-3250

Handicapping Conditions Served: Primarily physical handicaps.

Users Served: Transportation professionals.
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The Crganization: Developed by the Transportatlon Rcscarch Board {TRB); Natlonal

Academy of Sciences, with financial support {rom the state highway and transportation

departments and the Federal Highway Administration, the Highway Research Information
Service (HRIS) is a computer based information storage and retrieval system. This file
contains bibliographic information; including abstracts on articles, books, reports, and
summaries of ongoing rescarch projects from more than 1000 ‘U.S. and foreign soiirces,

among which are Engineering Information; Inc., the National Technical Information Service,

and the U.S. Department of Transportation. Therc are more than 110,000 records in the file

on administration, planning, design, forecasting, finance, usar needs, law, safety, vehicles,

and other topics. Material on the transportation of disabled persons includes the design of
buses and-other vehicles whrch accommodate handrcappcd persons, transportation programs
for special populatrons, and strect crossing and signal systems.

Information Services: Inquirers may obtain custom searches of the HRIS data base. Only

material entered in the file since January, 1970 is searched, unless the requestor asks that

oldcr materral be mcluded The TRB staff also supbhcs rcfcrrals and supplementat

matcrral mcludmg TRB publr\,atlons HRIS current awareness servrcc ‘provides monthly
dcsrgncd toplcs In addltron ﬁﬁig pubhshca HRlSlAﬁgragts a quartcrly pubhcatron
containing informative abstracts of journal articles, research reports; and technical papers
and announcements of bibliographies on U.S. and foreign résearch. There is a charge for

HRIS searches and publications.

Thc HRIS data base and other transportatlon related matcrlal may be accessed through
TRIS, data base number 63, a~ailable from DIALOG (sce scparate entry).

Ger
(301) 251- 5154
iiandicappih'g Conditions Served: All handicaps.

pubhc.

The Organization: Estabhshed in 1978, HUD Uscr is an mformatron service opcratcd for the
Office of the Assistant Secretary for Policy Development and Research (PD&R), Department
of Housing and Urban Development; by Aspen Systems. PD&R is responsible for
undertalting programs of research, testing, and demonstrations related to housing and
community development.

The HUD Us:’.r data base CUntams bxblxographrc mformatxon mcludmg abstracts on PD&R

reports and on studies conducted by PD&R contractors. Arnorig the subject areas covered by
the file are building technology; community development; economic development and public
finance; and energy and utilities. Some of the material is on barrier-free access and the
housing needs of elderly and handicapped persons.

Informatzon Services: Personalized searches of the HUD Usér data base aré available;

printovtis contain information on how to obtain copies of documents.

119

122



While most of the publications announced in the above periodicals and contained in the

HUD User data base are geared to professionals; titles on energy conservation, housing
needs, and other high interest areas are designed for lay persons. Copies of many documents
may be obtained from HUD User. Others mus: be purchased from the U.S. Government
Printing Office; Washington, DC. 20402, or the National Technical Information Service (see
rcparate entry). There are documert handling charges and charges for computerized

literature searches. Prepayment s required.

Research Utilization Project (ILRU)

lﬂdeendentl:ivinﬁ

The ?ngtitute for Rehabilitation and Researc
PLO);,BLQX 2@?5 o

Houston, TX 77225

(713) 797-62060

Handicapping Conditions Served: All disabilities.

Users Served: Disabled people with independent living goals, staff of rehabilitation

agencies, medical facilities, staff of independent living programs, organizations of disabied

people, disability-related service agencies:.

The Organization: The Independent Living Research Utilization Project (ILRU), which

receives funding from the Nationai Institute of Handicappec. Research; the Rehabilitation
Services Administration, and private foundations, is.a national resource center for
independent living. Its goal is to make available results of research programs and
demonstration projects in the field of independent living. ILRU was recently funded to
serve as a research and training center on independent living, which will allow it to expand

its efforts in conducting resezrch and developing training programs on independent living
issues and providing technical assistance to individeals and organizations in the independent
living field:

Information Services: Project staff respond to requests for information on independént

living, preferably by mail. ILRU has developed a variety of resourc materials; including
handbooks, monographs; pamphlets; a bimonthly newsletter, posters, and videotapes.

Brochures are available on attendant care, facilitating independent f1ving in rural areas and
independent living topics in general. Other materials include & videotape on wheelchair
maintenance, a manual on establishing and operating an independent living program, and a
slide-sound package on independent living in a-rural community.. Listings of independent
living centers may also be purchased (the Project does not make referrals to individual

centers). A publication catalog is available upon request. There is a nominal charge for
publications. Materials are available in braille or audiotape to pcople with visual

impairments; upon request:

Information Development Corporation (IDC)
%Q;LSE;A—H)&“—' coul’t o

WmSton’55|éﬁii NC 27194 - T
(919) 760-3997 (Voice and TDD

Handicapping Conditions Served: All handicaps.
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Users Served: Disabled pcrsons, architects, designers, engineers, physical and occupational
therapists, municipal officials, and aiivone concerned with making buildings and structures
accessible.

The Ofgﬁﬁiiiitipﬁ' Informatmn Dcvciopmert Corporatxon (IDC) is a company which

publishes and disseminates information on products and designs for accessibility. IDC is

affiliated with Barrier Free Environments, Inc. (see separate entry) which provides all
technncal servxces for 1t In addition to marketmg its products; IDC also provides ful
spectrum consultmg and traxnmg services in access design and technical compliance with
Section 504.

Informatxon Servzces fisIcH pubhshﬂs various brochures : anc. pamphlcts on spemf:c arecas of

accessibility in conjunction with professional organizations and disability groups. Major

publications include THE GUIDE and THE SYSTEM. THE GUIDE is a three-piece package

of training materlals Wthh mcludes a synchromzcd audxo vistal presentation and Step-by-
step survey to help lay- persons and professionals determine if buildings #nd facilities are
accessible. THE SYSTEM is a comprehensive compendium of hard-to-find products and
designs for making buildings and facilitiés accessible. In a pair of large ring binders, THE

SYSTEM illustrates design solutions, compares_the merits of alternative designs, describes

products and tells how to install thcm, provides. manufactnrcrs Ixtcraturc and ordermg

mformat:on and tclls how i3 prcservc hxstorxcal bmlu ngs. In con_.unctmn thh THE

on a subscrxpt:on basis. Both THE QQID and THE SYSTEM can be ordered from IDC

Institute for Chuld Behavnor Research (ICBR)

4182 Adams A
ego. CA. 02116
¢10) 361 7165

Handicapping Conditions Served: Childhood behavior diSorderS, particuiariy autism.
Users Served: Parents, téa'ciiérs; physicians, researchers.

The Orgamzaton* Founded in 1967 the Instltute for Chxld Bchavmr Research conducts

research on autism:. Ongoing pro;ccts include: investigation of adequate diagnostic methods;

the study of biochemical defects in autistic children; vitamin B-<6 as a treatment for autism;

and operant conditioning (behavior modification) as a method of teaching autistic and
schizophrenic children.

Information Services: The Institute maintains a library of detailed case studies of over 8;500

children from 37 countries. . Information from these computerized files is available. to

researchers; a fee is charged for extensive searches. The Institute has compiled a

comprehens:ve "Dxagnostlc Check LlSt for Behav:or DlStU!’de Chlldren CODICS of these

A summary of the reports of 3 000 parents regardmg thc comparatxvc el‘fcct:vcncss of drugs

psychotherapy, megavitamins; operant conditioning; and other forms of treatment has been

published by the Institute: A periodic newsletter informs researchers, physicians, educators

and parents of the latest research findings. Reprints of professional articles on autism and
related disorders may be ordered from the Institute’s publications list of 58 items.
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Institute for Scientific Information {{Sl)
3501 Market Street.

Philadelphia, PA 19104

(215) 386-0100

Handicapping Conditions Served: All handicaps.

Users Served: Professors, researchers, students, clinicians.

The Organization: 1ISI produces a full line of information services in the sciences, social
sciences, and arts and humanities. A major portion of the world’s journal literature in the
physical and social sciences is. indexed according to: (1) citations, based on. the concept that
an author’s references to previously published materials indicate a subject relationship
between the author’s paper and earlier citations in the bibliography; (2) subject, by means of
title words (with each significant word in the title serving as an index term); (3) source;
allowing access to articles according to author; and; {4) the organizational affiliation of the
author.

Human Proceedings (ISSHP), published quarterly and
cumulated annually, is an index to individual papers presented at conferences. It provides

full bibliographic information on approximately 20,000 papers each year in sociology,

psychology, education; and other disciplines.

Current Contenfs/Social & Behavio: :ignces is a weekly alerting service that reproduces
the contents pages of over 1,300 journals and nearly 800 new, multi-authored books in
virtually every social sciences discipline: it can be used to locate recently published articles
on disabilities, rehabilitation, and special education:

International Institute for Visually lmpaired, 0-7, Inc.

East Lansing, Ml 43823

Handicapping Conditions Served: Visual handicaps of preschoo! childrén.

1975 Rutgers Circle

Users Served: Disabled children and their familiés; teachers; students.

The Organization: The International Institute for Visually Impaired, 0-7, Inc., which was
established in 1978, is a clearinghouse and information center for teachers, parents, and
others concerned with the early development and education of visually handicapped
preschool children and with the education of their families. As part of its efforts to
increase worldwide awareness of the need for early services for preschool visually impaired
children, the Institute sponsored; with the Israeli Institute for Rehabilitation of the
Disabled, the International Symposium on Visually Handicapped Infants and Young
Children: ‘Birth to 7; in Tel Aviv.in June 1981. The II International Symposium was held
May 1983 in Aruba (South America). The III International Symposium is scheduled for July
1987, in Scotland.



Information Services: The institﬁt'c makes avaiiai:'i'c a variety of iﬁatc'riais for parents and

ideas for carly ‘home f.ducatnan, Tcachcrs may_ obtam refﬁrcnccs to books on curnculum

development and sources of informaiion on_visual impairments. The Institute also provides

rcferrals to teachers and parcnts on services, when available, and on professnonals wble to
give assistance. In addition, students interested in the field of early intervention with
visually handicappcd"chlldrfcn receive information on appropriate training centers. A
newsletter 15 available for a charge.

3 1344
k rook IL - 60522
(312) 969-0318

9

Users Served‘ Mcdxcal and cducatxon profcssmnals psychologlsts famlly counsclors, 5001al

workers, early childhood development specialists.

The Organization. '[he Intematidnjaj S'oci'ct,y,f'o'jr Research in-Parenting (I.S.R.P.) i3 a non-
profit organization founded to facilitate rescarcu dcsig'r;c'd tc improve the uadersianding of
parenting. Parenting i§ defined as that which proceeds Tron. the parent (natural, adoptive,
foster; surrogate; institutional) to child; and ;6ﬁtiibutcs to tne growth and dcvclopmcnt,

health, education and well-being of the child.  One of many ssctions and committees of the

I.S:R:P: is thc conimxttcc for E)iccptxonal Parents and Chxldren dcs:gnatf*d as the brxmary

fac:htatmg group for research into thc undcrstandmg of parenting by handncapped parents
and the parenting of handicapped children. Major committee functions include facilitation
of collaboratxvc studxcs pubhcatlon of announccmcms for dcmographlc studxcs rcqumng
to p«rcntmg and, handxca,ps and,,cncour,ag,emcnt of,,umvcrslty personncl to promotc further
study of parenting by and of handicapped persons. I.S:R:P. is an affiitiate of the Eterna

International Foundation (see separate entry) which provides support services:

Injormation Services: Parenting Rggggrch International is the offxcnal monthly newsletter of
I.S.R.P. and contains organizatiorial news, announceients of reSearch projects and-items of
interest to-the general membership.. The Society-also publishes an official journal, ] g'réhging"
Studies, which -appears quarterly. It includes original research, program dcscnptxons review

articles and editorial material. LS:R:P. membership is open to anyonc engaged in research in

parenting or otherwise interested in nctworkmg to facilitate research; and anyone with a

sincere interest in the study of parenting. There is a subscription fee for publications.

Job Accommodatlon Network (JAN)

P,Q Box 468 - -
antewn,jNV 6505 e
(8065 JAN-PCEH (Voice and TDD)

Handicapping Conditions Served: All handicaps.
Users Served: Business persons seeking accommodation information for employees or
prospective employees.
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The Organization: The Job Accommodatlon, Network (JAN) brmgs togcther mformatxon

from many sources about practical steps -employers _have been taking to make

accommodations for functional limitations of employees and applicants with disabilities.

Created by the President’s Committee on Employment of the Handicapped and based at the

West Virginia Rehabilitation Research and Training Center, JAN has a data base containing

specific information about how individual tasks can be performed by peisons with

limitations. Via its toll-free number, JAN provides an information and consulﬂngﬁ service to
employers about accommodation devices or procedures that have been tried and proven

successful by other employers.

Informatmn Services: An cmpioycr calhng the thwork about an accommodatxon problem

first discusses the situation with a human factors constltant who will clanfy the problem.

The computer is asked to supply information based on: the fiunctional requirements of the
specific job; the functional limitations of the worker; environmental factors and other

pertinent business operations-information. The computer will then. pnht out a brief abstract

for each accommodation-it finds in_its data base of "close-to- -matching” situations, including

the -name; address and telephone number of the company representative for personal contact,

if_desired.. JAN consultants pro:ide technical details and assistance with accommodations

and implementation of products and procedures in the workplace. Wienever nccccsary,

JAN’s consultants may provide referrals to placement services, government agencies; and

private facilities or rechabilitation engineers. There is no chargc to employers fer JAN

services; users are asked to provide information about accommeodations made so they can be

included in the data base and shared with other employers. Information can be provided in
a spccnal format as necessary, TDD and braille:

In_ addjtmn to. pamphicts about accommoaanons functional limitation and dnsabxlxty cost

containment, JAN. publxshcs the JAN Reports, which contains eniployer testimonials and

facts and statistics about JAN. Instructional materials on the subject of functienal
limitation and accommodation are also available.

LINC Res ourcest Inc. - s - = - -
Markat L Z€- Projeet for Special Education
3857 Nort ég Street

Columbus ﬁ 43214

(614) 26325462
Handicapping Conditions Served: All handicaps.

Users Served: Disabied persons, parents, teachers, administrators, librarians, teachers,
educators.

The Organization: Under a contract thh Spcc:al Educatlon Programs Us Dcpartment of

Education, LINC arranges commercial publication and distribution of special education

products in order to make the products available to. largc numbers of users. LINC also

provides free techrical assistance and marketing services to developers of new special

education. products. LINC participates as a subcontractor for two other ED-funded projects:

the Special Education Software Center (operated by SRI International) and the- Center for

Special Education Technology (see separate entry, operated by the Council for Exceptional
Children). Through these contracts LINC collects, organizes, and disseminates information

about special education resources available from private sector companies and organizations.

’nformatmn Servzces* chncstors may obtam a fre\. catalog of spccxal education products,

which include instructional materials for use with children, assessment instruments;

equipment;, and training media for use with parents, regular and special educators, and
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othcr practitioners working with handncapped chxldren Informatxon is prowded to cnablc

users to contact pubhshcrs directly. (LINC does not distribute the materials.)

As part of thc Spcc:al Educatlon Software Ccntcr LINC provndcs free searches of its data
base on commercially available software. Parents, teachers; and others may call toll- free

(80C) 327-5892 to communicate their information needs and obtain a custom printout from
the data base:

Fmally, requestors may contact LINC to learn ahout the availability of related 1niormanon
products.- For example, LINC publishes print directories. that are distributed through Oryx
Press of Phoenix; Arizona, and electronic editions of LINC products will be distributed (Fall
1985) through the CompuSecrve Informatxon Service, a national on-line computer network
based in Columbus; Ohio:

Materials Development Center (MDC)

Stout Vocationa! Rehabilitation Institute
School of Education and Human Services
Umversnty of Wisconsin-Stout

Menomonie, WI 54751
(715) 232-1342 (Voice and TDD)

Hand:cappmg Conditions Served: All handlcaps

and admxmstrators.

The Orgamzanon‘ The Matcrxals Dcvclopmcm Gcntcr (MB€) xtthc natmnal ccntral source

for the collection, development, and disseminaticn of informavion and materials in the area

of vocational (work) evaluation, work adjustment, and facility management. MDC houses a
comprchcnswc collcctxon of publxcatlons and audxo v:suals on such tODlCS as work

,,,,,

§¥,5,t9§1,52,;§9q ;:ch;ap,lhtan,on, wo.kshop managcment Thc,Ccntcr, monitors needs of
professionals in these areas and conducts searches for materials which meet those needs.

When suitable materials cannot be found, MDC develops, field tests, and disseminates

products in the form of publications; slide/tape series, videotapes, and motion pictures:

informativnjer,vicas: MDC pubhcanons and audm-vxsual matenals are hstcd in the MDC
catalog;-available at no charge from the Center. Brochures describe slide/tape presentations,
filmstrips and cassettes. A nominal fee is charged for materials and publications.

Information searches are. pcrfoxmcd upon_request at a reasonable fee. Literature in the

mformatxon retrieval system is primarily on the topics of vocational cvaluatxon adjustment

services and rehabilitation facility management and operations.

learinghouse Ca’a}gg avallable upon rcqucst describes MDC's
work sample manuals; designed to assess the ability to perform various types of mechanicai
and clerical tasks. The approximate cost of assessment tools is ngcn

A frce quarterly newslcttcr dcscnbcs MDC matenals and scrv1ces as well as pubhcatlons

and products on evaluation, adjustment, and facility management available from other
sources.
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Mental Health Materials Center (MHMC)
30 East 29th Street - -

New York, NY- 10016

(212) 689-1386

Handicapping Conditions Served: Mental illness, emotional disorders, developmental
disabilities, mental retardation; and deaf-blindness:

Users Served: Profzssionals and paraprofessionals in niental health.

The Organization: Since its establishment in 1953, one of the primary cbjectives of the
Mental Health Materials Center (MHMC) has been to facilitate the effactive dissemination
and utilization of educational aids in support of programs to promote mental heaith and
family life education.

In carrying out the above purpose, the organization has functioned in two primary ways.

First, it has served as a clearinghouse to identify these publications and audio-visuals
which have met criteria of excellence. Those meeting such standards have been
recommended to a wide range of professicnais in the-health and b=havioral sciences field
through a series of Selective Reference Guides. Prominent among materials reviewed have

been educational aids relevant to an understanding of mental and emotional disabilities.

A second major activity of the Mental Health Materials Center has been assisting other

nonprofit agencies in developing effective techniques to produce and market educational
materials. This service has been provided-to such agencies on a cost sharing basis. The
Center has also provided its expertise -in this area to both [ederal and._stite_governmental
agencies. Currently, the Mental Health Materials Center is engzaged in_services designed to

help other nonprofit agencies to realize maximum potential from their educational materials
with respect to both distribution and revenue:

The Center has recently established a division cailed the Resource Center for Developmentai

Disabilities. This division’s areas of activity include, in addition to resource center services,
providing training services to community groups serving the developmentally disabled in
matters related to residential programs, public education, community acceptance, fund
raising and advocacy.

Information Services; Professionals and paraprofessionals in mental health are the primary
target group of MHMC: It will answer some questions for the general public; however,;
handicapped individuals are not directly served. Fees are charged for publications and for

most research and consultative services. Organizational brochures are provided frce to
professionals.

MHMC’s publicaticns i
Audio-visuals and Publica; ntal Health an r , :
and update the information provided in the Guide, two quarterly newsletters are available
on _a subscription basis under the umbrella title Current Information Service. The
newslerters are: Sneak Previews, brief evaluative reviews of all audio-visuals seen by MHME
staff and advisors; and Bestin Print, containing reviews of publications of interest to
mental health educators. A publications catalog is also available.




National A rlcultural lerary (NAL)
Science and Education

u. Bepartment of Agrlculture
Beltsville -20705

(301) 384- Nies

Handzcappmg Conditions Served: All handlcappmg condmons
Users Served All interested persons

The Orgamzanont .The Nataonal Agr.cultural berary (NAL) was cstablxshcd m 1867 to

provide effective dissemination of research, teaching, and information in the food and

agricultural sciences.

AGRICOLA ngrlcultural Gu. e Acccss), a famxly of data bases dévéléped by NAL and its
coopcrators; indexes books, reports, and approximately 6,000 journals in agriculture-related
fields; including food and nutrition; in the collections of the National Agricultural Library
AGRICOLA contains. more than tw0 million citations,; several hundred of which refer to

docixmcnts on vanogsfaﬁsp"cts of handicapping conditions; for examplc. nutrition for

disabled persons independent living, and work experience programs for handicapped
individuals.

Information Servzces On line access to AGRICOLA is avaxlabl\, through DIALOG and BRS
Information chhnologxcs {see separate entries). Copies of most documents in AGRICCLA

searches may be obtained from NAL for a nominal fee. Libraries may borrow books which
are not classified as reference materials or rare books. The reSources and services of the
National Agricultural Library may be used on-site by any person with an interest in its

collections:

Natlonal Autusm Hotlme

19}78}@:ﬁjﬁ6ﬁﬂ Street
Huntington, WV 25702

Office Address.
Hg?ttl glass High Schoologulldmg
(307 B 014
Hand:cappmg Conditions Served. Autism.

Users Served.:. Parcnts, tcachcrs spccch thcraplsta, doctors, directors of special education,
advocacy agencies; students.

The Orgamzatmn The National Antnsm Hgghpg yﬁhﬁxcgwas cstablthcd 11 1979 is a project
of the Autism Services Center, a nonprofit organization which provides consultation,
training, and advocacy services to parents and professionals in the field of autism. There is

a charge for the Center’s direct service contizucts; however, the telephone services are free.
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Information Services: The Hotline offers comprehensive information services 6n aitism to

parents and professionals. In response to both telephone and letter inquiries, the project
gives out information on autism; makes referrals for medical, residential, and educational
services; assists parents and professionals in their advocacy activities; and gives tecimnical
assistance on autism to protection and advocacy systems and other zgencies. Copies of
articles are sent to requestors in areas such as sducation, rights, the language of autistic

children, and research: There is a nominal charge for these services.

National Center for Education in Maternal and
—Child Health (NCEMCH)

38th and R Streets, NW

Washington, DC 20057

(202) 625-8400

Handicapping Conditions Served: Maternal and chiid health, including genetic disorders.
Users Served: Health professionals, educators, general public.

The Organization: The National Center for Education in Maternal and Child Health
(NCEMCH) was established in 1982. The Center .is a major link between sources of
information/services and professionals in areas of maternal and child health; including
genetics. The NCE ACH . netwerk includes: nurses, social workers, pediatricians,
obstetricians, gencticists, genetic counselors, health administrators, cducators, volunteer
organizations; Federal, state and local agencies, professional societies, and public and
private foundations:

Information Services: In addition to its resource network, NCEMCH provides a variety of

services aimed toward facilitating the development and exchange of maternal and child
health information. The Center provides assistance in the development and evaluation of
new materials and educational programs and collects and disseminates information about
available materizals, programs; and research. The Center also of fers conference assistance,

including planning; support services and editing of conference materials for publication.

NCEMCH maintairs a resource center of books, journals, articles, teaching manuals,
brochures, fact sheets and educational materiais.  Organized by subject area, the resource

center contains publicatiors; audio-visual descriptions and information geared to the
consumer/patient; professionals and associations/organizations.

Examples of NCEMCH publications include: bibliographies on sickle ceil and the social and

psychological aspects of genetic disorders; newsletters targeted to specific professional

groups; and directories of resources and services covering Federal resources in maternal and
child health; voluntary organizations, clinical genetics service centers and others.
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National Center fo or. Health Statistics (NCHS)

Public- Health Se- vice- - - oo

ELS Department of Heaith and Human Services
00 East-West nghWay

Room 1-57 - .
Hyattsville, MD 20782
{301) 436-8500

Handicapping Conditions Served: All handicapping conditions.
Users Served- All interested persons.

rhe Organization: The National Center for Health Statistics (NCHS) is the onlv Federal
agency established specifically to collect and disseminate data on health in the United

States. - The Center designs and maintains national data collection systems,; conducts research
in Statlstrca,l and survey methodology, and cooperates with other agencies in the United
States and in foreign countries to increase thE availability 2nd usefulness of health data.

Through 1ts sur;cy and mventorrcs, the Ccntcr produccs and drsscmmatcs data on 1lhrcss

and disability, including prevalence and impaci. Data has been collected on a number of
handicapping conditions; data on the prevalencs of most conditions includes some indicators
of Severity and impact. Also collected is data on the supply and use of health services.

Injorma,tzon Se,.r,v,zces: The prm‘ary information service of NCHS is distribution of its
statistical data through published reports, whici include ihe following:

T‘re Vrtg! md Hegl;h S;g; §§ gs nggg r'ontams data on. program and collect:bn proccdurcs

cvaiua‘“xon and methods research, and analytrcal Studres ‘This serics includes publrca.rons

on; (l) the Health Interview Survey, which gives statistics on illness, disability, accidental
mjurres and the usc of - hospital, medical, dental, and other services; and (2) the Health
and Nutrition Exammanon Survey, which ,p,ro,vrdcs data from dxrcct examination, testing,
and measurement of national samples which is used to calculate distributions of the
population with réspéd to p}iniéél; physiological, and psychological chiracteristics.

Two reports m the above serres contam data on drsabrlrtv Prchl; ;c___L Ss:lcct;d
i tates, Whrch grves statrstics on 1mpa1rmcnts mvolvmg vision, hearmg,
spccch paralysrs absence of extremities, and orthopedic conditions, and Uses of Special
- 1977, which has figures on the distribition and usSe of artificial limbs,
wheelchairs; walkers; and other devices and ards

Advgngc Bg; from Vrtg_gnd Hcglth Statistics is & pubircatron series bcgun in 1976 a5 the

means for early releass of selected findings from the health and demographic surveys of

NCHS Most of these releases are followed by dctailed reports in the Vital and Health

—Gef'r’c%'ﬁ‘éer—'r-‘!;g!ﬁ'i_s}e[@ﬁ& is an mdex to t‘re

Vital _and Health Statistics Series and Advance Dats from Vital and Health Statisties

according .to demographic and sociocconomic variables. Seciien I includes topics_and

variables related to the health status of people; Section II covers the characteristics of health

facilities and manpower. In addition, titles of pubhshcd reports are given for each series:

Smglc copies of Aﬂﬂﬁm teleases and the Ca

charge from the Center. Information on the avarlabrhty of reports from h—
Health _Statistics Series may be obtained by telephoning NCHS at (301) 436- 8500.
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National Center for Research in Vocational Education
The Ohio State University
1960 Kenny Road "

olumbus. OH 43210-1000 -
800) 848-4815 (Cutside Ohio)
614) 486-3655 {'n Ohio)

Handicapping Conditions Served: All handicaps:

Users Served: Vocational, technical and adult edacators and admiuistators; education
agencies.

The Organization: The National Center for Research in Vocationai Education, estabiished in

1365, is an independent research and development unit operating as part of The Ohio State
University. The mission of the National Center is to increase the abiiitv of diverse agencies
and organizations to solve educational rroblems related to career bplarning, preparation; and

progression through: (1) generating knowledge througt. research; (2) developing educational

programs and products; (3) evaluating individual program needs and outcomes; (4)

operating information systems and services; and (5) conductins leadership d=velopment and
training programs; (6) providing information for national planning and policy; and (7)

installing educational programs :nd products.

Information Services: The Centcr publishes a number of vocational education products for

national disseminatinn, some of which focus on the needs of disabled _persons
(mainstreaming, characteristics of handicapped students, evaluation and placement,

architectural considerations; guidance and counselinz services, and collaborative planning
for individual placement by parents, businesses, and the school). - Vocational Education
Special Needs Information Exchange, currently being developed, will provide: (1)
coordipation_to many existing information sérvices related to special needs groups, (2)
single_access point to inquiries related: to special needs, and (3) various training experiences

cn high interest topics related to special necds. Materials on various aspects of Vocational

and carcer cducation, including programs for special needs populations. are announced in
"Memo _Newswire"; an electroric newsletter available to members of ADVOCNET.
ADVOCNET is an elecironic_mail network of adult and vocational educators made available

through ITT Dialcom: Vocational educators may request the Vocationa!l Educator, a

quarterly newsletter that describes National Center prodicts. workshops; and services.
The National Center is involved in the production of several data bases:

e RIVE - ongoing vocationa! education program improvement projects

® VECM - vocational sducation curriculum materials

These data bases are publicly available through BRS Information Technologics (see separate
entry):

Technical assistance to agencies and organizations is available in many different areas,
inciuding needs assessment, research and program planning, and curriculum design: The fee

for this service varies according to the type of assistance required;
Persans interested in obtaining bibliographics on specific topics may request custom
computer searches at the ERIC Clearinghouse on Adult, Career, and Vocational Education,

which is housed at the Center (see separate entry):.
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Requestors may ask for a free catalog of the Center’s publications. Inquiries on the Center’s

programs and activities should be directed to the Program Information Office. This office

can be contacted at the above address and telephone numbers:

0. Box 2345
Rackville, MD 20852
(301) 468-2600

Handicapping Conditions Served: Aicoholism.

gat onal Clearmghouse for Alcohol Informatlon

Users Served: All interested persons.

The Organization: The Clearinghouse was established in 1972 to make current knowledge on
alcohol-rslated subjects widely available. Part of the Naticnal Institute on Alcohol Abuse

and Alcoholum, it is operated. for the Federai government by a private contract:  The

Clearinghouse hzs an information program for lay and professional users that includes the

dissemination of materials on the prevention, training, treatment and research aspects of
alcchol abuse and zlcohoiism.

Information Services: Reference and referral services and printed materials are available
free_ of charge to any interested individuals. Custom computer searches of the

Clcarmghousc s data base may be requested at no charge to the user. Information for

practitioners on the administration_and operation of an alcoholism program or treatment

center is partxcular!y Strbng Statistical information is available.

handncappmg condmons 1s avaxlablc

Publx arions produccd By the ("icarmghousc include the follow;ng,, (l} a hsung of

publications available from the Q?ea;;qgﬁouse (2) a catalog providing citations to films and
other audio-visuals; (3) Alcohol Health and Research World, a quarterly bulletin for
reSearchers and- treatment- epecialists, avaxlablc from the Supermtcndﬂ-nt of Documents UsS.
Government Printing Office, Washington, DC 20402; and (4) Alcohol Awareness Service, a
current awareness service of abstracts from the NCALI data base (six times a vear; for a

fee):

lnformatlon
National Jnsj;ltute 6? Dr 5 Abuse
Alcohol, Drug Abuse, and Mental Halth Administration
u.S: Bepartment of Health and Human Services

P.O.Box 416
Kensin toraNlD 20795
(301) 443-6500

ﬁéﬁdi&abpmg Conditions Served: brug abuse.
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Users Served Dlsablcd pcr sons; parcnts teachers researchers.

fhe Orgzzmzatmn Establrshed in 1970 by Exccutrvc Ordcl, thc Natlona. Cl"armghouse for
Drug Abuse Information is the centra! soiirce in the Foderal government for collection and
dissemination of information on druZ abuse. Part of the National Insututc of Drug Abusc

(NIDA); it is responsible for providing. information on the treatment and prevention of drug
abuse; the renabilitation and maintenance of persons who abuse drugs, psychosocial services
avarlablc and rescarch into the drug abuse problem.

hz ormatmn Serwces The Clearmghousc rcsporlds to 1nqu1r1es from rcsearchcrs

admxnxstrators, and othcr professxonals students; and the gencral public by dISsemrnatxng

information packets on drugs and their effects; including fact shects short reference lists,

rescarch monographs and issue papers; and other public education and research htcraturc

Treatment manuals-for medical. personnel, guides for training drug abuse workers, parent

education materials, booklets on minority drug abuse, and information on drug abuse

written in Spanish are available: Professionals seeking research information not available

at the Clearinghouse are, when appropriate, referred to NIDA researchers.

The Clearxnghousc also opcratcs the Drug Abusc Communications Network (DRACO\J)

which provides publications and technical assistance to local drug infermation centers.

There is no charge for Clearinghouse services or publications:.

Natjonal Clearis Elouse of Rehabilitation Training
—-Materials: N%%I

klahoma State ,,plversnty
115 Old USDA Building
Stillwater, OK 74078
(405) 624-7650

Handicapping Conditions Served: All handicaps.
Users Served Rchabrhtatron personrnel, educators of rehabilitation counselors and
professionals in related fields.

The Organxzatxon Thc National Clearmg House of Rehabrlrtatron Training Matcrrals

(NCHRTM); located at Oklahoma State University, is funded by the Rehabilitation Services
Administration, U.S. Bepartment of Education to drsscmmatc information on rehabilitation

with primary concentration on training materials for use by educators of rehabilitation

counselors Personnel workrng in the areas of staff development,; in-service training; and
continuing education are also served by the Clearing House:

NCHRTM houses a collcctron of "fugmve“ r?]atcrlals and mlormatxon not gcncrally found in

traditional libraries: The. Clcarmg House rcfcrencc collectior contains about 3,000 titles-in

hard Vcopy or microfiche format, back issues of major journals in the rehabilitation field,

and verious types of audio-visuals.

Information Services: NCHRTM usually has- bctwccn 250 and 300 tities to drstnbute to

requestors- in the rehabilitation field. Microfiche or xerox copies of other publications in
the Clearing Housc collection can be made for a cost recovery fee. An annotated

bibliographic ncwslcttcr, NCHRTM Mgmgrgngum on publications avarlablc from the

Clearing House and other sources is published quartcrly



NC!iRTM helps inquirers 1dent1fy publxcatxons relcvant to thexr mformatwn nccds
Services ate available primarily to professionals who have training intcrests in
rehcbilitation and related fields.

"910 West Cdijiify Roa
Sunte 1#7 o

l, MN 55113
612) 633 -6933

Handicapping Conditions Served: All handicaps.

Users Served: Disabled pcr.,ons pa'cnts tcachcrs and p'ofcsslonals

The Orgamzauon Thc \ICFR is an-international nonpro‘lt cducat'onal and resource
958?!“3?;?1?,9; dedicated to the strengthening of the family. The goal of the Council is to
assist proicssionais in developing professional! standards in the field: The memberskip of

the Councit 1S comprxscd of researchers; clinical practitioners in family therapy; and
professxonals in related dlscxpimcs

govcrnmcnt documcnts rcsqqrcc orgamzat :ons, mstructnonal matcr.als audio-visual

materials, and a listing of community services which are concerned v/ith the functioning of
the family.

The -data base comprises numerous citations of materials concerned with various disabling
condxtmns as they rclsité to: fém'ily in’t'cractxon A scé'rch' of thf'c 'détei base yiclded th'c

with mcntal rcta:datxon 844 cxtat;ons famxhcs with lcarnmg dxsablcd mcmbcrs 421

citations; families with emotionally disturbed members, 779; and families with
schizophrenics, 60 citations.

contains the vntac,of hundrcds of spcc:ahs,ts, WQrkmg in the f:,cld, who have cx,pr,csscd a
willingness to ﬁréi&idé consultation to lay and professional individuals when appropriate. In
addition; a Work in Progress File lists ongoing research. and Demonstration projects. Both

government and private-sector-funded projects are included.

Nonsubscribcrs ’toB’RS and ﬁiALQG ‘who wish i{) search thc data base should contact local
and university libraries, many of which provide searching assistance, or if local search
Facilities cannot be found, FRD staff will conduct custom searches on a cost-reimbursement
basis.
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Handicapping Conditions Served: Primarily physical disabilities.

College , ,
361°fﬁ5ﬂ-5623 Yolee)

Users Served: Directors and coordinators of disabied stadent services programs, disabled
persors.

The Organization: The National Data Bank for Disabled Student Services. located at the
University of Maryland; provides the means for accessing statistics related to services; staff,

budget and other components of disabled student services programs across the country. The
data bank cycle begins each summer when survey participants are recruited. The previous
year’s survey is updated #nd items ar: added so that roughly half of the questions are new

each year, reflecting current concerns of participants. Examples of data included are: size

and type of institution; date program was started, funding, staff (including education,

experience, salary), number of disabled students, scrvices provided, fees and new ideas: The
surveys_are mailed in October or November and reiurned for processing by January. In
carly spring; the data is returned to participants in coded form to preserve the

corfidentiality of institutions.

Informay.n Services: As in financial banking, data may be withdrawn from the Data Bank
only by those who have an "account” with a reserve of data of their own. Each participant

is charged a modest fee. Directors and coordinators of campus programs can use the data to
support program ideas, justify staff positions or compare service provision.. Comparisons
can be made based on such factors as size of institutions. sizes of disabled student

population, size of staff, amount of budget, etc. Ir times of budget or personnel crises or in
long-range planning, such supportive data can be invaluabie.

Handicapping Conditions Served: Diabetes.
Users Served: Dirabled persons, parents, teachers, patient-educatars; physicians, nurses,

dieticians,

Digestive and Kidney Diseases (NIADDK, see separate entry), NIH, co'lects, organizes, and
disseminates information about diabetes programs and materials to health care providers,
patients and ths public. NDIC also provides trhnical assistance foe the preparation of new

materials and coordinates the evaluation of parient education materiafs.

The Organization: The NDIC; a service of the National Institute of Arthritis, Diabetes, and

Information Services: Reference/refcrral services are provided in response to requests for
information. NDIC compiiss and publishes annotated topical bibliographies which include
source and pricing information for rach item. The bibliographies are comprised of
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profccmonat ard lay materials spanmng the many aspccts of and SubjCCtS related to diabetes:

foot -¢; diet and nutrition; cookbooks; educational materials for young people; aging;

raater..is and aids for the visually impaired; Spanish language materials; and other tepical
areas, Other products available from the Clearinghouse are: Diabetes Dateline; a_bimonthly
newslztter; materials evaluation guidelines and worksheet; and The Diabetes Dictionary, a
glossary - of over 300 diabetes-related terms. Nominai fees are charged for NDIC-produced
publications. While NDIC does not produce torclgn language materials, it does collect and

index such materials about diabetes.

NDIC mamtams an automatcd f;lc of brochuvcs, audio- v;sual matcrlals books artlclcs

teaching manuals; fact sheets, and other. educational materials. The file is part of thc

Combined Hcalth Information Database (CHID), available through BRS Information
Technologies (see separate entry).

Nat o""lﬁBﬁ;ffgﬁsliqnWNetwork (NDN)
8,& [ie%rtntent of Educatlon

H&}iaiiabbi}ié Condition Served- All handicaps:

Users Served: Classroom teachers, principals, and other educational personnel:

The - Organization. Thc Natxonal Dxffus;on thwork (NijN) is a nationwide system
established in 1974 to improve educational programs in public and private schools through
the adoption or adaptation: of effective, validated programs. NDN links iocal educators to

programs which have been rigorously evaluated and found to be effective.

The more than 40 Specml cducatxon pro;ccts that partxc;patc n n NDN cover thc majomty of

developmental and disorder areas. Some programs receive dissemination funds through the
Department of Education’s National Diffusion Network. Others receive dissemination
funding from the Handicapped Children Early Education Outreach Program of Special
Education Programs; these models focus on the identification of preschoo! handicapped

children and teaching techniques to aid in their deveiopment.

Information Services: NDN State fauhtators hclp schoojs 1dcnt1fy and adopt the program

fost suitable for them. Adopting schools are then given implementation help, including
tramm" A hst of facmtators -may bc obtamcd frcm the abovc address The catalog

contact pCrson for each program, Thxs pubhcatxon may be purchased from Sopris West, Inc.,
1120 Delaware Avenue, Longmont, CO 80501, (303) 651-2829.
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National Eye Institute (NEI)

National Institutes of Health - - R
U.S..Department of Health and Human Services
Building 31

Betheeda, MD 2
(301) 496-5228

Handicapping Conditions Served: Blindness and visual impairmens.
Users Served: Disabled persons, parents, and professionals.

The Organization: The National Eye Institute (NEI) has primary responsibility within the

National Institutes of Health and the Federal government for supporting and conducting
research aimed at improving prevention, diagnosis;, and treatment of visual disorders. In
addition, NEI encourages the application of research findings to clinical practice, heightens

public awareness of vision problems, and cooperates with voluntary organizations which
engage in related activities;
Information Services: Printed material on the following eye conditions is available upon

request: cataract, retinal detachment, glaucoma, refractive errors, corneal discases, macular
degeneration, diabetic retinopathy, and retinitis pigmentosa. Also available are statistics on

eye disease and visual impairment. and information on NEI-supported research.

National Handicap Housing Institute (NHHI)
619-Lafayette Road

t. Paul,, MN 55101

612) 772-3560

Handi~apping Conditions Served: All disabilities.

Users Served: Disabled persons, designers, architects, developers, attorneys.

The Organization: - -The National Handicap Housing Institute (NHHI), a nonprofit

organization formed in 1975, works to stimulate the development of barrier-free housing for
disabled people. . NHHI has conducted research resulting in the creation of design standards
for accessible buildings: - The Institute offers on-site consulting services in design,
marketing, and management. The Institute also offers expért consultation and testimony to
attorneys in cases involving personal injury, workers compensation, or other areas where a

disability has affected functioning in the home or work environment. There is a charge
for the Institute’s services.

Information Services: NHHI disseminates information on design standards and when possible

refers inquirers_to local agencies and individuals who can provide technical assistance or

information on accessible housing.

The Productinventory of Hardwa . and Appliances for Barrier-Free
Design, which describes and evaluates products enh

kitchens, bathrooms, and recreational equipment. The
Housing Preferences may also be ordered.

ancing accessibility, contains sections on
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tional Health Information Clearinghouse (NHIC) and
ional Information Center for Orphan Drugs and Rare
- Bis&;se* {NICODARD

B
Washm n BIZ 20013- 1133
{7"2\ [ 9[) (Vl;mma)

All Others)
iiaﬁdi’cap’pihg Conditions Served: All handicaps.
Users Served: Disabled persons, parents:

The Orgamzanon The Natlonal Health Informatlon Clearmgbouse (NHIC) and thc Natlonal
Information Center for Orphan Drugs and Rare Diseases (NICODARD) are projects of the
Office of Disease Prevention and Health Promotion (ODPHP) of the U.S. Department of
Health and Human Services. In addmon to its clearinghouse function, NHIC has initiated
liaison activities in order to encourage the éxchange of ideas on common concerns and goals
among health inférmation providers:

Informatwn Servxces* “JHIC and NICODARD opcratc an mformatlon and referral r‘enter
Its data base of resource organizations iielps consumers find the health information they
need by locating the apvropriate sources of the information. Resource organizations include
disease prevention and health promotion programs, cicqrmghquscs professional associations,
voluntary organizations and government agencieS at the national and -international levels.
Orgamzat;ons which provide information on the following topics are included: nutrition;
cancer; xmmumzatlon, accident control, infeetious diseases; acupuncturc fluoridation;

teenage pregnancy, hypertension, smoking, biofeedback, self-care, risk assessment, phys:cal

fitness, genetic diseases, and many others. The NHIC data base of referral organizations is
accessible to the public through the National Library of Medicine data base DIRLINE,

NHIC pubhshcs a-series of dlfCCtOl'lCS and blbhograp}‘lcs on hcalth tODlCS of current

interest. - NICODARD producés-fact-sheets on-rare diseases. a listing of drugs approved for
orphan. drug status by the Food and D'rug Administration, and a directory ol educational
materials on rare diseases. NHIC and NICODARD information and referral services are

available free of charge to lay persons and professionals:

Néﬁonal Heart, Lun and Blood lnstltute (NHLBI)
National Institutes of Health_
u: S Department of Health and Human Services

Building

oom . 1521
Bethesda, MD - 20892

The -Organization. NHLBI funds a multlmllhon dollar rcscarch program at ltS own
headquarters and around: the country at universitiecs and medical schools. Research and
professional training are done on diseases of the heart, blood vessels, blood and lung, and in
the use of blood and the management of bloed resources:
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/nformatmn Servzcer 'Ihc focus of the Instrtute s 1nformatmn services is thc Public Inquiries
aud Reports Branch. All information activities are aimed at reducing illness and death
from heart, lung, and blood diseases. Advances in rcscarch,arc, translated -.through press
conferences, pamphlets, fact sheets, exhibits for use by professionals and lay audiences,
audio-visuals, and special projects. Conference proceedings for scientiSts are prepared
regularly, and professional and public education matcrials are made widely available:

Anyonc may rcqucst 1nformatxon and most is provrdcd frcc Fccs are levred for

brbhographxcs indexes or abstracts that must be specmlly prepared. On -site use of NHLBI
holdings of books, indexes, and journals is permitted. Numerous professional and general
prlrcatxcns arc avaxlablc A lrst of currcnt publrcatxons and matcrxals produced by NHLBI

Spccxallzcd 1nformat10n on blood cholesterol is avariabie at the Instrtutc A dletarv serics

for patients with lipid disorders has been distributed throughout the world, accompanied by

a companion handbook for physicians.

NHLBI also supports. Nitionai Research and bemonsiration Centers and ciini'cai studies

1nformatxon For examplc, a center at the Unlvcrsny of Vcrmont cxpcdrtcs granslat;on of
research fxndlngs on lung diseases into practical patient care in local communities; the

center also coordinates the activities of several state and local groups concerned with

respiratory diseases:

Several educational programs are being planned on various lung diseases, as a result of the
work of a task force on respiratory diseases.

National Information Center for Handic capped Chi
— and Youth (NICHCY)

Box 1492 - - -

Washington, DC 20013

ﬁaﬁdicappihg ébﬁditibhs Served: All iian'cii'cap"s.

polrcy makcrs, mcnibcrs of Congrcss mcmbers of thc press.

The Organization: The National Information Center for Handicapped Children and Youth
(NICHCY) is a free information service that helps parents, educators, caregivers, advocates

through a cooperatlvc agrccmcnt bctwccn the US Dcpartmcnt of Educatron and intcrstatc

Research. Associates, Inc. of Rosslyn, Virginia: Its purpose is to ensure that accuratc; timely

information is a\}auablc free to anyone who requests it.

pcoplc all across the- country who share s;mrlar goals and concerns. When a program or

project proves especially effective, the Center collects information on it to share with

others. Resource files are maintained for each of the states and territories, by organization
and by subject.
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Inforr?zzmon Services: NICHCY provndcs brochures descrlbmg the prOJect with a form to

indicate the desire to be added to the mailing list for free subscriptions to materials.
NICHCY publishes two newsletters. News Digest is circulated quarterly and focuses on
single important isSues affcctmg famlhcs of umdrcn and youth with handicaps and other
special education concerns. 1 15 a-compilation of articles on transition
issues: that is distributed semiannually. Also available are fact sheets on ail major

disabilities and parent groups; general information about handicaps; listings of major public

agencies in each state and territory and statc level chapters of other organizations;

directories of orgamzatxons and information about careers in special education. Some

materials are available in Spanish.

confcrcncc and workshop orcscntatnons group fac:htatnon and locatxoln of information and
resources:

Natlonal Informatlon Center on Deafness (NICD)

Gallauilet Coliege =
Florida Avenue. NE
,,ashm tonp )C--20002
202 6 1-5109 (Vaice
202) 651-5976 TBD,

Handicapping Conditions Served: Hearing 1mpa1rmcnts
Users Served Disabled persons, parents; tcachcrs profcss:onals general public:

The. Orgamzatmn,, ThQNatxonai informanon Ccntcr on Deafncss (NICD), a unit of the

Division of College Relations, was established in 1980 to meet the need for accurate, current

mformatlon on 1op1cs deal'ng wnth dcafncss NICD has acccss to cxpcrt= in thc fncld of

from its in-house resource ccllection.

Information Services: NICD provides either direct information; printed materials; and/or

when _appropriate, referrals to other helpful resources. NICD has dsveloped numerous fact

sheets and resourcc hstmgs on such areas as deafness, TDD’ 5, alertmg and communication

devices, hearing ear dogs, financial aid for hearing-impaired students, travel resources for
hearing-impaired people, and short reading lists on topics in education of deaf children.
NICD information services and Single copies of publications are provideéd frée.

Natltmal Institute for Burn Medicine - NBM)
906 E. Ann Street -

AnnArBor, M- 18104

(313) 769-9000

Handicapping Conditions Served: Burn injury.
Users Served: Health care profess:bﬂais attorncys manufacturcrs teachers, students,
gcncral public.
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The Orgamzatron* Thc Natxonal Inst;tute for Burn Medicine works to improve care available
for burn victims through its research, professional training, technical assistance, and
information dissemination programs.

The Instltutc supports rcsearch dcs:gncd to- 1mprov. mfcctxon control. and to dcvclop bcttcr

burn care equipment and surgical techniques_and to improve rehabilitation services.

Specialized training for burn patient care is available for physicians, nurses and technicians.

Communities and hospitals may receive help in pianning and establishing burn facilities.

ihform&tion Services: The Natlonal Burn Informatnon Lxchange provides a way for. hospxtals
to share information about patients, including the way they.were burned and the _type of

treatment received. Doctors at non-participating hospitals and other mtercsted pcrsons may

also access data collected by the Exchange, although there is a charge for requests requiring

research. Statistics on_the incidence of burns, mortality rates, and body area covered are

available, as well as f:gurcs for specific age groups: The Exchange publishes a newsletier,

N.B.LE;; for which there is no charge:

Regﬁrinis of articles on burn treatment may be obtained from the Institute’s In’térh&tioi@j

Library, which also researches requests for references on-specific topics. There is a charge
for searches of hbrary holdings and a nominal photocopying fee for reprints:

Thc Instxtutc dxstrxbutcs a varxcty of profcss:onal and pubhc educatmn matenalq in prmt

and audio-visual formats; including free brochures on burn prevention and first aid.

The Instxtute responds to a wide range of requests from mcdlcal profcss:onals Iawycrs

manufacturers, teachers, students, and the public. When staff research time is required,

there is a fee for services, which is lower for community service organizations and other

nonprof:t groups. Inquirers are asked to send written requests; outlinirg how the
information they need will be used:

National Institutes of Hea

National Institute of A"ﬂ:%)! aﬁii iﬁfééiiouE Diseases (Nif\iijj

c

.S. Department of Health and Human Services
Building 31

A32 -
Bethesﬂa MD 20892
(301) 496-5717

Handicapping Conditions Served: Allergies and infectious diseases of all kinds: also
transplantation and immune deficiency disease.

Users Served: Disabled persons, health care professionals, medical researchers, general
public:

The Organization: NIAID supports a multimillion doliar research effort across the country
at research institutions, aimed at a better understandin; of the causes of allergic,

immunologic, and mfcctxous diseases and-to the development of better means cf preventing,

diagnosing; and healing these illnesses. Some of the studies ase of infectious agents found

in other_countries, which cause death or severe handicaps for people living in the tropics

and other areas outside of the U:S: (e.g;, malaria and other parasitic diseases, leprosy,
cholera, and viral diarrheas).
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NIAID supports Asthma and Allergic Disease Centers in 15 institutions which translate basic
concepts in immunology, gcnctics bio'ch’cmic’try ;ind pharmacology into 'cli'n'i'cal 'r'c;car'ch Six

Infarmatmn Servzces NIAID provxdcs gcnerai mformat'on about dlsordcrs currcntly bcmg

studied at the Asthma ;nd Alicrgrc Disease Centers.and the Immunologic Centers: Two ten-

minute slide shows are available: "What You Should Know about Asthma" and "How to
Cope with Your Environment If You Have Allergies." The Institute has numecrous
pubhcatrons for the Iay person whrch cover the range of mfcctrous diseases and allergies

(e.g.,-asthima, genital herpes, sinusitis, the comition cold, mfluenza and vxral hcpatms)

rccurrcnt dxscasc

NIAID docs not makc refcrrals to sources of financial assistance for medical care,
transportation, etc.

National Institute of Arthrms Dmbét"s and Dugést;\e
-and Kidney Diseases {N| ADDK
National Institutes of- Hea!th -

g Slaﬂgpartment of Health and Human Servi
Room UAO4
9000 Rockvull Pike

Bethesda, MD 20892

(301) 49 -3593

Handzcnppzng Cond:twns Served Arthrms dxabetes dxgcstrve diseases, endocrmc and
metabolic disorders, kidney and urinary tract infections. Specific disorders include stch
diseases as: ulcer, ,col,ms ileitis, systemic lupus erythematosus, gout, scoliosis, cystic fibrosis,
osteogenesis imperfecta, and others.

sers Served: General public.

The Orgam"azwn* N;ADBK supports mxihons of dol ars of rcscarch each year on the causes

of and improved treatment for more than 100 different forms of tissue diseases; diabetes
and other metabolic disorders; digestive diseases and nutrition; diseases of the kldr.cy and
irindry tract; and certain drsca,scs of the bones and,skm, NIADDK also-supports
Multipurpose Arthritis Centers that emphasize research and pilot programs in health
education. Most centers have clinics.

ﬁifo?ftiﬁiiziﬁ Services: NIADDK's. Arthritis Information Clearmghouse and its Natlonal

Diabetes Information Clearmghouse (see scparatc ontrxcs) work with health- cducatore and

health professionals and handle requests for professional literature. At the ceiitral

mformatron offrcc of NIADDK (addrcss abovc) basxc brochurcs are avarlablc on &o_w_—tﬂ
‘th - Arthriti

kidney dialysis, systcmxc Iupus crythcmatoeus pcptlc ulccr and gout) Lists of the NIADDK

Multipurpose Arthritis Centers and Diabetes Research and Training Centers are also
available.
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National Instltute of Dental Research (NIDR)

National Institutes of Health - --
U.S. .Department of Health and Human Srrvices
Buuldm§

Room 2C35 =

Bethesda, MD 20892

(301) 496-4261

Handicapping Conditicns Served: Dental discases and disorders of the craniofacial area,
including cleft lip and cleft palate.

Users Served.: Dental profcsswnals other medical p"ofcsswnals d;sablcd persons, general
public.

The Orgamzauonk The Natnonal Instxmtc of Dcntal Rcsrarch (NIBR) is thc chxcf sponsor of

dental research and related postdoctoral training in the United States. NIDR studies relate

to the cause, prevention and methods of diagnosis and treatment of dental disease and
conditions.

Information Services: The NIDR information program provides members of the dental
profession and the lay public with fébéf& of dental rcsearch progress;

For thc profcssxonal oenodm issuances of NIDB Beseurgh News provxdc rcports of current
research activities. The nstitute also funds state-of-the-art conferences and workshops and
makes the published proceedings of these meetings available. Exhibits depicting reSearch
findings and known methods of dental disease prevention are developed and shown at
medical/dental, Scientific, and health educator meetings. Films on topical fluorides and
dental sealants; both useful methods in the prevention of dental caries in the géiiéféi public

and in the handicapped patient; are available as teaching toois for dental ciinicians:

For the lay person pamphlcts on gencral dcntal hcalth and on specific problems of
relevance to the Institute (e:g., [ e) are distributed to the gencral
public. Inquiries from the public are answered with information from the atest research
treports and citations to the general dental literature.. When appropriate, information is
supplied regarding grantee institutions where possible service can be offered to the
handicapped patient.

Natnonal Instltute gfﬂNeuroi cal and Commun;cétive
Disorders and Stroke (NI N%
National Institutes of Health

U.S. Department of Health and Human Services
Buildir 31:

o 20892
(301) Sd% 5751

1{1ﬁgqgcﬁrﬁg!’ ”gqrﬁeb:rorygscuiar dxscasc, metabolic disorders affcctmg the nerveus system, head
and spinal cord injury:.



Users Served: Disabled persons, parents, teachers, health professionals, voluntary health
organizations.

The Gi'éz;i;i;a;fi'éii' NINCBS 1s onc of 11 rescarch mStxtutcs makmg up the Nanoml

in the causes, prcvcntlon dxagnosm and treatment of ncurologlcal and communicative
disorders and stroke, and in basic sciences reievant to these problems. Supoort of
postdoctoral training for reSearch careers is also a basic component of the Institute’s
mission.

Thc instltntc suppor!s clnual rcscarch ccntcrs at un1v¢r51ty medxcal compiexes whcrc

patxcnt research is conducted on CDIICDSY, stroke; spinal cord mjury, multxple sclerosis;
ncural prosthcses and othcr ncurologxcal condmons The Institute also collects and

fhfbrﬁzfdifbﬁ Services: NINCDS maintains an OfflCC of Sc:cntxflc and Hcalth Reports
{(GSHR) whose services are available free to both lay and professional users. Inquiries about
the Institute program; neurological and communicative disorders; and research progress in

these fields are answcrcd by phonc and. mail; Approxnmatcly 60 publications are kcpt in

stock and sent out in rcsponsc to mqmncs Publications include a ”Hopc through Rcsearch
series of 17 pamphlets (many covering d;sablmg conditions), a fact sheet series consisting of

11 t:tlcs and 10 miscellanecus pamphlcts feprints, and other publications. Arnnual special
reports on research progress in the major neurological and communicative areas are
available; as well as scientific and technical documents; such as a monograph. series
containing reviews, reports of advisory committees, and proceedings of scientific. meetings.
A publications list and single copies of NINCDS publications are available free to

individuals; organizations may order small quantities for their own distribution. A monthly

news service, "NINCDS Notes;" .s available to journals and newspapers.

NINCDS supporis scxcntlhc reference services in thc flCldS of epilepsy and stroke. The
epilepsy Service is a: periodical, Epilepsy- Abstracts; published by Elsevier Scientific
Publishing Group, with headquarters in Amstcrdam, The Netherlands. The strokc service
consists of abstracts appearing in the journal, ¢, A Journal of Cerebral € lation

published by the American Heart Association, (See separate entry).

For further information, call or write the Office of Scientific and Health Reports at the
above address.

Natigggl Library of Medicine (NLM)
National Institutes of Health - --
U.S. Department of Health and Human Servuces

(301) 496-6095
Handicapping Conditions Served: All handicaps.
Users Served: Physicians, research scientists, clinicians, other health professionals.

The O'rg,ﬁaﬁiiizatibn Thc Natxonal lerary of Medxcmc is a part of the Natmnal Instxtutcs of
Health {NIH), one of - the five health agencies of the Public Health Servicé. The Library
was established in 1836 as the LEibrary of the Army Surgeon General’s Office and remained
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undf'r the armed forces until l956 when it was desrgnated as thc Natlonal Library of
Medicine and placed within the Public Health Service by an Act of Congress.

Thc world’s largcst research library in a sméle SClelf!f!C and grofessxona’ fxeld, .hc L.u.ary

11152

serves as the natxon s Cthf mcdlcal mformatxon source. The lerary, which collects

and a half million books, 3ournals technical reports, theses mxcrofx.ms, and cther matcrxals

Information Services: The Library’s computer-based Medical Literature Analysis and

Retrieval System (MEDLARS) was established to achigve rapxd bibliographic access to

NLM's store of biomedical information. It became operational in 1964 with the publication
of lhc frrst ccmputer prcduccd issue of Index Mes ICus, a comprchcns:ve, monthly subjcct-

author index to articles from. @poroxxmately 2600 of the world’s b

principal ijec;txve of MEDLARS is to provide references to the biomedical literature for

research scientists, clinicians, and other health professionals; MEDLARS. contains over four

million references dating frem 1964 and covering. vrrtually all handicapping conditions,

rehabilitation medicine, and rehabilitation engineering. MEDLINE (MEDLARS On-Line),

which became operatxonal in latc l97l provxdcs the capabxhty in medical libraries around

the country to query the NLM computer’s store of journal articiec references for quick
retrieval. MEDLINE contains over 500,000 recent references.

Other computerized data bases developed by NLM includé the following (numbers of records
contained in these files are from May 1985):
e TOXLINE. (Tomcolqu Iﬁfofi@hBh Oh-l:mé) is a collectlon of 1.6 million

references from the last five years on published human and aaimal toxicity studies,

effects of environmental chemicals, and adverse drug reactions.

and contains more than 450 000 refercnces on various aspects of cancer

° AVLINE (Audxovnsuals On-me) 1s a file of about l4 000 audxo vxsual tcachmg

packages used in health sciences education at the college level and for the

continuing education of practitioners:

° HEALI‘H PLANNING & ADMIN (Hcalth Plannmg and Admlmstratnon) contains
about 310,000 references to literature on health planning, organization, financing,

managcmcnt manpower;-and related subjects. (This file may be accessed through
BRS Information Technologies and DIALOG, see separate entries):

° BIGETHIGSI:INE developﬁd at thc Ccnter for onethics Kennedy Inst;tutc of

Ethlcs Georgetdwn VUnrvcrsny, gnves blbllographlc mformatxon on qucstxons of

on- lme scarch servrces in thc Umtcd Statcs In addxtron to conductmg searchcs themsclvcs,

they can provide the user with the location of the nearest on-line center with access to NLM

data bases. (There are over 3,300 of these centers located in hospitals, universities, state
libraries, orgamzanons and companies throughout the country). The charge for NLM
searches varies with each Regional Medical Library and local center; in somc cascs there is
no cost-to certain classes of -users. - The Regional Medical Libraries also handle requests for
hezlth literature not available locally, referring to NLM requests they cannot fill. _Inquirers
may contact NLM for the location of the Regional Medical Library serving their area.
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of toplcs A hst of pubhcatxons thh ordcrmg mformatxvn 1s available upon requesr

ijircct access to MEﬁLARS and MEijLiNE is also available through BRS Information
Technologies and DIALOG (see separate entries).

Natlanai l;lbrafy Service for the Blind and Physueally
Handtea yed (NLS)

ar* ongress -
12" agzlor Street NW
Washington, DC 20542
(202) 287-5100

Haﬁd:capﬁ:ﬁg €ond1tm§s Served:. Bhndggsstivxsu"l 1mpa1rmcnt dcaf Blmdncss, rcadmg

disabilities resulting from organic dysfunction, and other physic: | limitation that prevents

the normal use of standard printed material:

The Orgamzatton The Natxonal lerary Scrvxcc for the Blmd and Physncally Handxcappcd
(NLS) collection_of full-length braille and _talking books and magazines produced for blind
and physically handicapped_readers is loaned free to individuals who cannot hold; handie;

or read conventional printed matter. Books, magazines, and playback equipment provided

by NLS are distributed through a national network of 160 locally funded cooperating
libraries and agencies where they arc circulated to eligible residents of the United States
and- its territories. NLS has developed a national automated bibliographic service that
enablcs cooperating network libraries to identify and locate books produced in special
formats for héﬁdicabbéd readers.

NLS trains and certifies volnntccrs in braills. transcnbmg and in braxlle proafreadmg.

Eligible readers can request that a local volunteer group branllc or. record matcnals they
cannot locate elsewhere. Volun i is a
dlrcctory that Ilsts by statc the. names of voluntccr groups and 1nd1v1duals who transcribe
and record books and other rcadmg materials for blind and physically handxcappcd persons.
VYoice auditions and- informal training are given to orgznized groups of volunteer_ tape
narraters. _The Telephone Pioneers of America, senior or retired telephone industry workers,
maintain and repair playback édﬁibﬁiéﬁt;

Informatlon Serwces Questlons on various aspects of blmdness and physncal hant.lcaps may
be sent to NLS or to any network library. Reference circulars, bibliographiss, directories
and other compilations of information- are free on request. The nativnal book collection
includes more than 35,000 titles of bestsellers; classics, gothic and romantic novéls,
mysteries, science fiction, history, biography, religion, poetry, essays, how-to-do-it books,
foreign language materials; and children’s books. The children’s collection includes a

number of special books that combine print with braille, enablirng bliad and sighted children
and adults tc read rogether Some of these prmt/brallle books are 1llustrated with fragrance
stnps that cmnt scents whcn scratchcd Currcntly recordcd and braxllcd books -are

Ehgxblc readers réceive these pubhcatxons in largc type, rccordcd and/or braxllc veérsions.
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chcnty magazmcs on dlsk and in braxlle arc”offcrcd through thc program Rcadcrs ma_/
request free subscriptions to Harper’s, 1U.S. News and World Report, National Geographic,
Soorts Illustrated, and many other popular magazines. Current issues are mailed to readers

at about the same time the printed issues appear.

Playback equ:pment is loaned frcc to readers for as long as berary mafcrnals are bcxng
borrowed. Talking- book machines are designed to play disk recorded books and magazmcs
at § rpm and 16 rpm; cassette book machines are dcslgncd for cassettes recorded at 15/16 ips

and the standard spped of 1 7/8 ips as well as an 2 tracks and 4 tracks: Avallablc

accessories for playback equipment include earphones and pillowphones. An auxiliary

amplifier for hearing-impaired persons is available from NLS on special request.

National Par mscm Foundatlon
1501 N W Ninth Avenue

FL 33136
(305) '547-6666

Hand:cappmg Condmons Served: Parkinson’s disease, muluplc sclcr051s and many '°latcd
neurological disorders,

Users Served: Disabled persons; health care profcss:onala rcscarchcrs

The Orgamzat.or Thc Natmnal Parkinson Foundation supports the Natlonal Parkmson
Instituie, which provides outpatient diagnostic, treatment, and rehabilitation services to

patients with Parkinson’s disease and related neurological diseases, such as miltiple sclerosis.
The Foundation also funds the Bob Hope Parkinson Research Center, which investigates the
causes and treatment of Parkinson’s disease. The Center is affiliated with the Urniversity of

Miami Department of Ncurology, which conducts research into other. neurological disorders

as well. The Foundation offers research grants tc other medical centers for Parkinson’s
disease.

lnformatzon Servzcer Thc Foundatxon publlshcs a pcrxodnc research newsletter, of mtcrest to

both lay and professionai readers. Additional publications include -What-the- Patient Should

Know A Parkinson’s_Disease and Psvchological Factors in the Management of
Parkinson’s Dnggggg All Foundation publications are free in limited quantities.

National Rehabﬂltatlﬂit|ﬁf6i’i‘i‘iétl6ﬁ Center (NAﬁIC)
4407 -Eighth S treet, NE
The Catholic Hmvemt ofAmenca

Washington, DC  20017-22
202 635-5826 (Vonce and TDD)
800) 32-NAR

Handicapping Cé'riéiiii&'rii Served: All handicaps.

Users Served: Disabled persons, parents, teachers;, administrators, direct sérvice providers.
researchers, educators, students.

ﬁié éig;ahfzatibh Thc Natmnal Rchabnhtatlon Informatxon Ccnter (NARIC) is a

rehabilitation mformatxon center aid research library funded by the National Institute of

Handicapped Research; US:. Department of Education, to make NIHR and Rehabilitation
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Scrvxccs Admmrstratmn research avarlable and to d“vclop supplcmcntary materials and

stratcgres to fostcr research utilization.. NARIC offers informaticn on disability products;

rcscazch and rcsourccs NARIC’s collcctron mcludcs documcnts and audro vrsual matcrials

Information Services. Thjc ,NARIC compiiterized ,dara base, REHABDATA, covers all aspects
of the rehabilitation field; and contains bibliographic data and abstracts on reports,
journals; and audio-visuals in the Center’s collection. The data base contains over 12,000
citations;. NARIC performs customized searches of this file and of other relevant
commercially available computerized data bases. There is a_ nominal charge for these
services. The NARIC data base is also available publicly through BRS Information
Tc'chn'ol'ogrcs (scc scparatc cntrw) Copies of documents cited in the data base may be

NARIC ..lso produccs ABLEDATA a computerrzcd source of mformatlo‘l on commcrcrally

12,000 hstmgs Products are. mcludcd f'or actrvmcs of daily. 11v1ng and rccrcatron, home

management, communication; transportation, mobility; ambulation; and other areas:
Requests may be made for ABLEDATA searches by contacting NARJC or publicly through
BRS. NARIC’S hbrary contams catalogs and Othcr lite;ature on all the products included in

ABLEDATA as well as manufacturers’ names and addresses.

NARIC offérs gcncral brochurcs and. pubhcatrons and flycrs dcscrlbmg its services and
materials._ Via D:ATA Institute, NARIC distributes Curzent D:ATA; a quarterly newsletter

focusing on rehabilitation and special education technology. NARIC also produces the

Rehabilitation. Research Review. series, state-of-the-art publrcatrons provrdmg a ;pprcal
summary of the rcscarch lrtcraturc on. key rchabrhtation toprcs Other publications
avarlablc mcludc : 1 : < el 0 _Journals in
R isability-Related Journals and Newsletters;
The Resource I ; de to Disab nw-kdateeunfﬁrmguon REHABDATA
Thesaurvs; and ABLEQA!A Thesaurus. NARIC also offers resource guides on a variety of

topics, including appropriate references:

NA RIC’s mformatron spec:ahsts provxdc rcfcrcncc services. hclpmg mqurrcrs locatc names,
addresses, statistics and other factual information. Users may consult NARIC’s collection of
books and audio-visuals at the Center.

Naﬂonal Resoute& Center for Paraprof sionals in Spéciéi

- Education (NRC) - -

New Careers Training Laboratory

 University of New York
est 42nd Street
Yo;k. NYB 10036

812} 840-7619

drsablcd pcoplc, teacher cducators staff dcvclopcrs.

The Organization: The National Resource Center for Paraprofessionals in Special Education
and Related Services (NRC) was established in 1979 by the New Careers Training
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Laboratory Cerniter of the City University of New York. Its mission is to promote an
increase in the use of trained paraprofessionals in special education:

Inj'ormauon Sezvrce.s,, NRC. dxsscmmatcs nnformatxon for the use of employers program
managers and trainers on such issues as skills and competencics needed by paraprofessionals,
crcdcntxallng, new. roles for paraprofessronals in education and related SCerCC..:, career
mobility, and funding sources. The Center 2lso has informaticn on _pre and in-service
training models and trainin~ materials in use by state and local education agencies and by

institutions of higher ediication.

NRG publrcatrons mclude

ihé

B'csides a quartcrly ncwslettcr

Pai'gQ”“ OEra
andxtrgns (1981), Specjal & §§§§, Special P;Qp ¢, which exainines the state of training

programs 1or specral educatron paraprofcssmnals throughout the nation (1980),
{ ; Which gives results of a survey
of state departments of specml cducatlon covering the. uac and. trammg of paraprofessionals
over the last decade; and The- tion: Thcre

is_a charge for postage and handling of the publications and a subscription fee for New
Directions:

In addmon techmcal assxstance 1s avarlablc ‘to state and local education agcnmcs and

Tbc Ccntcrs scrvrccs are- avarlablc to- all agcnc:cs conccrned with the dclnvery of
educational services to children with handicapping conditions.

Naﬂoﬁél S@ui‘iél Eord lnjury Hotline (SCIFI)

Greene Street -

Balt:more, ,
800 526-3i56 iNatlonally)
800) 638-1733 (In Maryland)

Handicapping Conditions Served: Spinal cord injuries.
Users Served: Disabled persons and their families and friends; health care professionals.

The 0r§ahi2zzlioh The focus of the Spmal Cord Injury Hatline (SCiH) is to provxde

consumers, spinal_cord injury patients. families and friends with up-to-date information and

referral resources: Additionally; the caller is given peer support and en:eurzgement.

Through a toll-free 24-hour hot line; spinal cord victims (both new and existing injuries) are

linked with a local contact person with a similar level of injury and age who lives near the
caller s community. The contact person provides peer support and-assistanceé in iocatiug
physicians, services, equipment, etc. - The hot line is located at the National Study Center
for Emergency Medical Systems (NSC/EMS), established by the Maryland Institute for
Emergency Medical Services Systems (MIEMSS) which provides staff and other supr ort;

1nformatzvn Servzces., Thc Hotlme provrdes spec:f:c mformatxon and referral on a vancty of
topics mcludmg acute injury care, rehabrlrtatlon activities of darly living, research, local

contacts and spinal cord injury organizations. Callers are referred to loca! contacts for
specific questions about their community and accessing services in-a particular area. Some

local cortacts offer 24-hour information and referral; all are operational at least five déyE a

week during business hours. The Hotline is planning to publish pamphlets and a newsletter:
148
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ﬁéli’ecﬁnlcal Informatlon Serv:ce
. Department of Commerce

pringfie 22161 -
f03 487-4600 (For General Informatlon)
487-4642 (To Order Search)
703) 487-4650 {To Order Documents)
Handicappirg Conditions Served: All handicaps.

Users Served: Business, educators; government, and the public.

The Orgamzatmn* Thc Natxonal Tech ucal Informatmn Servnce (NTIS) is an agency crea..d

by Congress in 1950 to provide technical reports and other information products or
specialized interest to business, educators, government, and the public. NTIS is the central
source for the public sale of U.S. and foreign government-sponsorcd research; development
and engineering reports, and other analyses prepared by aational and local government
agencies; their contractors or grantees, and_other technical groups. The NTIS information
collection exceeds 1.3 million titles, all for_purchase. About 200,000 of these are of foreign

origin. . As directed under legislative mandate, NTIS functions on a cost recovery basis; all

the costs of its products and services are paid from sales income.

fcdcrally sponsorcd rcscarch reports complctcd and pubhshcd from 1964 to date. -Most of

the documents cited are available only through NTIS. This data base contains documents on

hardicapping conditions and programs for disabled persons, including rehabilitation,

rehabilitation engineering, transportation, and health care. Before initiating a search, users
may consult with NTIS information specialists, who will determine the likelihood of

r\,tneval of relevant documents Pubhshcd searchcs on over 3 000 topncs of w.de mtcrcst

avanlablc w;thout chargc (ask for PR- 186) Direct - US on-line access to the Bnbhographxc
Database may be arranged through BRS. Information Technoiogies, DIALOG, the System

Development Corporation (see separate entries); or Mead Data Central:

ﬂu:wggvcrnrmcnt ch . x_Journal lis's summaries of US
government research on a bchckiy bas:s It is mdcxcd by kcy word, personal and corporate
author, government/contract grant number, and report number. In addition;-27 Abstract
Newsletters provide readers with: research summaries within three weeks of their receipt by
NTIS from the originating agenciés. Abstract Newsletters of interest to professionals_in the

handicapped ficld include the following: Behavior and Societv,Biomedical Technology an

ﬂman_ﬂaﬁmgmmg,m_t_._xl h Planping, and M;dJs.mLLd__ugx’ nd Biol

ca;cgorlcs, provides on a biweekly basis full text microfiche coplcs of rcports in only the
subject areas selected by the requestor.

Thc chcral Softwarc Exchangc Ccntcr, opcratcd by NTIS serves as a clearmghouse of

federally created computer programs. An annual catalog lists products and the agencies from
which they are available.
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NTIS publishes many other periodicals and catalogs containing technical information on

safcty statistics, human_ servrccs, mumcrpal information systcms and othcr spcc:ahzcd

rcscarch pcrformcd outs:dc of thc U S;; political and economic analyscs of forcrgn countrrcs

and foreign news releases and articles from periodicals. The free catalog
S;rvlggs describes 2]l products and services of the agcncy

simmaries of research in progrcss from the Veterans Adrmnxstratronf the Natronal

Institutes of Health, the Dcpartmcnt of Encrgy, the National Science. Foundatron and other

Federal agencies. The file is updated twice a year and on-line access is available through

DIAI;GG (scc separate. entry) and Mcad Data Ccntral - Output rcccrvcd by thc user contarns

agQO word dcﬁscrrptron of ,thc ,rcscarch NQ further 1nformatzon product is avarlablc from
NTIS from this file. For further infor,ma;ti'on,on,aziy:projéct,in;cilruded in the file, contact
the project’s principal investigator at the address listed in the summary.

fo ce of Eaﬁéér Commumcatlons

Natlonal Institutes of Health
Department of Health and Human Services

gethesd& M%R20

In Mariand (899) 492- (‘};:: e

In Alaska and Hawaii: (800) 638- 6070

Handicapping Conditions Served All cancers.
Users Served Hcalth profcssmnals cancer patiénts, and the générai puSiic;

The Grgamzanon' N€I conducts and funds thc Natron s major cancer research program.

NCI grants and contracts support cancer rcscarch in most of the Nation’s university medical
centers and many other non-Federal instituticas. NCI also coordinates the cancer research
programs of Federal and private institutions in accordance with a _constantly updated
National Cancer Program,; which encompasses the lines of research effort considered to be
most important in solving the major problems of cancer:

A nctwork of 20 Comprchcnsrvc Canccr Ccntcrs around the country engage in the wide

range of cancer-related research and demonstration, encompassing basic research, diignosis,
trcatmcnt rchabrhtatron publxc and patient cducatron The Cernters also educate and trdin
professionals in the various clinical and research spccraltrcs

At thc communrty lcvcl patrcnts may be admrttcd to clinical studies conducted by NGI

Clinical Cooperative Groups. These groups exist at hospitals throughout the United States

and involve thousands of physicians: Invcstrgatronal drugs are provided free by the NCI.

NCI also supports 22 Clinical Cancer Ccntcrs centers specializing in cancer treatment; and
17 Non:Clinical Cancer Centers. Inform~tion about Cancer Center and Cooperative Group
programs is available from the Office of ~er Communications.

150

153



Iiiformation Services: To speed the translation of research resu'ts into widespread
application; the National Cancer Act of 1981 authorized a Cancer Control-Program to

demonstrate and communicate to both the medical community and general public the latest

advances in cancer prcvcntron and management: The bmgram 1dentifies cancer knowledge

and technology and makes it available to health practitioners and the public through
cooperative efforts with private and community organizations. Prevention, detection, and
trcatmcnt mformatnon 1s prcparcd by NCI and drstrrbutcd through commumty bascd

groups.

Thc Ganccr Informatron Service. (CIS) is a toll-free. tclcphonc hot lmc whrch supplrcs

mformatron about cancer and resources availabie to cancer patrcnts, Regional CIS offices

serve about 70 percent of the U.S. population; the remainder is served by the CIS at the

Natronal Cancer Instrtutc in Bethesda MD. CIS offices can provrdc specific mformat10n on
particular cancer Sites, -detection programs, local resources for cancer patients (c g.,
treatment afid rehabilitation facilitie§, home care assistance, availability of transportation)
éiid facts about Ihc process of patlcnt referral to 'p'hysi'cians ahd COiiSiiltatiOﬁ am'o'n'g health

how drffcrcnt forms of cancer are. dctcctcd also is avarlabic For the ncarcst CIS offrcc

consult the white pages of your telephone directory or call the appropriate telephone
number listed above.

NCI’s Office of Cancer Communications distributes printed materials free of charge to the
géhé’ral public, batieﬁts and health 'prdf'cssi'o'nals These include general pamphlets about

A lrst of pubhcatrons drstrnbutcd by the NGI is available from the Office of Ganccr

Communications, listed above.

NCI’s Organized Dissemination Projects, multimedia information-activities, center on
specific topics. Health planiers and comimuficators review the stite of knowledge in
particular -subject areas and produce educational materials covering such- topics as treatment
options; diagnosis, and prevention. Disscmination projects have included smoking, breast
cancer, coping with cancer, and asbestos. . Hundreds of thousands of patient information and

phys:c:an kits are drstrxbutcd a!ong with postcrs slide-tape presentations; and bool lets on
each topic. Materials are tested by NCI for effectiveness before being used in the pruojects.

NCI also subports the Cancer Informatwn Clcarmghousc (see scparatc entry’ i.i’/hich
documents the availability of cancér education materials around the country.

Thc monthly jgurngl Qf Lc angnal Can gcr Instrtut prcscnts orrgmal reports of cance:

research by scientists around the world. Othcr NCI1 pubhcatlons include the Mgnggraph
Series for- procccdmgs of scientific meetings and other lengthy reports, and Cancer
Treatment-Repo
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Office on Smoking and Health.

Technical Information Center (TIC)

Parklawn Building
Room 1-16 =~

5600 Fishers Lane -
Rockville: MD-- 20857
(301) 443-1690

Handicapping Conditions Served: Smoking-related health problems.

U.S. Department of Health and Human Services

Users Served: Researchers and health professionals:

The Organization: Established in 1978, the Office on Smoking and Health (Tormerly the

National Clearinghouse for Smoking and Health) is the U.S. Public Health Service program
most concerned about the health hazards of smoking. Its Technical Information Center
(TIC) collects, organizes, and disseminates the world’s literature on_smoking and its effects
on health. TIC's scientific and: technical collection comprises over 55,000 hard copy reports

on all aspects of smoking and health. In addition; a bibliographic data base has more than
50,000-records in machine-readable form: It is expected that this file will be greatly

expanded over the next three years. During 1980, TIC’s numerical data base became
operational. Survey research information from several smoking and health sources is
available through this service;

Information Services: Computer searches of TIC’s bibliographic_data base are performed

upon request; users are asked: to submit completed Search Request Forms, available from

TIC. Both technical and public education publications may be obtained from the Center,
and-include the Bibliography on Smoking and Health, the Directory of On-Going Research

in_Smoking and Health, and the Smoking and He; i, a current awareness
periodical listing references on all aspects of smoking and health, Current research from

the Directory is available in machine-readable form. Reprints of articles included in the
Bulletin arc available on a limited basis. There is no charge for TIC services and
publications.

Parkinson’s Disease Foundation (PDF)

William Black Medical Research Building
Columbia_University Medical Center
640 W. 168th Street -

New York, NY 10032

(212) 923-4700

Handicapping Conditions Served: Parkinson’s disease and related disorders.

Users Served: Disabled persons, parents; teachers; therapists, other health care professionals.

The Organization: The Parkinson's Disease Foundation is primarily a research organization.
It-supports the Parkinson Research Laboratories at Columbia University Medical Center,

where research is conducted in neuropharmacology, neurophysiology, neuropathology; and
neurovirology. Patient care and services are provided through Presbyterian Hospital’s
Vanderbilt Clinic and Neurological Institute. In 1960, the Foundation established a Brain

Bank at Columbia University Medical School to give scientists the opportunity to study the
brains of dececased Parkinson patients. The Foundation awards research grants and

fellowships to investigators at Columbia and other medical schools. It sponsors symposia
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Iong -term studies of Parkinson's disease. Thc Foundatlon also sponsrrs patncnt confcrcnccs

Information Services: i"rdcééding’s from the symposia and other reports are published and
distributed to all mcdxcal practitioners and institutions requesting them. For the lay and

professional inquirer, the Foundation provides general. information about Parkinson’s
disease. Some information is available in Spanish. These bookiets are published by the

Foundatlon spccxf;cally fcr the patient and his family: The Parkinson Patient at Home,

r -th yson- Patient, and Parkmson's Disease: Progrcss. Promise and Hope: ,A

T

film is available on loan to health care groups and groups of patients, "Management of
Parkinson's Discase-and Syndrome with Levadopa.” Thc Foundatlon also publishes the PDE
Newsletter three times annually to report on research developments and other items of

interest; it is also available on cassette. An Annual Resea arch Report covers projects

undertaken by the PDF research group. The Foundation will refer patients and family

members to spccmhsts and to self-help groups.

Polic Information Center (PIC)
510 Main Street

Suite A446 -

Roosevelt Is land NY 10044
(212) 223-0353

Handzcappmg Conditions Served Poliomyelitis and post polio.

Users Served. DiSéblcd persons, phy5101ans health profcss:onals

The Orgamzatwn' Thc Polio Information Center. (PIC) attempts to locite and hst on
computer post-polio mdxvxduals throughout the country .in order to gather information about

present-health status disseminaie mtormatnon on post poho research and locate health care

professionals who are knowledgeable about post-polio care. PIC offers referral services for

people who had polio to physicians and othcr health care profcssmhals The Center has
begun networking across the country. As they are organized, regional groups are listed with
the Center and become part of the national network.

Informatmn Servxcer e News is an annual newsletter sent to all
meibers Wthh mcludcs survcy results; news updatcs and conference reports. The Center

provides referrals to local physicians around the country who are familiar with post-polio

care. Referrals are also made for shoes, clothing, orthotists and to support groups across the
country. Information is also provided on conferences and publlcatmns The PIC maintains
a computer llstmg of over 2,000 individuals who had polio and knowlcdgcablc physxcxans

Statistical data on types of polio, medical problems and years of onset is available.

Membership dues are charged:

0 :
Riii:kiillle M&J‘OBSZ
(301) 231-9539

Handtcapptng Conditions Served: All handicaps.

153 15

o



Users Served: Human services managers.
The Organization: Established-in 1975, Project Share (National Clearinghouse for Improving

the Management of Human Services) compiles and disseminates information on human

services planning, administration, and evaluation to human services managers. The Project
is operated by Berul Associates, Ltd. for the Office of the Assistant Secretary for Planning

and Evaluation, U:S. Department of Health and Human Services.

Information Services: Users may request searches of Project Share’s bibliographic data base,

which includes records of documents on services integration, model programs, cost analysis,
and records management. Copies of most documents cited, which include working papers,

project descriptions, manuals; feasibility studies, conference proceedings, and reports

prepared by Federal; state; and local government agencies, government contractors, and
national associations, are available from the Project or the National Technical Information
Service (see separate entry). Sources for other docuinents are clearly indicated in the
printout which also gives descriptive abstracts of each publication. Among topics of interest

to professionals in the handicapped field zre the following: _deinstitutionalization,
normalization of the lives of chronically ill and disabled persons, alternative care; advocacy,

and transportation services for handicapped persons.

published quarterly by the Project; provides in

The

each issue approximately 300 bibliographic citations and abstracts of all documents recently
added to the data base. It is restricted to items acquiréd by the Clearinghouse and is rot

meant to provide comprehensive coverage of the field.

Project Share also publishes the following: (1) monographs which survey the literature and

state of the art in various areas of human services and management: (2) annotated
bibliographies of Project Share ﬁiéféfials on selected topics of major interest to ﬁﬁfﬁéﬁ
services planners and managers; (3) comprehensive summaries of major documents in the
Project collection; and (4) a newsletter which highlights social services and information
programs, new publications, and current research problems, and announces selected national

meetings of interest to readers.

The Project’s reference service provides individuals and organizations with information on

any topic -within the scope of the Project. In addition to customized bibliographies
genrrtated from the Project’s data base, inquirers may receive manually prepared citations

and referrals to other organizations. There is a charge for searches and most publications.
PlOJCCtSi}arc Publi,s,hes a Hi 2hlight Catalogue which lists some of the publications available
and which also contains membership information.

Psychological Abstracts Information Services
American Psychological Association

1200 17th Street, NW- -
WashmgtonrHCQDO% ST

800) 336-4980 (Except Virginia)

703) 247-7829 (Virginia)

Handicapping Conditions Served: All handicaps.

Users Served: Psychologists, educators, health care proféssionals.
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The. Orgamzanon Part of the American Psychological Assoc:atlon a profcssnonal soc:cty of
psychologists_ and educators; Psychologxcal Abstracts Information Services (PsycINFO) is a
family of interrelated information Services providing a variety of ways to access the
world’s published literature in psychology and related behavioral and sccial sciences.

Information Servxces PsycINFO pubhshcs 1he sychologmal Abstract§ (PA) jOUl‘D"] -a
comprehensive monthly compilation of non-evaluative summaries of the world’s literature in
psychology and related disciplines. Each year PsycINFO scans materials from over 1300

periodicals and conference reports, technical reports, and monographs for inclusion in PA

and the PsycINFO data base. Among the 16 major classification categories according to

which abstracts are grouped are the following: "Physical and Psychological Disorders,"

"Psychomctncs, “"Treatment_and Prevention," and "Educational Psychology," which includes

special education. Documents on the characteristics of physically and psychologncally

disabled popuiations and their treatment may be found under these catcgories. PA’s Volume

Index, a subject and author mdcx, 1s pubhshcd ycarxy cumulative indexes from 1969-71;

1972-74, 1975-77, 1978-80, and 1981-83 are available.

Thrﬁc PsycScan pubhcatlons quartcrly current awareness journals are avallable in the areas

of clinical, developmental and applied psychology. A fourth quarterly journal, PsycScan;

D[MB, covers lcarmng disabilities; communication disorders, and mental retardation. To

c'om'ple'mcn' P§y§§ggn, LD/MR; PsycINFO has pubhsncd two comprehensive bxbhographlcs

Mental Retardation and PsycINFO Retrospective: Learning an

Computer searches of the PsycINFO data base from 1967, a file containing nearly 480,000
items, may_be ordered from PsycINFO. Approximately 28% of the documents included in
this on-line data base concern characteristics of physically and psychologically impaired

persons and their_treatment.. In addition, about 14% of the documents in the data base are

on educational research; items on handicapped students form a subset. of these records.
Many of the terms used by PsycINFO’s information spcciclists to search this file are related

to specific handicapping conditions and. trcatmcnt mcludmg bhjsncal and mental dlSOI'dCl’S

attitudes towards mental illness, mcntal retardatlon physical handncaps and scnsory
handncaps rehabilitation; and spec:al cducanon and mainstreaming. Thesec keywords are

hstcd m thc Thcsaurj of - '#:l"' 'm : whnch may bc purchased from

rcqucst Dxrcct On lmc access to thc PsycINEO data base may be arrangcd through BRS

Information Technologies; the System Development Corporation, or DIALOG Information
Services, Inc. (see separate entries).

Researeh te Preve t Blindness

598 Maglgon Avenue -
ew York, NY- 10022
(212) 752-4333

Handicapping Conditions Served: Blindness and visual impairments.
Users Served Opthalmolognsts other vision rcscarchcrs gcncral pubhc

The Organxzanon Rcscarch to Prcvcnt Blmdncss provxdes fmancml support to
ophthalmology departments of more than 50 U.S. medical schools for the purpose of

scientific research on the causes, prevention, diagnosis and trcatmcnt of visual dnsg;gcrs It

has supported the development of technigues such as laser treatment, vitrectomy,
microsurgery and therapeutic use of contact lenses as well as extensive basic studies of the
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eye and its_diseases: Incentives are provided to attract outstanding scientists to eye research
through annual awards:

Information Services: RPB provides information concerning vision research to news media,

legislators, practicing ophthalmologists and the public. The RPB National Scienicé Writers

Seminar in Eye Research, conducted every several years, brings together outstanding_vision

scientists, news editors and writers for reports and discussions of progress in the
management and prevention of blinding eye diseases. RPB publishes the formal scientific

reports for dissemination to the nation’s practicing eye physicians. RPE answers general
inquiries_about eye research on a limited basis. It does_not offer specific advice or
recommendations on individual eye problems. _All applications for support of vision

research must be made through chairmen of departments of ophthalmology.

’’’’’’’’’’ RTD)
; )

Rural Rehabilitation Technologies Database (R
ospital (N

Medical Center Rehabilitation
Bbx 82@2, P o 5::,,

University Station - -
Grand Forks. ND 58202
(701) 780-2489

Handicapping Conditions Served: All disabilities.

Users Served: Diééﬁiéa Bérébns,,parerjts; teachers; bﬁ'ysir'c”a:i and 6ééiif>£ii6nai therapists,

rehabilitation engineers, vocational rehabilitation counselors.

The Organization: The Rural Rehabilitation Technologies Database (RRTD) is an effort to

identify and catalog those innovations, inventions and ideas which have benefit for persons

with disabilities living in rural settings. The RRTD is a_joint project of the Enginecring
Experiment Station (EES) of the University of North Dakota and the Medical Center
Rehabilitation Hospital (MCRH). Many of these devices, ideas and products, designed or
developed by or for use by people in rural areas, have never been published or shared with
others. . The RRTD provides a means by which ideas and information can be stored in a
data base and extracted as needed to help those interested in rural rehabiljtation technolog: .
The information will be published in catalog form and will also be available on diskette f--
use with personal computers.

Information Services: A descriptive brochure of the RRTD project is available. It is

anticipated that the RRTD catalog of ideas and products stored in the databank will be
published early in 1986. Also included in the catalog will be bibliographies of rura:

rehabilitation services and technology publications, resources and related subjects.

Individuals are encouraged to share their ideas, devices or products by submitting thém for
entry into the database. The registration form available from RRTD allows for pr tection
if the idea is not yet patented.

The RRTD provides technical assistance with invention registration and disclosure for those

devices not currently patented or commercially available. The project will also refer direct

inquiries c.ncerning rural rehabilitation technology to appropriate organizations.

EES and MCRH are the Orlgmatlngaqdchhéstorgamzat-ons for the Internation:l
Conference on Rural Rehabilitation Techanology (ICRRT).
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Socio oglcal Abstracts. Inc (SA)
P.O. Box 22206

San Diego, CA 92122

(619) 565-6603

Handicapping Condmons Served All h?ndxcaps

Users Served: Researchers, administrators, professnonals;

The Orgamzatton Foundcd in 1953 by a group of sociologists, Socxologlcal Abstracts (SA)
has continued to provide non-evaluative abstracts from core and relevant Journal hterature

in sociology and related disciplines. SA’s: collection contains material on the sociological

aspects of handncappmg conditions, including major diseases, mental 1Ilncss, and physical

dlSab!llthS provided the authors are sociologists and/or the articles are written from the
conceptual view of sociology.

Information Services: Researchers, administrators, and other users may pibtraﬁlinwcustom

searches of SA, mcludmg searches of pre-1963 records, and of related data bases. Cost
estimates for these searches may be prepared in advance without obhgatlon

In addmon to §ggxglgg ggl Abjtrgggs SA_Inc’s malor subscnpt]on Journal
Lgnguagc Behavior Abstracts (LEBA) is also available on a_subscription basis. Th;s journal

is. devoted to linguistics and related disciplines, and its contents may be searched by SA:

LLBA contains abstracts on learning disabilities from a large serial base:

Thc followmg pubhcatxons -are also. avallablc from SA Inc.

-iologv (IRPS); which lists sociology books and book reviews published in
sociology journals; Supplements; containing abstracts of papers presented -at regional,
national, and international meetings of sociologists; and Social Welfare, Social Policy,and
Social Development (SOPODA), SA Inc’s new publication of non-evaluative abstracts in the

three titie areas.

Scarchcs of thc &_, LBBA Sm_, and _S_ fllcs are available on-line through DIALOG
and BRS Information Technologies (see separate entries). In Europe SA and LLBA are
available on Data Star:

Tel—lVled ,ln,c. e
National Heaﬂquarters I
052 South Mt. Vernon Avenue
0 Box 1768- -
Iton, CA- 92324

14) 825-6034

Handtcappmg Conditions Served: All handicags.
Users ..er,ed Dlsablcd persons and their fdmlhcs gcncral public,

The Orgamzmwn* Tcl -Med is a hbrary of tape- recordcd hca'th c' re mesiages, whica are

dxsscmmated nationwide to ovcr 370 hospitals; medical socie'ies. ~:nivereities, aind ot.er

agencies that are licensed to sponsor Tel-Med programs. Liccrn ces "t vy .l2rhone lin.. io

cominunicate taped messages to the public. An individval c:lis, s=iz-*: - ’ape, anu 2n

operator plays the appropriate message. Thc thrcc to five- mmu ‘v‘\; L nrr written t/

physicians and other health care specialists; and are reviewed , rmd,. ally . nsare tnat
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they contain the most current information on the subject. Tapes are also reviewed by local

community medical boards of the sponsoring agents:

Information Services: Tel-Med’s library consists of more than 467 tapes on health care
subjects. Of specific interest to handicapped persons are Tel-Med’s series of tapes on
diabetes, eye care and hearing, and cancer. Tel-Med also produces tapes on arthritis-
rheumatism, cleft lip and palate, cystic fibrosis, muscular dystrophy, sickle cell anemia,
multiple sclerosis, brain damage recovery, social security, and SSI and state disability

insurance. The selection of tapes availablé varies among licensees:.

Tel-Med sends organizational orochures; including information on licensing procedures; and

a list of Tel-Med licensees, upon request: Tel-Med publishes a newslétter for licensées and

will provide them with copies of resources used to document the tapes.

Wais
1500 Highl

00 and Avenue
Madison, W] 53706 -
603) 262-6966 (Voice

608) 263-5408 (TDD

Handicapping Conditions Served: Physical disabilities, speech and language disorders (all
disabilities served in the area of computer access):

Users Served: Disabled persons, parents, teachers, physicians, physical therapists,

occupational therapists, speech pathologists, rehabilitation engineers; researchers:

The Organization: The Trace Center was formed 1n7 igjj to address the communication

problems faced by non-vocil severely disabled childre and adults. The Center is primarily

concerned with research and development in the areas of augmentative communication

(conversation and writing) and computer access for individuals with physical disabilities. . In
1983, it received a grant from the National Institute of Handicipped Research to conduct

research as a Rehabilitation Engineering Center. The Center does not manufacture or
distribute equipment; but will make referrals to specific sources of information regarding

equipment, software, service centers, related professionals and other information networks.
Current projects involve efforts to make standard computer hardware and software
accessible to disabled individuals, to standardize electronic communication aids which wili

provide compatibility between devices from different manufacturers_and to develop
keyboard cmulatir,i,g,irirtiéifif}a;@@;mwbiph allow disabled individuals to use non-standard input
devices to access standard computers.

Information Services: The Trace Center publishes brochures and pamphlets on a variety of

topics in the areas of funding rescurces; augmentative communic:tive principles and

systems, and. information on microcomputers and computer access: for disabled: persons. The
Center further aims to meet its objectives of commercial facilitation and information
dissemination through a seriés of workshops, articles available through the Reprint Service,
and the development and updating of publications. Resource books include The
International Software/Hardware Registrv. a listing of software and hardware for disabled
computer users, and the Non-Vocal Communication Resource Book, a listing of aids and

devices for non-vocal disabled persons. Information on specific aids available; softwaie and

hardware, manufacturers, and other resources is provided to individuals; parents, educators,
researchers and clinicians. A resource list of referral sources is printed in braille. Audio-
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visuals covering cqurpmcnt development in the areas of augmentatrve commumcatron and
computer access, training materials and perspectives on the disabled population are
available. The Center is in the process of preparing a list of service centers for
augmentative communication nationwide. There is a nominal charge for most materials
from the €enter and from the Reprint Service, which operates on a cost recovery basis.

Moss Reﬁablhtatlon Hospltal

12th Street arld Tabor Road
Philadelphia, PA 19141

215) 3 9-5'215 Extension 2233 (Voice)
215 329-4342 (TDPD)

Handicapping Conditions Served: Physical dlsablllthS

Users Served Drsablcd personsg, travcl orgamzatrons and agencies.

The Orga'uzatron Moss Rchabrhtatlon Hosprtal’s Travcl Informatron Scrvrcc collccts and

ard abroad

‘aformation Services: The Travel Information Service prcparcs information. packages on

wssib'l'c travel from matcrxal in 1ts frlcs and malls them to requestors Referrals are madc

drsablcd pcoplc in planmng a trlp There is a nominal chargc for matcrrals to cover postagc
and . 2ndling:

Umversuty Mn:roﬁlms International (U 7MI)
300 Zggti Road -
Ann A or, IVII~48106

313 700 -~ -
iseei 521- 0699 For Information)
800) 521-3042 (For Ordering)

Ha'ndi'capp'ing Condiiions Served: All handicaps.

The Organization: Uﬁiversity Microfilms International (UMI) was founded in 1938 to

provide rcscarchcrs with difficult-to-obtain books and articles.._Its publications_include

dissertations, masters theses, books; periodicals, and monographs, which are. printed,

photocopied, or microfilmed. UMI also operates information retrieval systems to access the

more than 800,000 published dissertations accepted at North American colleges and
universities. Rcccntly thi§ prograii has been broadered to include some foreign universities.

h:formanon Serrrcesr Custo. ers may. ordcr scarchcs of UMI s Comprchcnsrvc Drsscrtatron

Data base. Computer printouts delivered tc the user include the dissertation title; author,

publication date, degree, subject field, school, and for dissertations published by UMI, the

page and volume reference to Dissertation Abstracts International (DAI), a UMI monthly
publication giving concise author-prepared summaries of dissertations.
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Users. may also comsult tk Comprehensive Dissértation Index (C€DI). which pives

bibliographic information on almost every doctoral dissertation accepted in North America

since 1861. CDI contains more than 5,000 titles on deafness, blindness, mental retardation,

birth defects, special education; rehabilitation and other disabling conditions and related

subjects. Users with computer terminals may access CDI directly through arrangemeént with
BRS Information Technologies or DIALOG (see separate entries).

World Institute on Disability (WID)
1720 Oregon Street

Suited .

Berkeley, CA 94703

(415) 486-8312

Handicapping Conditions Served: All disabilities.

Users Served: Disabled persons, government agencies; legislative bodies, disability
organizations, centers for independent living.

The Organization: The World Institute o= Disability (WID) is a public policy instituie

seeking solutions to major problems faced by people of all ages with disabilities. It was
founded in 1983 by persons who have extensive personal and professional knowledge of
disability-related issues. The Institute functions as a research center and as a resource for
information: training, public eduication anc technical assistance. WIiD has focused on five
program areas which have significant impact on the basic human rights and needs of
disabled individuals. These areas are: attendant care, public education, polio, service

Systems consultation and international development of independent living. Examples of
current projects in these areas include: a survey of attendant care services in 50 states;

gatiering information on the scope of the polio problem in the world today and ec'ucating
the public to the facts about polio; creating and producing media materials which enable

people to Icarn about disability-related issues, including a weekly PBS radio talk show; and

promoting intcrnational relations between the disabled communities of different countries

through exchange programs, training programs and participation in international
conferences.

2lifornia_ln-Home Supportive
0k; a peer counseling training manual.

The Institute offers consultation in the areas of employment, transwortation, architectural

barriers, attendant care and independent living. Statistical datu is 1vailable on attendant
care policy, related legislation and financing in all 50 states, with a detailed survey in

progress. Fees for services and materials vary and are negotiable.

The Institute offers information and referral on independent living programs, rehabilitation
centers and disability-related organizations within the United States and_throughout the
world:  Consultation is available to government agencies, organizations and individuals in

the US. and abroad, with conferences, workshops and training sessions tailored to specific
information needs about disability policy issues and services: Additionally, the World
Institute provides an international base for the storing and exchange of knowledge about

disability iSsues between people of different countries.
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Data Base Vendors

Three mé.jor eommerciai organizatirns that offer aéeess to on- iine data bases are described

mformatlon on documen!s in defmed subject areas. A user’s computer termmal, is lmked to
the vendor’s compiiter SvStem via telephone allowing-a user to search select=d data bases in
an interactive mode. A search strategy, formed by combining key words (or subject
descrlptors) is. used to scan thc data base. Documents of interest may be displayed for

review or printed off-line (saving expensive connect-time) and mailed:
The organizations listed offer training courses in using the data bases.
Noté: In addi,tio'n; to the act:ompansli;ng list ofl d:ita; barces ,avaiiab'ie from the major data base

vendors; a table of data bases by subject area is included in the Appendix.

1290 aiiié.J ,,,,,
Lsai%am NY . 12110 1061

BRS provxdes access to about 90 data bases for on- hne searchmg, Vfor some of these BRS. is

the only commercial vendor. Data bases of particular interest to professionals in the
handicapped field are listed in the table at the end of this section. Several larger data bases
permit on-line searches of documents from recent years and off-line processing of earlier
materials.

Charges for BRS searchcs include subscrxptxon fees (wh;ch ngc lower pcr hour rates to 1arge

volume. users), royalties for some data bases, telecommunication fees, and_cff-line print and

search charges. The BRS Svstem Refgrence Mgriggl containing information on all BRS data

bases, and individual data base guides snd aid pages may be Durchased from BRS. Also
available are the Database Catalog, the BRS/SEARCH sy s Manual, manuals for
user-friendly services and training publications. BRS offers several user- frxendly (i.e.; menu-
driven) search se vices which offer reduced rates for non-prime-timé searching.  Customer
service is-available 8 a.m. to 1 a.m. weekdays, 8 a.m. to 5 p.m. Saturday, and 8 a:m: te 2 p:r1.

Sunday (Eastern Time):

DIALOG Informatlon Servxces allows access to over 200 dat:i bases, some of wh1ch are
ava:lable only through DIALOG. The flles cont~:iing mformatlon on various daspects of
disabling conditions and services to handxcapped individuals are listed in a table at the end
of this section.

Prices for data base searches vary and are based on _computer. connect time; use of data
communications networks, and off-line printing of records. During the first month of
service, new users receive a credit of up to $100 for computer connect time. The DIALOG
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pricing schedulc also off:rs discounts based upon the gueitity of work to be performed and
conilractual arrangemenis.
The Detabase g:_a_gg:ggiiyvhxch dcscr15é§ évarlablc frles

availabie frec of charge in limited quantities. The
to specific files may be purchased.

SDC Information Services -
System Development Corporatlon (SDC)
2 00 C&Iera o uemie

Santa M :

890 352-— Eallfomla SR

800) 421- 7229 Qutside allfornla)

Through ORBIT (On me Rctrrcval of Bwlrographrc Tcxt) SDC’s rctrrcval system, thc user

may access more than 70 data bases; rpany of. whlch are available exclu31vcly through SDC.
The SDC files which reference documents on handicapping conditions and programs for

disabled persons are listed in a table at the end of this section.

Thc fcc structure for SDC’s Information Scrvrccs has thrcc clcmcnta computcr tlmc usagc
of a telecommunications network, and off-line printing of citations. Discounts ars applied
automatrcally to accounts which use the system for at least five hours in any given month.

Coprcs of orrgmal documents from selected SbC data bases, mcludmg ERIC and NTIS may
be ordered on-line; document supplicrs then forward copies of requested reports and articles
to the user: Cnargcs for documerts vary according to the suppliers and the length of the

article;

Consultatlon w1th mformatlon profess:onals 1S .waun ie frcc of chargc via thc toll- frcc
numbers listed above. SDC staff responds *o systems questions and advises on search
stratcgrcs and which data bases to use:

Literature dcscribmg thc SBC Informatmn Services, inc'uding dcscrlptrons of ORBIT’s data
bases; is available free of charge A complimentary copy of the Quick Reference Guide, a
chk -top reference tool glvmg concise information on-the systcm and data bases, 1s supplrcd
to users; additional copies may be purchased. The Basi Jser M’nual is also for
sale.
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DATA BASES AVAILABLE FROM MAJOR DATA BASE VENDORS
BRS DIALOG SpC
ABLELATA (see National Rehabilitation
Information Center)
AGRICOLA (see National Agricultural
Library)
Base (CHID) X
Dissertation Abstracts Online (see = - )
University Microfilms Interrational) X X
Fdusational Resourcs tafcrmatio .
Clearinghouse (ERIC) X X X
Exceptional Child Education Resources
{ECER) (see Couriicil for - 5
Exceptional Children) X X
EMBASE (formerly Excerpta Medica) X X
Family Resources (National Council |
on Family Relations) X

4

Federal Research in Progress (see
Natioaa! Technical Information Se'ri)icc) X
Heal: . Plan-ing and Administration (see
National Library of Medicine) ¥ £
Language and Language Behavior Abstracts , |
(sec Sociological Abstracts) X X
Legal Resource Index '™ (Information
Access Company) X
MEDLINE (sce National Library of - 7
Medicine) X X
Nationa! Technical Information
Service (NTIS) X X X
PsychINFO (American Psychological B ,
Association) X X
REHABDATA (see Nati~nal Rehabilitation
Information Center) X
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BRS DIALOG  SDC
Resource Organizations and Meetings for
Educators (see National Center for i
Research in Vocational Education) X

Resources in Vocational Education (s¢ ' .ional
Center for Research in Vocational -
Education) X
School Practices Information File
(SPIF) X

SOCIAL SCISEARCH (see Institute for -
Scientiflic Information) X X

Sociological Abstracts {séé Sociological Abstracts) X X

TRIS (see Highway Resear-h 'nformation
Service) TRIS incluces the HRIS
data base and additional material -
on transportation. X
Vocational Educ-tion Curriculum Materials

Vocational Education) X
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FEDERAL GOVERNMENT OTHER THAN INFORMATION UNITS

These government agencies educate the general public about the specific mandate of each
and the methods chosén to carry out that mandate. Such agencics implement legislation and

devclop pohcy, programs _and projects relative to a particular suoject area. They may

provide grants arid contracts to fund research; der fmstratlon and training brograms, some

sponsor direct care facilities. Agencies rcsponsxbl or. upholdmg nondlscr;mmatlon laws
provide information and technical assistance regarding compliance. Often, Federal
agencies provide lnformatxon of a general nature, making referrals to rchonal statc or local
offices for response to spccﬂlc 1,nfor,mat;on request: or individual problcms These agcnucs
sometimes function in an advisory role; linking public concerns to government, in an
attempt to influence government tc be more responsive to the needs of disabled persons.
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Architectural and Transporﬁaiion Barriers beﬁbiiéﬁéé
-Board-

339 C Sttéét SW

Room ot -
Wasﬁmg - 20202
(202) 2 591 (Voice and TDD)

Handzcappmg Conditions Served: All handicaps.

Users Served: Disabled nersons, Federal and state governments; building, construction, and

design industries, and the general public.

The Orgamzauon The Architectural and Transportation Barriers Compliance Board
(ATBCR) was created by Section 502 of the Rehabilitation Act of 1973 to enforce the
Architectural Barriers Act of 1968 (P.L.90-480) which requires that most buildings and

facilities designed, constructed or altered by the Federal government since 1969 be

accessible te handicapped persons. _As the Federal agency established to monitor P.L.90-480,

the Board is .csponsxblc for ensuring that all wa,vcrs and modifications are consistent with

the Act and for ensuring that standards issuc b_,/ other Federal agcnc:es comply with the
Board's minimum gundelmes and reqmrements The Board handles complalnts about
inaccessible -facilities through its Executive Director. Only wrnttcn complamts are acccptcd.
The complainant’s name is not disclosed without written consent. The Board may conduct
investigations; hold publlC hearings, and 15sue orders-to comply with the Act. - Among the
Board’s responsibilities is the planning for accessible transportation and: housmg for

h: »“icanned. persons; this involves cooperation with other agencies, organizations; and

incdividuals also working toward such goals: The Board is also responsible for exploring

communication barriers and for making administrative and legislative recommendations:

Infurmauon Serv:ces Pubhcatxons avanlablc frcc of chargc include: Abéut Barriers and
3 < : il ¥You. The Board answers technical
mformatnon questions through its tcchmcal services number (202) 472-2700 (Voice and
TDD):.

Natlonal lnstltut&of Handlcapgea Research (NJHR)

I(\)ﬂffife g Sgacual Education and Rehabilitative Services
ail Stop

.S. Department of Educatnon

490 Maryland Avenue, S

Washmgton,DC 20262

(202) 732-1134

Handicapping Conditions Served: All handicaps.

C

Users Served: Researchers; rehabilitation professionals; physicians, professionals, disabied
persons; and parents:;

The Orgamzatzon Estabhshed in ,N,O,v,c,mber 1978 by Public Law 95 602 the National
Institute of Handicapped Rcscarch (NIHR) provxdes leadershnp and support for a natlonal
and international program of comprehensive and coordinated research rcgardmg the
rehabijlitation of disabled individvals = The Institute’s mission also encompasses the
dissemination of information concerning developments in rehabilitation procedures, methods
and devices which can improve the lives of people of all ages with physical and mental
handicaps, especially those who are severely disabled: One of the most important aspects of
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rescarcb supportcd by thc Inst:tute is that it helps to assure the 1ntcgrat10n of disabied

persons into independent and semi- independent commumty life.

Iin Fxscal Year 1985 the Instxtute fiunded 37 Rehabilitation Research and Trammg Ccntcrs

and 15 Rehabilitation Engineering Centers, as well as research and demonstration projects,
field-initiated research projects, innovation grants; and fellowships:

Iﬁfbfr?riziibiz Services: chmstors may obtam a lrstmg of current NIHR pro;ccts

Informatlon cm rescarch reports g*nerated by NIHR pro;cct;t and on othcr rchabrhtatron

see scparatc entry) In addmon NIHR publrshcs the ﬂhab Br;cfs four- pagc drgcsts of
current research information presented in a format readily usable Ly rehabilitation
practitioners. Twelve Briefs are published each year.

Gfﬁe&fOrGWllnghtsa(BER)
u.s Bepa;[:fmenftmoj E ucatlon
400 Mary Iandﬁwenue
Wasﬁm§ton 62

202 1496 -

202) 732-1467 (TDD)

Handicapping Conditions Served:- All handicaps.

Users Served: Disabled persons, parents, advocates, general public. Also provides technical

assistance to rcc:plcnts that receive Federal financial assistance from the Department.

The 6??&1’?1?2 tivii: Thc Ofi'rec for Civil Rrghts (OCR) is. respons:ble for investigating

d;scrlmmatmn on thc basis_of race; color nanonal orrgm, sex, mcnm! 4nd phys:cal

the Bcpartment of Educatlon Recipients of Federal funds include- clcmcntary and

sccondary schools; colleges and universities; health, welfare and social service _programs; and
state agercies. OCR has the rcspons:brhty, as mandated by Congress; to implement and

enforce Section 504 of the Rehabilitation Act of 1973, which prohibits discrimination on the

basis of handicap. Section 504 is the Federal civil rights law protecting the rights of
handicapped persons:

informatmn ' ryices: OCR maintains a hcadquartcrs offrcc in Was; .mgton DC; and ten
regional officc . In addmon to mvestrgatrvc activities; the-regional officss are available to
onswer questicns and provide techaical ~ssisiance about civil rrghts compliance. They arc a

source for printed material on Section 3G4. _For example; a brief description of the

requirements ¢f the Department’s regulaticns undcr Section 504 can be obtained from the

regional offices in the pamphlet: Seciion 504 of the Rehabilitation Act-of 1973:

Handicapped Rrghtg 54 g; gdgrﬁl ng This pubhcatron also lists the addresses and phone

numbers of the regiona! offices, and directs further inquiries and complamts to them.
Proccdures for Flhng Complalnts Sectron 504 complamts may be frlcd in. one. of thc 10

regional offices located in Boston, MA; New York;, NY; Philadelphia, PA; Atlanta; Ga;
Chicago, IL; Dallas, TX; Kansas City, MOi Denver, CO; San Francisco, CA; and Seattle, WA.
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Gfﬁc&of Vocational and Adult Education (OVAE)

U.S..Department of Education

400 Mar IanELAvenue
asﬁlr§ton, 20202

(202) 732 2436

Handicapping Conditions Served: Ali handicaps:
Users Served: Vocational and special education specialists.

The Organization: The function of the Office of Vocational and Adult Education (OVAE),

U.S. Department of Education, is to as§ist the SstateS to expand, improve, modernize and
develop quality vocational education programs to meet the néeds of the nation’s. cxrstmg and

future work force for marketable skills. The agency is also concerned with 1mproymg
productrvrty and promotmg economic growth OVAE. works to cnsurc that individuals who

are handicapped are assured access to au ity vocational education programs:

Information Services: Vocational education programs are o{‘fcrcd;to the consumer by local
zducation agencies according to the needs of the existing and future work force for
marketable skills in the geographical area Served. OVAE providés technical assistance to
the states related to the provision of occupational prcparatnon and the necessary scrvrccs to
persons with handicapping conditions: The state offices of vocational education, in turn,
pass on the information to the local education agencies for application to local vocatiorna

education programs.

Re habilitatlon Services Administration (RSA)

Office of Special Education and Rehabilitative Services
u.S. ,De artment of Education

Switzer Building_

330 E:Sti’éét;SjN S

Wtishl"gtionr DC 20202

(202) 732-1294

Handicapping Conditions Served: All handicaps.

CO

Users Served: Professionals in rehabilitation and related fields and disabled persons.

The Orgamzanon The. Rehabxlltatron Services Administration (RSA) supports a variety of
services to. a°51st drsablcd mdnvnduals to maximize their potcntxal for cmployment and
mdﬁc,pcndcnt living. Programs are designed to reduce dependency, increase self-reliance, and
utilize the productive capabilities of disabled individuals. Priority is focused on severely
disabled individuals.

RSA’s maJor componcnts whrch work drrcctly wrth thc programs are the Offrce of Program

Operations and Officc of Developmental Programs. The Office of Program Operations has
the primary responSIblllty for administering the Basic Statc Gra-\ts, Ciient Assistance, and
Independent Living - Part A programs, and programs authorized by the Randolph-Sheppard
Act.- The Basic State Granis program makes grants to states for the provision and

administration of vocatioral rchabilitation services to ascist physically and mentally
handicapped individuals ia_becoming gainfully employed: Services provided include

dmgnosrs connsclmg, placcment trammg and physxcul and mcntal restoration: The Client

Assistance program ‘makes grants to states to provrde assistance in mformmg and advrsmg
clients and applicants of available benefits under the Rehabilitation Act and, upon their
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servrces This mcludes assrstance in pursuing lcgal admrmstratrvc or othcr appr0pr1atc
remedies to ensure the protection of the rights of sich individuals under the Rehabilitation
Act The Independent Living - Part A program makes grants to states to assist iri p’rd'v'i'ding

whose dlsablhncs are so severe that thcy do not prcscntly have thc potentiai for cmploymcnt

but who nevertheless may benefit from vocational rehabilitation services which will enable

them to live and function independently:

Thc Offlcc, of Program Operatrons also oversees. the 1mp1cmcntatron of thc Randolph-

serving persons who are blmd ‘and vrsually handrcappcd ‘Some of the functlons rclatmg to

the Randolph-Sheppard Act include: developing guidelines and regulations for Federal
departments-and blind licensees to conduct vending facilities programs; working with state

agencies to increase the range. apd number of cmploymcnt opportumtles for blmd persons;

provndmg technical consultation; and mtcrprctmg provisions of the Act for the convening

and operation of state and Federal arbitration panels.

The Office of Developmental Programs provides leadership in and manages RSA’s

discretionary program development activities including support for training, rehabilitation
facilities, service projects and Independent Living - Part B initiatives: Discretionary grants

are awardcd for projects of national significance and for projects meeting the unique needs

of special handicapped populatrons

Servrcc pro_lects are funded to: demonstrate methods of cxpandmg -assistance to underserved
disability groups; develop new and innovative app.o..c'hcs to meeting the needs of severely

disabled clients; and provide <pcc1a1 training and emjyloyment opportunities to scvcrcly

disabled mdrvxduals Activiiiss include; Projecte with Industry; Special Projects for tie

Severely Disabled; Mrgratory Workers Projects; Service Grants to Indian Tribes; Helen Keller

National Center for Deaf/Blind Youths and Adults; Supported Work; and Spccral Recreation.

Thc rlrndcpcgdfept lemg Centcr program provrdcs grants for thc cstabhshmcnt and opcratron
of mdepcndcnt living centers, which -offer an array of services to assist clients to function
independently. These grants are available to any designated state unit which administers

the state p’l-zm' under Section 705 of the Rehabilitation Act:

prowdc vocatnonal rehabilitation and independent hvmg services to handlcappcd
individuals:

Information Services: Individua: inquiries to RSA aré handled by the Correspondence
Control Unit, (202) 732-1369.

?egl,alEdiii;étzortP,r,ggraﬁ:sfiSEP) AT
fice of Special Education and Rehabllltatlve Servuces (OS‘:RSY

Department of Education
Maryiand Avenue, SW
SWItzer uddlﬂﬁ
Room 3
Washing ton,, 20202
(202) 7§2 1007

Handicapping Conditions Served: All handicaps.
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Users Served: Educators; state and local education agencies, parents, admiuistrators, ~~ilczas
and universities:

The O nnrrzanon Spccral Educatron Progtams (SEP) is the prxnc:pal agCncy Foi Aevel: o ing

chcral pohcy, programs and pro_|ects rclatmg to the education_and trammg of handrcarped

children (birth-21 years old). SEP provides funds to state cducation agencies to assist in.the
piovision of a free appropriate public education for handicapped children. It also deals
with state agcnc. »s of education, institutions of higher education, and other public and
private agencies which receive grants aiid contracts for activities which supnort the
provision of these services. Local education districts are the prime contsct points for

famities of handicapped children. SEP has four divisions:

The Division of lnnovatlon nnd Develupment (DID), (202) /32 li6l admmrstc 5 rcscarch and

model demonstration programs which support the basic servic. i .izctives of SEP. Research
activities deal with a broad array of instructional, administratite and policy topics focused

on rmprovmg cducatronal opportumtrcs for handrcappcd 1nd1v1duals Modcl dcmonstratron

areas: . prcschool cducatron education for school agc chrldrcn postsccondary cducatron and

programs for severely handicapped individuals. Agencies which have developed successful

projects are funded by DID to replicate their models. Model programs are disseminated

through the Natronal Drffusron Network (see separate entry) for projects approved by the

Thc Division of Personnel Preparation (DPP), (202) 732 1070 adrmmstcrs ‘a grant program
and provides technical assistance to colleges- and-universities; state education agencies; and

other nonprofit agencrcs that train special education tcachers; administrators, related service

personnel, and parents and volunteers who have a special interest in_educating handicapped

children. The Drvrsron is respons:blc for preservice training for rcgular a"d special

cducators and new school personnel who interact with handicapped students in the least
restrictive environment appropriate for them.

Thc Dlvision of Assistance to States (DA S), (202) 732- 1014 ‘administers grant programs

under Part B of the Education of thé :ndicapped Act (EHA- B) as amended-by P.L. 94-142,

and Title 1. of the Elementusry and Secondary Educaiion Act, as amended by P.L. 89-313.

The Division is responsible for: (1) the supervision, revi¢ew and negotiation of program

plans and applications for EHA-B grants; incentive grants and P.L. 89-313 funds, as well as
the processing and tracking of formal complaints from intividuals and organizations; (2)
the continuing development and clarification of policies and regulations governing the
’dminist’ra’ti’ori 'of these gra’n't programs and the set- asides Und'cr thc VocatiOnal Education

statc educational agcnc:cs undcr EHA-B and P. L 89-313.

Thc Dlviclon of Educatlonal Services (BES), (202) 732- 1064 administers grants and contracts

whxch provrdc support for rcsearch demonstration, developmcrit cvaluatlon, and
educatronal technology actrvrtw anmcd at improving - cducatronal programs and services for
handrcappcd chrldrcn Thc varsron 1s also rcsporisnblc for thc prcparatron of the Annual

approprratc public cducatron maintenance of a chcral/statc partncrshrp in obtammg an

evaluation of the effectiveness of the Act; and the conduct of Congressionally mandated
evaluation studics.

Information Services:. SEP han’dlcs inquiries from state agonC1cs and educators about its own

activities and funding through its four Divisions. DID provides information regarding
funds for research and development project§ invelving children ages 0-21; DPP provides
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information rcgardmg personnel preparation funding and higher educatlon trarnlng
programs DAS responds to complaints from parents and educators on polrcy and problems
with tke system and DES provides technical materials *- local and state agencies for use in
public ard special schools.

SEP has funded a- Natlcnal Informatron Center ‘"or Handxcapped Chrldren and Youth (sec
separate <ntry). which handles parent 1nquxr1es Such inquiries can be sent to: National

information Center for Handicapped Children and Youth, Box 1492, Washrngton DC 20013,

ﬂdmunls;;ajlgn on A A
U.S. Department of ealt Human Services
330 Independence ,A,v,enue.
ashmgtom DC 20201
(202) 245-2158

Handicapping Conditions Served: Aging, including aged disabled.
Users Served: Older persons general publlc

The Orgamzauon The Administration on Agmg (AOA) is the principal Federal agency

concerned with identifying the needs, concerns, and interests of older persons and with-the
administration of the programs of the Older Americans Act.. AC A is also the principal

agency for promoting coordination of Federal resources available to meet the needs of otder

persons AOA provides technical assistance to Federal, state and local agencies in a wide
varizty of program areas concermng the aging.

I'nformatioh Services: AOA ‘has. mformatron on. 1ts programs and connects inquirers wrth

state and area agencies on aging for information on local services.

Administration on Bévelopmentai Disabilities {ADD)

Ofﬁéé@[ Human Development Services
U.S.. egartment of Health and Human Ser\nces
Room
HHH. Bunldn:!g
290 Indepen enee Avenue. SW
Was lnﬁtonr 20201
(202) 245-2890

Handzcappmg Condmons Served Developmental dlsa‘:uhtres 1nclud1ng mental retardatlon
The handicap must orrgrnate before age 22; be expected to continue 1ndef1n1tely, and

:.znstitute a major handicap in three of seven specified life functlonmg areas.
Users Served‘ OfflClalS of training and service agencres and faCl]lthS

The /gamzanon ’Ihe Admlnrstration on. Developmental Dlsablhtres (ADD) is responslble
for administering the provisions of the Developmental Disabilitics Act of 1984 (P.L. 98-

527) The Act makes available a. range of strategres to meect the problems - of

developmentally disabled persons.in terms. of strengthening services and safeguardmg
individual rights. The Administration on Developmentai Disabilities administers: state

protectlon and advocacy agencies to assure that developmentally d :bled persons in each
state cotain their rights and quality services; formula grants to states for planning and
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prOjCCt arants to lmprOye the quahty ,of services and programs andﬁf,o,r tcc,hmcal assxstancc
and training of .- zcialized perSonnel; and grants to university affiliated facilities which
opcerate der.cii i ation facilities for services to developméntally disabled persons and for
;iterdiscip s - - training of specialized personnel:

in/orrnauon Servzces* Informatlon avallable from ADD rclatea to thr programs it
administers and is geared to officiais of training and service agencies and rucilities.
Spcc:flc mformauon rcgardmg statc services may be obtamed from mdnvndual state agencies

ADD.

Erlppisd Children’s Service. -

Division of Maternal and. Cﬁg@ Healtﬁhm
Bureau of Health Care Dellver% Assistance .
U.S. Department of Health and Human Services
5600 Flshers Lane

Room 7-22 - -

Rockuville; MD 20857

(301) 443-2350
Handicapping Conditions Served: All handicaps.

Users Served: Disabled persons and their families; health care professionals.

The Organization: The Office for Maternal and Ch. Health provides block grants to states

for direct medical and related services to cﬁh;lﬁdren with handicapping conditions: Other
fundmg activities mclude pro_|ect grants for training; research grants for applxcd research
programs; specia! «iroject grants for proiects of regional or national significance; hemophilia

diagnostic and treatient centers; and 2 fwei ~ diseases testing and counseling services.

Information Services: Since cach 5tat. nas is own plan for service tallorcd to constituents’
needs, information about direct services can best be obtained from each state health agency:

Hg.ajth Care Fmancmg Admmlstratlon (HCFA)
East Highrise Building

Room '

6325 Security Boulevard
Baltimore, MD- 21207

(301) 594-9732

Handicapping Conditions Served: All handicaps.

Users Served: Ueneral publxc

The Orgamzatzon‘ Thc Health Care Fmancmg Admmlstratlon (HCFA, 21as. crcatcd in 1977
to oversee two major Fedcral medncal assnstance programs, Medicare and Mcdxcaid, o 1d
related Federal medical quality control programs. HCFA administeis funds for the
Medicare program and the Federal portion of the Mcdlcaxd program. qulcgrc provides
health insurance to persons over 65 and to disabled pecrsons under 65 who meect the
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disability insurance (SSDI) requirements (see separate entry for the Social Sccurity

Administration) or who have permanent kidney failure.

Medicaid is a joint Federal/state program which provides health care ser-ices to persons
with low incomes. Disabled persons may be eligible for Medicaid on the basis of their
incomes. Because eligibility is determined by each state’s program of public assistance
(welfare) on the basis of broad Federal guidelines; there are geographic differences
between eligibility requirements and types of service covered. Medicaid services are

available in all states and iz Guam, Puerto Rico, and the Virgin Islands.

{szorfngtwnServzées HCFA responds to inquiries from the geneéral pubiic. This includes
inquiries about Medicare and Medicaid.

National Institute of Child Health and Human Development (NICHD)
National Institutes of Health - - I

U.S. Department of Health and Human Services

Building 31
Room 2A32 -
Bethesﬂag MD 20892
(301) 496-5133
Handicapping Conditions Served: Mental retardation (particularly Down syndrome) and
learning disabilities (particularly dyslexia). A few genetic and metabolic disorders are
studied:

Users Served: Parents, teachers, health care professionals.

The Organization: NICE’ ‘unds a multimillion doliar research program at its headquarters
and around the country, 2. universities.and medical schools. Research and doctoral training
are done in the areas of maternal and child health, human developmeént., and
reproduction/population; with the focus on the continuing growth and development process
(biological and behavioral) from the prenatal period to maturity. The NICHD also supports
12 Mental Retardation Research Centers across the country; where research, professional
education, patient care, and counseling are undertaken.

Information Services: Information is particularly strong on resea :h related to Down

syndrome, mental retardation, speech and language, and speech and reading. Most
information describes various conditions ard what is currently known about them. Patients
may be referred by NICHD to the programs of the Mental Retardation Research Centers for
diagnosis; treatment, and other services. Publications include Developmental Dyslexia and
Related Reading Disorders, and other speech/reading and speech;language materials; and

booklets on Down syndrome; smoking during pregnancy, childhood hyperactivity, anorexia
nervosa, caesarean childbirth; oral contraceptives, precocious puberty, low birth weight

babies, and sudden infant death. A Parent’s Guide to Cystingsis provides an explanation of
the disease and how it is diagnosed, and offers advice on day-to-day care of the child with

the disorder, including a discussion of emotional and school-related problems that can ! ise.
A new report, Pren and Peringtal Factors Associated with Brain Disorders, presents
curr:nt knowledge about prenatal and perinatal causes of neurologica! dysfunction.
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Office for Civii nghts (QCR)
u.S. Be attment of Health and Human Servnces

B,q-@ng -
3307Inﬂependence Avenue. SW
28§h|n ton

””” 6700
{202} 472 2016 (TDD)
Handicapping Conditions Served: All handicaps.

Users Served: Disabled persons, health care providers such as hospitals and nursing homes,
general public.

The _Organization:. The Office for. C1vn] nghts (OCR) is._ re;pons:ble for Jnvestlgatjng
discrimination .on. the basis of race, color; age, nanonal origin, religion. ental and physxcan

handncaps and sex in progr\m< rccexvxng assistance from the Department.of Health and
Human Services. Reupxents of Federal funds from the department 1nc1ude health and

human services agencies such as family health centers and clinics, senior citizen centers,
hospitals, and nursmg ho'm'i's OCR has the reS'p’Unsnbllxty. as mandated by Congrcss to

D!’Ohlblts dxs,cr,x,mmatxon on the basis of handxcaps ,Sectxon 504 is the only ma101 Fedcr,a,l
civil rights legisiation for handicapped persons which guarantees their access to “rogram
services and employment: OCR provides technical assistance to recipients of HHS funds to

help them achieve voluntary compliance with governing regulations:

Information Services. O”CR’maintains a headquarters unit in Washington and ten regional
offices. Requesis for assistance and information should be made to the regional offices.
Complaints shculd be filed with the r'cgi'onal 'o'ffic’cs Fact shects on 'd'cfiniti'o'n§ 'r'cgu'lati'o'ns.

are ava:lable in recorded formt Pamphlets relatmg to Section 504 include:. YQU

Responsibilities to Disabled Persons as a Health Care or Social Service Administratcr and

Your Rights as a Disabled Person. Your Rights as a Disabled Person and Secticn 504

regulations. are available in Spanish.. Section 504 regulations and Title VI regulations can be
obtained in braille. Publications are free but quantities are limited.. A nominal fee may be
required for Freedom of Information/Privacy Act requests. OCR has also a number of
industrial-sized video-cassettes dealing with disability-related topics such as attitudes,
reasonable accommodatlon deaf patients and handicapped parking areas.

President’s Commiittee on Mental Retardation (PCMR)

0 Indepenaence Avenue, SW
Washington, 20201
(202) 215 7&534

Handicapping Conditions Served: Mental retardation:

Users Served Government off cials, generai publ:c

The Organizgtién: The_ Pr.sxdent s Co'm”m'ittee on Mental Retardatlon (PCMR) estabhshcd by
Executive Order 11280 of May 11, 1966; is compo.cd of . twenty-oné citizen members
appointed by the President, and six .avinet: members (ex officio). The Secretary of Health
and Human Services is chairperson._ The primary objectives of the Committee are to: advise

and assist the President and the Secretz 7 of Health and Human Services on all matters
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pertammg to mcrrtal rctardatlon cvaluate national, siate and loca! fr,orts, velp c0urd1natc

Federal activities; facilitate commi. mcatron between Federal, state an< iocal agencves
mform the pubhc about mental retardation: and mobilize support for related activities to

The Committee’s briri'cip'al acfi‘rtxcs are dxrectcd toward the prbventlon of mental
retardation; enhancement of the guality of life of persons with mentai retardatirn,

promotion of the legal rights of retarded citizens and increased public sensitivity . id

awareness regarding people with mental retardation, both nat: onally and internationally.

Information Services: PCMR provides single copies of publrcatrons free of charge. J\Aajor

pubhcatrons avarlablc are: Reserts%e%h&ﬁesrdcnt ‘ihe Mcntallv Retarded Worker: An
y iture (1985); Parents

vy of Interview Fmdmgs (1985); Assessment of th,c, National

Effwwo_gumé&éal use (198?) National
cn Prevention of Men a] R om En i Hamemenr
and Community Forum on Emplovment of Handrcapped#eeele rA Primer" (1985}

Prmect Head Start

dministration for Chudren Youtn and Famllles
Office of Humar Development Services =~
u.S. Bepartiﬂéiit of Health and Hiuman Servu_es
P.O.. Box1 =
Washing ton D¢: 20013
(202) 755-7710

Handicapping Conditions Served: All handicaps:
Users Served: Disabled children; child care professionals.

The Organualzon Pro;ect Hcad Start admmrstcrcd by thc Admin -tratron for Chrldrcn
Youth and Families, was redtuthorized by the Omnibus Budget Reconciliation Act of I98l

(P.L. 97-35). The law requires that no less than 10 percent of enroliment opportunities in

Hcad Start programs in ea:h state be available for handlcappcd children and that szrvices

be provided to meet their speciai_needs. . HHS regional offices award grants to local pubhc

and private agencies far the purpose of opcratmg Head Start programs in their co.amunities.

Intended primarily for preschool children from low income families, the program was

funded to serve over 400,000 children through almost 1,300 grantees located in rural and
urban areas throughout the U.S. and territories. Of the enrollment for the 1983-84 Head
Start program year, children profcsswnally diagnosed as handicapped accounted for 12.5
percent of the total.

Informalton Serwces 'Local Head Start prOgrams are the main source of information about
specific services and eligibility. General information about Head Start iz 2 ailable from the
national office, and includes an annuai report and a directory of -local Head Start programs

listed by state. Hcad Start produces a number of materials designed fo: professional

workers in child care prog-ams. These materials include program manuals on l1ainstreaming

handicapped preschoolers who have visual, hearing, speech and language, health, orthopedic,

learning, and eémotional disorders; or are mentally retarded. Materials for the child care
profcssrona‘ can be obtamcd only from the Superintendent of Documents, U.S. Government
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SettaLSecuntyAdiﬁ tratlen (SSA)
6401 Security Bouleva

Baltimore, MD- 21 235

301) 594- 7100 EFE

800) 325-0778 lTDD)

Handrcappmg Conditionis Served: All lrandlcaps.
Users Served: Disabled persons.

The Organization: The Social Security Administration admimsters a nationual program of
contributory SOClal insurance which pays- bcneﬁts when earnings stop or are reduccd because
a worker retires; dies, or becomes disabied.  Disabiiity insurance (SSDI) provides a partial
replacement of monthly earnings to- disabled persons who meet work rzquirements for
cligibility. . After 24 months of receiving benefits under SSDi, persons automatically gualif;
for hospital and medical insurance under Medicare.. (Pcisons of any age who need kidrey

d,ralyss or. krdney transplant for perm"nent mdney failure also. may be elrgrblc for
Medrt.are Medrcare protection for these peor:z starts wrth the third month after they berin
maintenance dralysrs Under certain conditions, protection. can begrn carlrer)

Fedcral f.lnds,, is also =- rnmrstcrcd by SSA. SSI provrdes monthly payments to 1nd1gﬂnt
aged; blirnd, and disabled persons; without regard to prior employment:

More than 1300 local SOC1a Securrty offrces are respon51ble for processmg applrcatrons and
clarms for SSDI and SSI programs; they also determrne eligibility for Medicare, although
Medicare claims are processed by independent contractors or carriers.

Information Services: Local Social Security-offices are often the best access points for
information about 1 #rams and eligibility. Some local offices operate Teleservice Centers

(TSC). §Q,t,h,a,t prog: i "ormation and applications ca he obtained by phone. TSQseryrcc
representatives re . ¢~ rs ‘o local offices when.m:  detailed informa‘ion is required.
SSA publishes mor '00 booklets on its prograr cludrng spccra.rzed ;rograms for

the disabled. Those . _klets and a Medicare Handbe .- »vaiiable from the local of ices.
Some p-iblications re dvaiiable in braille and in Span sn.

The Offlce of Pub-ic Inqulrle phonc numbcr above) rcsponds tG . aéstions about SS. . ind
SSI programs; propo ¢d legisla: on; actuarial and statistica! figures and general information:
The Offu'e of Governmental Affairs, (301) 594 5295 responds to requests for inforr atlon
from advocacy groups and crganizations about programs administered by the Sociai Security
Adniiiiistration.

the follOWJng p ograms old age; survxvors drsabrlrty, SSI a.d to famrlrc,s wrth,dcpend(

chlldren, and child pport enforcement. Findings are published in a variety of tcclinical

publications includin_.

(1) @Slié@licaﬁons Catalog. Desciibes published reports and computerized data

files available from SSA.

2 ] JA scrrcs of reports
bascd on 1nformat10n collected durxng 1ntcrv1ews wrth l6 000 persons who had been

interviewed in 1972. Changes over a two-year period in disability and economic
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status of the workmg age nopulatron and how those changes relate to entltlemert to

social security disabili’. %encfits are examined. Titles of reports puhlrshed are

ﬁignergl g; gragter1§t1C‘ York Exgerrence of thc stabled led. 1972 and-1974:
Functional Capacity eruatlgns and Dlgabmt;y, l J%Zld

Two reports fr- v the most recent survey of dxsabled persons; ‘the 1978 Suiv vcy of
g '14' y and#'rle— are also avallable The Technleal lntroductlon descrroes the

compxlatron of 175 tables showrng the major frndng of te survey.

3) Work Bljabxlltv in the Unrted States A Chartbook Charts deprctlng prevalence of

gconomic status, summarizing hlghlxghts from the l978 Sur\gLof Disabilty_and
Work,

NW Room 921 Washlngton DC 200069, (202) €73- ﬁ579.

Otﬁce of tﬁe Specual Advusor for Dlsaﬁlllty Issues to the

Deputy Under Secretary for Intergovernmental Relations
fartment of Housing and Urban Developnient
7th Street
Room
ashmgtﬁﬁ; DC 20410
2062) 426-6030

Handicapping Ccnditions Served: Al hanﬁlcaps
Users Sérved Di... bret‘ persons, :pecial interest groups and organlzatlons

Thé Okgk sization: Ous A the functlons of the Office of the Specxal Advisor for Drsabrllty
Issaes 7. to Fnsure *hat dlsabled persons are appropna'ely repreSented and addres: |
throughout the piogram. and activities of the Department of Housing and U'rban
Development (HIJD),

The Special Advisor anaiyz ¢s and evaluates. Departmental pohcles and guldelrnes for HUT)
programs in order to respond to the nousing, community development, an¢ related needs of
people with physical and mental disatiiitics;

Informaz' Servzces The Special Advisor responds to inquiries on uses of HUD prugrams
by aad f5: disabled peopie, and makes available an information kit containing a variety of
pubiicit cus on HUD programs.

-- and Employment and.Training Admmlstrat?on (ETA)
yartment of Labor (DOL

) Constitution Avenue w

asﬁmgton. DC 20210

(202) 523-6666

Handicapping Conditions Served: All handicaps.

Emplo ent Standards Administration (ESA
0
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Users Served: Disabled persons, general public.

The Qrganization: The Department of Labor (DOL) develops policy and implements
legislation for all workers in the nation. It is responsible for the enforcement of laws that
protect the safety; health, job, and pension rights of workers. Each of DOL’s 10 rcglona}

offices deals with issues. affcctmg American handicapped workcrs and, within the

Department’s units; specialized services are being implemented for disabled individuals

The Employment Standards Admnnlstratnon (ESA) (‘f DOL admlmstcrs programs throiigh the

“fice_of Federal Contract Com s, -which proccsses con.plaints of
handicapped indiv:duals in cases of cmploymcnt dxscrnmlnauon by Fe eral contractors,
Complamts can bc fllcd pcrsonally or by an authorlzed rc‘)rc°¢’ntat1vc o thc complalnant at

localiy "The Wage and Hour Divisi ion authonrzcs submin:iaum v ocs under ths Fa.r Labor

Standards Act to prevent curtailment of opportunities for employment for handicapped
mdlvxduals Who would not be ab!» to. command thc rmmmum wage. The Division of Special

clxcnte in shcltcred workshops ha : 1cappcd,workcrs in mdu'ftry; and cm'pidymérit of patient
workers based on their individual prbﬂUCtiVitV

The O_fncgg Qr <ers’ Cpmpensatlpn Programs administers thrcc ba51c chcral work*’rs

ccmpﬂnsatxon laws, whereby Federal employees (if injored on the job) can apply for a

conilaed- salary and assistance with medical expenses. The Office also administers the

Black Lung Act for coal mine workers.

]‘h Erintavmag and Trammg Admmlstratvon {_TA) of DOL inclides the U.S,
St‘ <2 ¢ ES; USES has had a program serving handicapped young people for. many years:
va:. for handicapped workers are equal opportunity for employment and cqual pay

R 5 :
in_coamapetiti2n_with other applicants; employment at the highest skills permitted by their

cccupational qualifications; sat.ciactory #7;ustment io their chosen occupatiors and work

situations; and employment tkat w2ill not endanger others or aggravate their own disabilities.

Information Services:  Inquiries about nrograms of the Employment Standards
Adminis‘ration- should be addressed to: Director, ESA Officz of Information ard Consumer
Affairs, NUDUOL, Room C 4331, 200 Constitution Avenue, NW, V'aéii%ngtén S 20010

Regulations relevant to safety; health, employment arn- pension rights of vorkers are

available in Spanish; if required: . The U.S; Employment Service has devclopm 1 series of

xntcrv:cwmg guxdcs (cg cerebral pulsy, mental retardatlon) which can be purchaccd from:
Superintendent of Documents, U.S. Gov:-ament Printing Office, Washisngton, L > 20402.
Inquiries about programs oi thng Sﬁ En:; ‘wvment Service shonuld be addressed to: Dlrcctor

ETA Public Affairs Office, 601 D S’trcc,t NW, Room 10418, Washington, DC 206213.
Inquiries a,  ut jobs on the local level should be addressed to the local Job Service office.

Pres ldent S €Qfmm|ttee on Emp!oyment of Y Handlcapped (PCEH)
17:1120tﬁ treet, NW
GtE Floor -
,,,,,,, hmgton DC 20036
3-5044

Handicupping Conditions Served: All handicaps.
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Users Served: Disabled persons, employers, labor leaders, physicians, réhabilitation and
placement spccialiSts.

The Oig'a’h&'a’lio’h Thc President'’s. Commlttcc on Employmcnt of the Hanc'rcappcd (PCEH)

serves an advocacy and public awareness rblq in. fostcrm job opportumtlcs for handicapped
people.. As part of this effort; PCEH w0rlrs wrth autonomous commrttces on cmploymcnt of

services: 'Ihe Commmee has a lcaqu rolc i .stablrshmg an acccptable climate in mdustry
and labor towards hrrmg handxcappc individuals.

PCEH has orgamzcd around thc ‘national commrttec a numbcr oi subcommrttccs which dcal

with special topics; and. cooperating governors’ and mayors’ committees. Also, PCEH has

been a strong advecatie in the areas of architectural acccssrbllrty and in cducatron and social

activities for handicapped youth. The Committee has produced sensitizing campaigns to
educate the gercrzl public on the employment and physical mebility needs of the
handic: . _pulation.

ihformatiu,i Sé'rivi"céS PCEH prov1dcs 1nformat10n prlmarrly in. rhe area of. cmployment and

has published pamphlcts on architectural accessibility and education for handicapped ysuth.

General information is provided on the Committee’s activities and selected materizls

published by PCEH are sent on request. All services are free.

PUbllCdthﬂS develcped by PCEH are rcprcsentatrvc of thc Comimittee’s advoc‘wy eff orfs

Somc samplc trtlcs arc

ployment and Look ero s Mindiag

; grvrng current information on employing
of Hiring People with_Disabilities; a brief fact sheet to ‘persuade

'-mploycrs to hrrc dxsablcd people; Mainstreet, Community Action Guide for Dic’ pled

Americau § and several brochures on hrrmg pcOplc with vpecrf:c dlsabrlmcs PCE:. also
pubhshcs a quartcriy newsletter, Tips and Trends, Another periodical. Drsab’%’e’el%LSA,—

carries articles 2bout diszbled people, employment programs :!refids and related topics.

PCEH spansuts “he Job Accommodation thwor,\ \:’f scparatc Ilstmg),ia data basc s,stf-m
for provid'ng iifurmation on resolving acc~mmodation problems in placing disabled wor: r=
in private sector émpioyment.

National Park Service

Department of the Intericr
18th and C Street NW

P 0. Box 371, 7 -
a ,,,mgton DC "9013 7127
(202) 343

Handicapping Conditions Served. Al handicaps.
Users Served: Disabled persons and their families.

The Orgamzatron - The National Park Scrvrcc admrmstcrs the nation’s national park system,
mcludmg parks and natural, historical, rccrcatronal and cultural arcas and facilitics. In

addition to its central office, the Park Scrv1cc has 10 rcgronal of fices.
Information Services: 'lhc Park Scrvrtc accepts iﬁdulrres on all of its natronal park actlvmes
and facilities. Information on access ‘bility of park programs, facilities; and services should

be acquired dlrcctly from the park ur area you plan to visit. For general information on
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55,;*,‘; arcasand actxvxtrcsarld Ixstmg of park phone numbers; call Pubhc Information on
(202) 343-4747. All information is free. The Special Programs and Popwlations Branch

((2172) 343-3674; TTY 343-3679) handles lay and professional inquiries ¢:: national park

facrlrtrcs for thc handrcapped Also, the office offers tcchnrcal assistance to service
providers, and deals with policies and procedures for all special groups.

'fo obtain the addresses of regional offices, contact the National Park Service.

Urban Mass T:ansgortatlon Administration (UMTA)

Department of Transportation

Office of Public Affairs
Washm§ton DC 20590
(202) 426-4043

Handzcappmg Condmons Served, All drsabﬂrtres bccausc of which handrcapper and elderly

persons arée unable, without sbcc:al facilities or special planning or design, to utilize mas:
transportation facilities and services effectively.

Users Served: Transit opcrators and planncrs gcncral public.

The Orgm,.'lctmn* ‘The Urban Mass Transportatron Admr, stration (UMT.A) was cstabhshcd

to assist ihe ﬁcvclopmcnt of improved mass transportation facilities, cqurpmcnt _techniques;

and methods; to encourage the planning and establishment of urban mass transportation

systems and to provrde ass:stance to statc and loc i govcrnmcnts in fmanc: '8 such ‘systems:

orgamzatrons to purchasc vchrclcs to transport handrcappcd and eldcrly pcrsons

1nf0rmatum Servzces* Most 1nf0rmatlon pr0v1dcd by UMTA is dxrcctcd 10 transit opcrators

ar” planners. The ten regional offices of UMTA zre the best sources of informatican for

locat providers. The Public Affairs office (telephone number above) will dircct inquiries to
.ie appropriate national or reglonal officc. Informatlon about UMTA’s progrem of
assistaiice to nonprofit organizations is available fzem * " “TA regional of fices or designuted
.ute agencies, and -freqiiently from the stite dcj, v of transportaticn. Handicapped
person® who need information about ~ services are advised to contact local
transpoication .;uthoritics:

An annual UMTA ,,nghcatron is Innovathn in_Pu hl Transportation: UMTA rcghnrga

Assistance Program Directory, which contairs descrio ot .ons of technical assistance p-~jects in
transit-related -arcas including analnys plannmg, acmonstratrons managcment vchicles

equipment and facilities. UMTA=sponsored studies and surveys are published by the
Nztional Technical Informationa Service (NTIS, see separate entry) and are availabie from

NTIS or from UMTA directly. The Transportation Research-Board can ¢a a ¢-arch of

publications on transportation studies dealing with elderly and hardicapped pessans (sce

Highway Research Information Service, separate entry).
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National AudioVisual Center . S
National Archives and Records Administration
8700 Edgeworth Drive .~
Cap tol fhts. MD 20743 3701

896

63-189
(301 763-4385 (TDD)

Handicapping Conditions Served: All handicaps.

Users Served.: reachers general public:

The. Or; anization:. The Natronal AudxoVrsual Center was created in 1969 to serve the publlc

by ma:cmg federally produced audic-visual materials available for use through distribution
services and bv serving as the central clearinghouse for all U.S. Government audio-visual
materxals Through the Centet’s distributicn programs; the public has access to audio- vrsual

materials covering a variety of subjects, which include rehaorlrtation, apecral educatron ard

health-and medicine, including treatment of stroke, canc-:; spinal cord injuries, arthritis,

alcoholism; drug abuse; and other disabling conditions:

Many of the Center S audro vrsual materiais are for general use, whlle others are desrgncd
for spec:flc traxnmg or instructional programs. To complement and increase _the

effectrveness of these programs, manv are accomramr-d vy printed materials such as teacher
manuals, student workbooks; ur scripts.

fhfbiindtio'h Services: Federal audio- vrsual matcnals are avarlable through the follo xng

programs: Sales: various audro-vxsual formats are avyl! a"le for purchase through the Certer,

including motion pictures, slide sets, audmtapes aud mv iimedia kits. Media conversion to

special formats is available on requesi. Preview prisr to purchase is available for 16 mm

motior jictures. R__LI Only 16 mm motro'n pictures; represensing about ’,eee titles from

the Conter’s collect on, are available through the ren.1 program. Loan Re” l’l’ol§ Loan
istribution of '6 mm filis is often availablé to the _public from commerciai distr;

a: rd from regional Federal agency of fices: The Cenici keeps informed of fe-

sponsored loan programs and refers the user to the closest loan source.
The Center has somie fxlms avallable with closed captaomng and wrtl‘ Spanrsh sour.i:tracks.

The Center m' 1nta1ns a master data frle on audro vrsual mat.,rrals produccd by thc U.S.

Goverrnime <. :'Lis resource is used by the rererence staff to respond to inquiries.

Prrnted mater1als 1seued by the Center are the prm 1pal means of keepmg the pub..c

informed of the availability of Federal audic-visual materials. The Center publishes subject

specific catalogs of listings from over 8,000 titles available for sale and/or rental and also
puts out brochures describing single or multiple titles.. A 1981 catalog entitled Special
I-.dugatlgn lists a wide variety of materials on éarly, elementary, sccondary, aduit; and
parent education geared to persons with specific disabilities. Publications of the Csanter are
available free upon request.
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Mational Reronautics and Space Adminisiration {NASA)
600 |n§gpendence Avenue, SW

Washingten,. GC 20546

(202) 755-2420

Handicapping Condiiions Served: All handicaps.

Tech’iiélﬁg’ Uhhzatlen Pr’d"raiﬁ TU).

Users Servea® Disabled persons, rchabilitation engineers. novici mre piafrai o

researchers.

The Organization: 'hcﬁaftronal Acronautrcs and Spacc Admrmstuu i \NASA) T"Chnology

Utilization Program (TU), as part of its mission, adapts aer>:r. .c technology to the
ti¢velopment of equipment for the prevention of illness and the csré of sick; -handicapped,

and clderly persons. NASA’s TU Program operates. in. areas from brocngrnccrmg to_human

sc- 1ces delivery: Among the products that have keen developed using aerospace. tcumoiogy

i rcchargcable pacemakcrs portablc casscttc units for elcctrocardmgrams coin operatcd
hrgh blood pressure machines; a voice controlled wheelchair which responds to 35 one- -word
conmands "Mcals for thc Homcbound food Whrch can be casﬂy prcpared and is dcsrgncd

stairs; and a c,.:dlology manncqun. that can s;mulatc 40 heart,dlscasc conditions with a hrgh
Jdegree of realism for the education of medical students in cardiology.

Informatron bervrces* ‘nformatmn on manufacturcrs of tcchnologrcal 1nnovatrons such as the

ones lrsted above can be obtarned bv wrrtrng to NASAs Scu:ntrfrc and Ter‘hmcal

Baltimore, MD 21240, (301) o59 5300 ext. 210. Also avallab]c is a gcneral brochurc whrch

describes: manv of thc technical products from NASA’S TU Program entitled,

i.d_the Ased. NASA Terh Briefs; a free indexed Gguarterly journal

utilized by the U.S. engineering community an _other professionals, describes innovations.
NASA SP’s, a series on complex technological advances, are aiso available:

Othcr services sponsored by the NASA TU Program arc avarlable *hrough the lndustrral
Application Centers, which provide access to the world’s largest d-posito-y of technical
data; the State Technology Appﬁhcatron Cefnu;rc \STAC) whick apply technology to specific
needs -in states; and- NASA’s Compu.er Software and Maiagement Information Tenter
{(_OSMIC), which makes seiected computer programs from NASA available to engineers and
researchers;

Oﬂ'cg of Personnﬂl Mana sement (OPM)
Office of Affirma’ive Employr:«nt Programs
Selective Placement Prograins

1900 E Street,

7317
Washington, DC 20415
(2¢2) 632-6158

Handxcappmg Conditions Served andicaps.
Users Served: Disabled persr  © 1l agency program officials and superviscrs.
The Organization: The © ~ ~ ~~ onnel Management is the central personnel agency of

the Federal government.
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OPM’s Sclcctfxv;iljlaccmcnt Programs prov. ¢ personnel with information on flexibilities

applscablc to handxcapped mdxvnduah 2 ui momtor and coordmatc chcral pcrsonncl

by barriers in the personnel system. A maJor focus is ofi technical assittance to agency
program officials in regard to the use { the personnel system, development of
understanding about disabilities, job an« work site modificatiors, and resources for

obtaininz rchabilitation assistance:

Informatwn Servzces OPM provxdcs through a natlonWIde system of job information

offices, information on all aspects of emplr;.lcnt of handicapped individuals in the Federal
gcvernment. Selective Placement Coordinators in each agency provide counsclmg for iob
placement and work with supervisors to increase awareness of thé capabilities of a

handicapped person and techniques for accommodating such persone.

Small Business Administraticsi (SBA)

o?ﬁg"'* Proje.: = Section
ceo 7ny7sﬁmess toans
1441 L Street
Washington bc 20416
(202) 653-6570

Yandicapping Conditions Served: All handicaps.

Users Served: Disabled persons, nonprofit orgznizations established to employ handicapped
persomns.

The 6rédhiza1ibﬁ Thc Small Admmlstratjon (SBA) was established. to cocouragc ass:st and

protect the interests of small businesses. Financial.assistance is available through

Handlcappcd Ass:stancc Eoans to small bus{ncas conc.,rns owned or to bc ownz,d bv

persons.
-4, financi.  ass§i§tance w:ll be 'p'r'oVidcd if fands arc Othirwise av*nablc from che
applicant’s own resources, from a private institution or from other Fede a!, state or iocal
rirograms, ircluding SBA’s Guaranty Loan Program:

SB.* may guarantcc up to 79Qpéfééﬁi not to excced $500 ')00 of a loan made by a private
lending institution. Direct loans by SBA are limited to $150,000. Interest raies sn direct
loans are 3 percent per year. Interest rates on guaranteed loans are set by ihe participating
lending institution and must be lega!l and reasonable and within a maximum aliowable
amount which 15 set periodically by SBA. No direct loan can be approved if a guaranteed
loan is available.

Informaticn Services: SBA prowxd:s lnformatlon abaut the Handlcappcd Assistance Loan
Pregram t. «ny interested individual. SBA has office< lgcated in major cities wher:
individuals can apply for information and other sma!: Lusin<ss training. For the ac .resses
of these offices, write to the address above.
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Veterans Admmlstratlon,,(\lﬁ)
10 Vermont AvenueJ NW
a*h' ton BCf 0420
886 (Department of Veterans Benef’ts)

0 ,
202} 380- 5010 Déiﬁéitiﬁéﬁt of Medicine and Surgery)

SERS

I-Iana'zcappmg Conditions Served: All handicaps.
Users Served: Drsabled veterans and their families.

The Organization: The Veterans Administration (VA) provides a wide range of benefits to

those who have served in the Armed Forces; their dependenls benefrmarres of deceaccr

veterans, and dependent children of serrously disabled veterans Two natronal off
administer programs of financial benefits and direct health care ser- ices for veterans: “ ‘
Department of Veterans Benefits and the Department of Medicine an Lurgery.

The Department of Yeterans B,éhéfi?ﬁ (DVB) conducts-a~ R ‘QICd:ﬁfdgféﬁi of veteran
benefits through 58 regional offices. In addition to the ber. - -~ fforded all veterans, such
as furds for education; on-the-job training;, home loans; ins .- . rr’i'd benefits_provided by
other Federal agencies, the service-disabled veteran.is <.-* 5 ' to special benefits and

services. These include: drsabrlrty compensatron for 1n_1ur1es .iscase or disabilities rncurred
while on active duty in the Armed Forces; dependency allowances for wives and children of
service- drsab,led veterans; medical care, including hosprtalrzatron outpatient services,
nursing sérvices;-and- prosthetics and senc.-v aid -services; and vocational counseling,
rehabilitation, and training. After completion - training; the VA will assist the veteran to
find and. hoid a_suitable. job - Severely disablL __veterans,. rncludlng the. blmd paraplchc

other means of conveyance and ass:stance to live more 1ndependently in therr communlty.

The YA provides technrcal assistance in s;tuatrons where a worksite or training site
modification is needed to accommodate the veteran.
Vtéran’s a"w:i'rded pensions during the 'p"eri'o’d ?cb’ruary 1; 1985, tmugﬁ January 31, 1§é§

empioyment The. veteran's VA hcalth care elrgrbrlrty (1nclud-ng an, applrcabie pr10r1ty)

will be preserved for a tiree-year period following the date on which pension is term:nated

due to income from employment.

The Department of Medicine and Surgery (DM and S) provides health care to veterans in

172 medical centers; 225-outpatient <linics; 110 nursing: homes, and 16 domiciliaries. The
yﬁihagalso ,oaned 189 veterans centers to assist -Vietnam Era veterans with special
problems related to that war. The department divisions offer medical, psychological;

educational; soc:al and vocatronal services to all qualified veterans;. Rehabilitation services

for handicapped persons include Rehabilitation Medicine, Blind Rehabilitation, Prosthetic

and Sensory Aids Service, Spinal Cord Injury Servrce and Audlology and Speech Pathology
Servicc. There are programs especially designed for handlcapped 1nd1v1duals such as driver

training, 'ndependent living, case management, cardiopulmonary rehabilitation, and
cumpensa. 1 work therapy.

in the D partment of. Medrcme and Surgeryi, the Office of Research and Deveiopment

(R&D) administers intramural projects and program;irn mcdical research. The
Rehabilitation Research and Development Service zonducts additional research on
prosthetics; sensory aid devrces and other equrpment "or handrcapped 1nd1v1duals The
Office of Academic Affairs, also in the Department of Medizine and Surgery, conducts an

extensive health manpoweér education and training program.
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Information Services: Informatioz concerning benefits and services is 5¥4 1ablé from VA

field offices located in many cities throughout the S0 states. Each [i . %*'. ¢ is staffed
with benefits counselnrs who advise applicants and process applicatio: ¢ _ snefits. VA
field offices provide assistance to veterans seeking to appeal claims deciz; .., this assistance
is also_provided: by privatc veterans associations; some located in VA regi. - al offices. Each
state has a toll-free telephone service to VA regional offices. Thi: service provides
information about benefits as well as counseling assistance to nonambuliatcry persons who
cannot apply for benefits in person. Information about specific rehatilitatios programs

may be cotained from a local medical center or by contacting the Rehabilitation Medicine
Service at the :.. ional office. Libraries at VA medical centers can prcvide medi: sl

reference mater ! to medical personnel and other interested parties. Applications for
medical servic. .y be made to VA medical centers or . any VA office with medical

facilities. The  +tion Federal Benefits for Veterans and Dependents. w " ich “escribes
benefits, ser .. 'igibility requirements, and lists local offices and treatm-=n¢ racilities
by state, is  rhrcug! the Superintendent of Documents, U.S. Government Priviing Office,

Washington DC "N432.

The Office -~ Techn  ogy Transfer (OTT), located at 252 Seventh Avenue, New York, NY
10001 (212) ¢. ~ %39, maintains a reference collection on rehabilitative er gineering.

O-ganized more than 30 years 2ago; the collection contains books, periodicais, technical
reports, reprints, patents, and audio-visuals. Materials cover a wide range of subicct areas:
prosthetics, orthotics, communication aids, mobility aids, driving aids, artificia! eye and
other cosmetic restovations, wheelchairs, mobility and reading aids for the blind and

partially sighted, hearing aids, and surgical implants. The collection is availablé for use by
all individuals, but is primarily useful to the meuical; allied health; and engineering
professions.

OTT is a source of information on new devices and techniques deveioped in the VA’s
rehabilitation engineering programs. Its main vehic'e for dissemination of fiew rescarch
infermation is the semiannual Bulletin of Prosthetics Research. The Billetin includes

scientific papers, progress reports on research projects, and abstracts of recent _patents and
publications. Bulletins may be purchased from the Superintendent of Documents, 1J.S.

Government Printing Office, Washington, DC 20402. OTT provides copies of rererence
materials or individualized letters in response to clearly stated and specific inquiries for
i “ormation.

T:.c Gifice of Inio. mation Management and Statistics is the principal data collection of Fics

ei_il.e A Statistics are available on disabiiity compensation and the type and extent of
disubility for veterans with both service znd nonservice -connected handicapping conditions:

While most of the statistics compiled by this officc have not been published, data is readily
available to requestors. The following information sheets have been publishe: “Selected
Compensation and Pension Data by State of Residence;” "Disability Compensation Data,"
and "Disability and Death Pension Data." A special study on the disabled veterans of the
Vietnam era is also available. All of the above are available from the Statistical Review
and Analysis Division (202) 389-3930. The Annual Repcrt of the Administrator, which may

be obtained fiom the Reports Preparation Division (202) 389-3677, includes statistical tzbles
on the “revalence of disability among veterans.
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PROFESSIONAL AND TRADE ORGANIZATIONS

The objective of these crganizations is to promote quality professional services by providing

accreditation of programs and facilities; certification of practitioners; professional
development, ~ublic cducation_and advocacy. The accreditation function involves the

development of standards for facilities and services and assessment of compliance with these

standards. - Certification. serves to improve standards of profess anal training and practice
by iesting the ablhfv of thc practmoner to meet and maintain certain levels of competence.
Some orgamzatlons are also mvolved 1n approv ﬂg academxc programs ThCS" orgamzatxons

or. proyams whxct‘ meet accrcdltatlon atandardsk,, Orgamzatxons may provxde career

information; lists of approved schools in specialty areas and jobt exchange programs or other
employmcnt servxccs Several groups focus on profcssmnals with disabilities, pamf'ularlv in
the science and health fields, serving as support groups and vehicles for career development.
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ﬁeadem of Bentlstry for the Handlcapped (ABHY

211 E. Chicago Avenue
21s* Floor -

Chi’ o, IL 60611
(319) 440-2660

ﬂandicbpping Conditions Served: All handicaps.
Users Served Disabled persons, parents, dentrsts dentai hyg;cnrsts, and allied pro, fessionals.

The Orgamzatmn 'Ine Acade'ny of Dentrstry for the Handxc'\pped (AI:H) is an orgamratxon
of dentists; dental hygienists; and allied protessionats:. ADH _provides_educational service:. to

professionals and information and referrals to handrcapped persons seeking dentai

treatment. The organxzatlon also acts 2s an advocate for improved dental trecatmerg,
research, and icgislation for handicapped persons.

Informatio: Servijces: _ Infotmatidn on preventive dentistry for handicapped persons is
available to lay inquirers for.2 nominal donation. A resource list on dental care for
handicapped persons includes written and audio-visual materials (including materialsifori the

blind) for lay and professional pcople. For the professional, ADH publishes a bimonthly

Journal and it sponsors an annual contmvung educatron course on 1mproved dental methods
and treatment for special patients. ADH maintains a referral directory of dentists who
treat handicapped persons.

Accraditation Council for Services for Mgntall Retarded
-and Other Developmentally Disabled Persons (AC MRDD)
4435 Wlsconsm Avenue, NW, Suite 202

Washkington,. DL 2001
(202) 363-2811

Handzcappmg Conditions Served Mental retardatxon cerebral paisy; autism, epilepsy, and
other developmental disabilities:

Users Served: Disabled persons, parents, professionals, agency personnel.

The Organization.: As the national, rndependent voluntary arcredmng body for agencies

serving persons with -developmental disabilities; AC MRDD develops standards for services;
assesses, on request, the compliance of agencics with the standards; and awards accreditation
to agencies found to be in substantial compliance with the standards: It also offers

workshops and consnltatron to help agencres 1mplement accredrtatlon standards .and prepare

for accreditation survey, and to assis* both service consumers and service provxders in using
the accredrtatron process to help to lmprove servxces Estabhshed m I969 as a component of
1ndependent not- for-prof,rt,,cornoratron,1n i§5§ Its ten sponsorrng orgamzatrons include the
major developmental disability advocacy groups.

Informatzon Servzcer Tﬁe Councrl responds to questrons about rts accredrtatron process

interprets its standards, and provides information concerning requirements for gquality
serv;ces for developmentally drsabled persons. The Standards for Services for
Develo - vidu 1984 edition, and the Survey Questionnaire for use
with the Standards. which are used by agencies in evaluatmg their own Services and used by
the Council in conducting accreditation surveys, may be purchased from the Council.
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Alternative Liv.in%‘Manaers Association (ALMA)
1642 North Winc
Sl:i!!ié j;g&: R
Chicago, IL- 60622
312) 276-3176

Handicapping Conditions Served- Developmental disabilities.

ester Avenue

Users Served: Managers of community-based residences, for persons who have

developmental disabilities.

The Organization: The Alternative Living Managers Association (ALMA) is a professional
organization rormed to provide a communication and support network for managers of
community-based residences for persoi:s who are developmentally disabled.

Injormation Services:. ALMA publishes a quarterly newsletter, ALMA MATTERS. for

residence managers which includes legislative updates; profiles of successful community-
based programs, management principles; and reviews of books and program materials. Also
included is a two to four page feature supplement directed to high-functioning residents,
persons living independently and parents or guardians ol persons living at home. ALMA is

currently compiling a membership directory listing group homes throughout the country
which it plans to publish by early spring; 1986 Directories may be purchased from ALMA.

American Academy of Physical Medicine

- -and Rehabilitation (AAPM&R)

30 North Michigar Avenue

ChlcasolLﬁﬂ 02

(312) 236-9512

Handicapping Conditions Served: Physical disabilities treatable through physical medicine
and rehabilitation.

Users Served: Physicians in physical medicine and rehabiljtation.

The Organization: The American Academy of Physical Medicine and Reéhabilitation

(AAPM&R) was founded to promote the art and science of medicine and the improvement

of health through an understanding and utilization of physical medicine and rehabilitation,
Practitioners of this medical specialty, termed physiatrists; are concerned with the optimal

functional restoration of patients with disatilities, the physical treatment of -neuromuscular
impairments, and the use of electrodiagnostic stud:es. Physical medicine and rehabilitation

(PM&R) focuses on diagnostic, iherapeutic and management procedures through which the
patient can attain maximal physical functional capacity and psychosocial adjustment.

Through publications, courses, workshops and other means, the AAPM&R promotes research

and educaticn in physical medicine and rehabilitation, including continuing medical
education. The organization also provides legislative guidance on rehabilitation issues.

The Academy shares joint responsibility for administrative expenses, an annual mesting and

publication of a monthly scientific journal with the American Congress of Rehabilitation

Medicine (see separate entry).
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Information Services: The Academy offers brochures on careers in the fieid of physical
mcdxcmc and rehabilitation. Other publicaticns include a quarterly ne'.sletter, The

hysiatrist;  a monthly scientific_journal, Archives of Physical Medicine and Rehabilitation;

and a PM&R <yllabus Informatlon services are intended primarily for members and there
is a nominal charge for materials to cover costs.

Amerlcan Alllaneejar Health Phgesteal Educatlon,

_Recreation and Dance (AAHP
197@075ssocmt|on Drive
Reston, VA 22091
(703) 476-2400

Handicapping Conditions Served: All handicaps.

Users Served‘ Teachcro and profcss:onals in phys:cai education, health cducatwn, sports
recreation and dance.

The é'rgdniza;i”gg:; The American Alliance for Health, Pliysical Education, Recreation and
Dance (AAHPERD) is a nonprofit- asscciation of professionals concernea with improving
pf;ci;gféif§ in _schools and communiti€s in the areas of -physical education, sporis, health and

safety education; recreation_and dance. The American Alliance providss members with

opportumtxes and materials for profcssmnal growth through information on the lates* issues,
trends, technologies and legislative devzlopments.

Informaticn Séi‘vicés fﬁe Amcrican Aiiiance issues numerous publications dealing with
planning; organizing; conducting; and evaluating general and specific physical education,
recreation, sports and related programs. for aisabled persons. The newsletter; Able Bodies;

reports on programs, activities;, methods; research; and legislation for special educators in

kealth; physical education, recreation and dance: _It is published three times a year and is

available to Alliance members indicating an interest in rccexvmg it; nonmembers. must pay

an annual fee. Penodxcals of general mterest mclude g ,!gumal of Phys ggl Eggcangn

. The annual national- AAHPERD
convention includes numerous sessions and in- dcpth conferences on topics dealing with

research methods and new developments in the fields of adapted physical education,

therapeutic recreation and related specialties.

American Art Theragy Assocmtlc n ’AATA)
1980 Isaac Newton Square South

Reston, VA 220

(703) 437 6012

Handicapping Conditions Served: All handicaps.
Users Served: Art therapists.

The Orgamzatzon The Amcncan Art Ihcrapy kssoc;anon (AATA) was. cstabhshcd to

improve the standards of art therapy training and practice, and to widen employment
opportunities for art therapists. Art thkerapy provides the opportunity for nonverbal
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expression and communication. AATA approves graduate level training programs in art

therapy and registers professional art therapists.

Informaiion Services: Literature on standards of registration, a list of university training

programs, and bibliographies of professional literature are free from the Association.
AATA publishes a professional journal; a newsletter, and the proceedings of its annual
meetings, which may be purchased by nonmembers. Audio-visual macerials depict art
therapists working with different populations, such as mentally retarded, emotionally
disturbed, and elderly individuals. Professionals and stud=nts are referred to local art

therapy associations and professional contacts working in specific areas of the field:

American Association for Music Therapy (AAMT)
66 Morris Avenue - -

Springfield, NJ- 07081

(201) 379-1100

Handicapping Conditions Served: All handicaps.
Users Served: All interested persons.

The Organization: . The American Association for Music Therapy approves academic
programs in music the.py and certifies professional music therapists.
Information Services: Free information is available on music therapy as a career, academic

program approval, and-professional registration requirements. AAMT has a suggested
reading list for music therapists. For university program administrators, the Association

publishes standards for evaluating Students within those programs. AAMT holds one or two
seminars per year, where professional papers are delivered on various aspects of music
therapy. A research journal and newsletter containing information about workshops, new

publications in the field, job openings, and activities of AAMT are available.

American Association for Reha
,,P,'O!,B,OX: £ - N S .- - - =
Morth Little Rock, AR 72116

Handicapping Conditions Served: All disabilities.

ilitation Therapy, Inc. (AAiﬁ)

Users Served: Rehabilitation therapists and allied health professionals.

The Organization: The philosophy of the American Association for Rehabilitation Therapy,

Inc. is that rehabilitation should begin as socn as a patient enters the hospital. Members--
industrial rehabilitation therapists, educational therapists; recreation therapists, and
rehabilitation therapists--work mostly in hospital settings under medical supervision. AART

offers national and regional education seminars devoted to these specialty areas. The
Association sponsors the American Certification. Council for Medical Rehabilitation

Therapists and Specialists which certifies professionals working in these areas who meet

specific -educational and experience requirements and pass a national certification
examination.

Information Services: AART publishes brochures on careers and training in each of the
specialty areas. It publishes the Directory of Americ: ertificati g i i




Dallas
(214) 6’30 3540

Handicapping Conditions Served: Respiratory conditions.

Users Served: Respiratory therapists ar i therapy technicians, pulmonary laboratory
techinicians, critical care nurses; physwnans Students,

The Orgamzatzon Mcmbcrs of the American Asseelatxon for. Rcsplratory Ther apy (AART)

include professionals who provide health care to persons with lung disease, such as

respiratory therapists; respiratory .therapy technicians, pulmonary laboratory technicians,

and critical care nurses. The Association divides into several specialty sections (e.g., adult
acute respxratory care, cardnopulmonary, cducatnon ‘management, pcrmatal pcdna{ncs and

areas by the nat;onal and state a[f;hatcs —AART offcrs nontraditional dcgrcc programs in
conjunction with major -universiiies..  CRTE; AART’s Continuing Respiratory Therapy

Education. Program assists educators and managers in the development of continuing

education activities; accrcdﬁnts contlnmng cdncatxon programs and recogrizes and documents

membership participation in continuing education.

Inj‘vrmation Services AART provides ini‘crmation on proi‘egsiomi trai'nin'é and carcer

rcsplratory thcrapy Information is provxdcd to profcss;onals on dxagnostxc eévaluation and

treatment of respiratory conditions and on cqmpmcnt and. special deviczs used in

respiratory therapy. The Association publishes continuing education matcnals for each

specialty area. Monthly publications include a profess:onal journal, Respiratory Care, and a
feature magazine, AARTimes, about people working in the profession. Brochures and
pamphlets are low cost. Prices and descriptions of professional books :nd manuals can be

requested.

American Assocsatné’r@[ Diabetes Ediicators (AADE)
500 N. Michigan Avenue

Suite 1400 : S

Chica 60611

Handicapping Conditions Served: Diabezes.
Users Served: Diabetes educators.

Thé 6réaﬁizatibn fiac AAiSE ig a ridti'p"ro'i‘it oréaﬁiiatibn fcﬁnded in 1974 to brmetc the

infarmanon Services: Publications chudc a quartcrly Journal hg Dlgbgggs Eguca or, a

bimonthly newsletter which discusses organizational activities and special events, and other

materials such as Nationa] Community Resource Guidelines for Diabetes Educators and
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> iabetes Education Program. Price lists and description of

various memberships offered by the AADE are available upon request.

American Association of Disability Communicators (AADC)
2100 Pennsylvania Avenue, NW

Sujt,e, 232 _ I R,

Washington, DC 20037

202) 653-5010 (Voice

202) 653-5044 (TDD

Handicapping Conditions Served: All handicaps.

Users Served: Disabled persons, editors, writers and public relations people concérned with
disability.

The Organizatior: AADC was founded in 1983 with the support of the Presidents
Committce on Employment of the Handicapp-d and the National Organization on Disability
(sec separate entries). Its purpose is to identify disability as a major, ongoing priority in
American scciety by improving media relations and media access for all disability

communicators .in nonprofit agencies;, advocacy groups, independent living centers and
government. AADC is also actively involved in encouraging job opportunities for disabled
people in the media and in professional disability communications.

The Association serves as a national resource for disability communicators, providing
materials, unique information and opportunities for the exchange of ideas. AADC offers

special mailings and technical expertise to member organizations and organizes media and
disability workshops. Referrals are made to a network of disabled people working ir the
media, including writers; broadcasters; editors and reporters.

In conjunction with the President’s Committee on Employment of the Handicapp:d, AADC

holds an annual MEDIA AWARD program honoring the finest materials concerning
disability produced by both media and disability organizations.

Information Services: AADC publishes a quarterly newslettsr which covers developments

and information about new ideas and programs concerning dis-bility communications and

spotlights disabled people working in the media: A memburshiy brochure outlining services
and fees i$ also available;

American Association of Psychiatric Services
- -for Children (AAPSC)
1133 Fifteenth Street, NW
Suite 1000
Washington, DC 20005
(203) 43929713

Handicapping Conditions Served: Mental and emotional disorders.

Users Served: Child mental health professionals.

The Organization: The American Association of Psychiatric Services for Children (AAPSC)
is a membership orgauization of psychiatric :zlinics and services and professionals
i98
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specializing in_ the field of mental health. The Association stresses high quality standards
for clinical practice, tranrng, and services among its goals. Towards those aims, AAPSC

offers consultation to service providers on plannirg; development; evaluation; standards;

accrcdrtatron and fmancmg of uhl]d mental health facilities. AAPSC suppcrts and conducts

tesearch, represents the conceras of its membershlp before Congress and Federal agcnmes
and cooperates with other profcss:onal organizations in dnveloprng strategies to increase the
impact of mcntal hcalth cons:dcratrons on the ncaltn plannrng process. A roster of avallabu,

Informatwn Servrcer AAPSC’S lcglslatrvc activities are. rcportcd in a quartcrly ncwslcttcr

The Association publishes the results of its own studies and papers from its annual

conference. At the conference, short courses on aspects of child mental health care are
offered for continuing education credits. AAPSC also provides refcrral services for
emotionally disturbed children.

Amerlcan Assoclatlon of thersrt){ Affi

- -for Persons With Development

:téd Programs.
bilities (A%\
8605 Cameron Street

UAP)

Suite 4
?llvers rm MD 20910
301) 5 S ¥52

Users Served Hcalth educatron and social service profcss onals; developmentally dlsablcd
and chronrcally ill individuals.

Tke Organr,z,atron: Thc purpose of the Assocratron is to provide a central office and focal

point to_the 54 University Affiliated Facilities {UAF) located across-the: nation.: UAF’s

meet the needs of developmentally disabled persons through the following services: (a)

comprehensive and interdisciplinary training of a broad range of professionals and para-

professional persons; (b)  comprehensive and interdisciplinary screening, evaluation,

treatment, plannmg and cducatronal programmrng, (c) technical assistance to generic and
specialized agcnc:cs and (d) dissemination of research findings.

CAF's are. located at or aff'riratcd with lead: ng collcges and universities across the country.
The Association also works with Department of Health and Human Services {HHS) agencies

dealing with developmental disabilitics and with congrcss:onal committees and their staffs.
Information Services: Lay and profcssronal 1nquxrers can request 1nformatron on cdncatron
and cmrloymcnt 1n profcss:ons scrvmg dcvelopmentally drsablcd 1nd1v1duals Also thc

drsablcd pcrsons

Publrcatrons xncludc the quartcrly AAUAP Network News whrch contains reports on

Association activities and news relevant to the UAF network, to the Developmental

Disabilities program and. to the Tltle \2 (Matcrnal and Child Hcalth) program. Other

publications include the R [ de Organizat, Concerned with Developmental
Handicaps, publrshcd annually, and pplied Researchin Mental Retardation, published
quarterly. Develop A s Prevention and reatiment, published annually,
contains s,tatc,of the art papers on developmental and prevention-issues and reports on
linkages between UAF’s and state Maternal and CkLild Health/Crippled Children programs.
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Brochures ars available which describe ‘he UAF. N¢:work and the SCAN program {Shared

Communication and Assistance Network), SCAN is a national efectronic link for immediate,
accurate communication in resources and services for disabied persons, with state, local and
regional options. Services available include electronic nail, file transfer, bulietin boards,
information and referral and resource data bases. There is no subscription fee for SCAN,
but users pay the connection cost. An on-linc version of the Resource Guide is being
developed:

American Association on Mental Deficiency (AAMD)
1719 Kalorama Road.; NW

Washington.l—lc 20009

(202) 387-1968

Handicapping Conditions Served: Meiital retardation.
Users Served: Meiital rétardatios piofessionals:

The Organization: The American Association on Mental Deficiency (AAMD) is an
organization of professionals working in the field of mental retardation. It was established
in_1876 to improve services to people who- are tientally retarded. The Association has 35
state chapters, organized into 9 geographic areas; and 17 divisions and subdivisions for
specific professional disciplines. ~AAMD and each regional association hold annual
conferences where workshops and seminars (some for continuing education credits) are

offered on a variety of topics related to serving mentally retarded persons.
Information Services: AAMD publishes two professioial journals,The American Journal on

he
Mental Deficiency, devoted to research in th: fieid, and Mental Retardation, devoted to

program activities for mentully retarded persons. The Association’s testing materials include
the Adaptive Behavior Scale, a test to measure the abilities of the retarded.

Other publications include Classification in Mental Retardation, monographs, and occasional
publications on social and legislative issues, and AAMD official policy statements. Each
region publishes its own newsletter.

American Bar Association (ABA)

1800 M Street, NW

Washington, DC 20036

(202) 331-2200

Handicapping Conditions Served: Developmental disabilities, mental illness, and physicai
disabilities;

Users Served: Disability professionals and advocates.

The Organization: The American Bar Association (ABA), a professional membership
organization for lawyers, through its Commission on the Mentaily Disabled; formulates
policy on mental disability issues and monitors legal developments affecting mentally
disabled, developmentally disabled; and physically disabled persons.

Information Services: The ABA publishes the Mental and Physical Disability Law Reporter,

which contains articles on important cases, decisions, laws, codes, and regulations affecting
200
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mentally-disabled; developmentally disabled, and- physically disabled individuals. Since 1980
the publication’s-base of interest-has been broadened to include education and accessibility
issues, Sections 503 -and 504 of the Reh'éb'ilitéti'dri Act, and other matters of interest to all
disabled peopie. Since 1976 the Reporter has covered over 6000 cases and each . ‘ar it

covers 1000 new cases. The cases are. summanzcd and indexed by over 200 subject matter

topics. The B_;p_Qn_;,[_ 1': pubhshed szx txmcs per ycar and 1s avaxlablc by subscnpt:on cha

Resouices for the Men , ialists may also
be ordered from thc ABA Othcr major pubhcatmns mclude gn;a stablhty Law: A

’;'};g, ABA 1§ gicge:lqpxng a data basgirwhxch wxll be opcratlonal in 1986 It will inciudé
citations and summaries (from the R ) of mental and physical dlsablhty law decisions

since 1976. As in the Reporter; the cases will be indexed by over 200 subject matter topics.

ggmegcan Clﬁft Palate Association (ACPA)
Bmversnt% of- P|ttsbur h

Pittsb Uﬁ A 1526°

(412) 6 9620

Handicapping Conditions Served: Cleft lip and palate.
Users Served: Speech pathologists, déntists, plastic surgeons, and other allied health
professionals.

The Orgamzatwn‘ Thc Amencan Clcft Palatc Assocxatxon ("“PA) is a profc.‘sxonal

organization of people involved in the rehabilitation of persoas with cleft lip or palate.
ACPA advocates a team approach-in the treatment- of patients in Wthh Spccch pathologlsts
dentists; plastic surgeons-and oth,cr,profcssﬁxona,ls work togethcr”t’o”dgvclop dndividual
rehabilitation programs. The Association works with the American Cleft Palate Educational
Foundation (see separate entry) in sponsoring an annual convention. Both organizations

concuct continuing education programs for professionals:

Informatxon Servu'es ACPA pubhc‘\cs a dlrectory of mcmbcrs and multxdlscmlmary tcams
the 't Pal nal, a quarterly; and a newsletter which reports on ACPA activities.

American €engré§§ of Rehabilitation Medicine (ACRM)
30 North- Mlehlgan Avenue

Sult,ggz -
ica L 60602
153546 0512

Handxcappmg Conditions Served: AII dlsab..mes

Users Served* Phys:cmns mhabﬂxtatxon nurses and counschrs, spccch pathOlOngtS physwal

and occupatxonal theraplsts psychrlngxsts social workers, prosthetists and orthotists;
administrators, scientists, engineers.

The Organization: The purpose of the American Congress of Rehabilitation Medicine
(ACRM) is to promote and advance the art and science of rehabilitation medicine. As used
here, rehabilitation medicine means the diagnosis of, prescription for, and treatment of

201
201



of physical, mental, social, vocational and economic life possible. Objectives of the Congress
include: provision of a scientific forum for communication among the rehabilitation

disciplines; provision of national leadership in the development of an improved and

discase, defect or injury by physical or other means, and restoration to the highest quality

expznded delivery system {or rehabilitation services; encouragement of individual
professional development through continuing education in scientific assemblies, seminars
and postgraduate courses; recognition of contributions to scientific research, education and

practice in rehabilitation medicine; and assistance ip recruitmeiit of personnel for careers in
rehabilitation medicine fields.

An annual meeting is held for educational, social and networking purposes. The ACRM is
affiliated with the American Academy of Physical Medicine and Rehabilitation (see
separate entry); and shares joint responsibility for publication of a scientific journal;

sponsorship of the annual mecting and administrative expenses.
iﬁifbfrhaiig;; Services: -The Congress and iEé AAPM&R (see above) publish the A?g’ﬁivcs of
Physical Medicine and: ation; a monthly scientific journ d

hysi chabilitation, a monthly scientific Journal which includes articles
of interdisciplinary interest written by professionals in the related fields of rehabilitation.

A subscription is included in the membership dues. Information services are provided
primarily for members only, with nominal fees i'or most products. The Congress aiso

sponsors an annual essay contest for medical students, graduate students in rehabilitation
medicine professions, interns and résidents.

AmericapCorreﬁtive'l'_herggyAssociation (ACTA)
c/o David Ser, Executive Director

259-08 148 Road =

Rosedale, NY 11422

Handicapping Conditions Served: All handicaps.
Users Servéd: Corrective therapists.

c Therapy Association (ACTA) recommends

The Organization: The American Corrective Thera ommen
standards for certification of professionals and for training facili,tié’s.,,lt,,dff@fé a limited

number -of scholarships to students and funds professional research. Corrective Therapy is
the applied science of medically prescribed therapeutic exercise, education, and adapted
physical activities to improve the quality of life and health of adults and children; by
developing physical fitness, increasing functional mobility and independence, and improving
psychosocial behavior. The Corrective Therapist evaluates, develops; implements; and

modifies adapted exercise programs for disease, injury, congenital defects, and other
functional disabilities.

Information Services: The Association is a source of information about education and

training of corrective therapists. A publication list, available on request, includes titles of
reprints, handbooks, and manuals on standards and practice in t} e field. These publications
are available at a minimal charge. ACTA publishes a professional journal which is clinical
aild research oriented.



Amencan Councll on Rural Specual EdJcatlon (ACRES)
Attention: Dr. ,Dorls elge

National Rural evelobment Instltute

Westem ‘Wash mgten mversuty

(206) 576-3576

ilzzndicapping Conditions Served: Ali handicaps.
Users Served: Tcachcrs administrators; suppOrt personnﬂl parents.

The Orgamzatwn Tﬁc American Council on Rural Spcc;al Educatxon (ACRES) foundcd in

May. 1981, is a membership organization for persons. interested in improving services for

disabled studcnts living in rural areas. ACRES has initiated a_ number of national projects

to increase educational opportunities and to improve direct services for the handicapped and
rural population. ACRES sporisors an annua! national conference, and members participate
in action task forces.

informatwn Services: A brochure on ACRES is available upon request. -Mcmbers receive a
newsletter published several time: a. ycar and discounts on oiher ACRES publlcatnons The
organization also offers rural jobs services by which persons seeking positions are linked
with jobs available. In addition, ACRES has developed a data bank on the members of the
organization which serves as a means f0r Imkmg professxonals or other members W1th
spcc:f,lc,mtcrcsts,and abilities. Members living in a particular geographic area can also be
identified via this system. (Each member receives a membership resource book upon
joining):

Amencan Dance Tﬁerapy Assocuatlon (ADTA)
2000 Century Plaza

Suite 108

Columbia, MD 21044

(301) 997-4040

Handicapping Conditions Served: All handicaps.
Users Served Dance thcraplsts

The Orgamzatwn The Amcncan Dancc Thcrapy Association (ADTA) approves educational

programs in dance therzpy and registers professional dance therapists.

In]ormalzon Servzces ADTA has frce mformatnon on educatxonal programs, gmdclmes f‘or

profcss:onal contacts. Thc Assocnatlon pubhshcs T—hc Americs
(available at reduced rates to members),-a newsletter; monographs; bxbhographxcs and reports

of conference procccdjgxgs which are free to members-and are available for a charge to
nonmembers. ADTA sponsors annual educational workshops, and its regional chapters hold

similar workshops throughout the year. Nonmembers are welcome to attend.
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American Deafness and Rehabilitation Association (ADARA)
814 ;Tﬁayl;r,A\léﬁEjé;;; el

Silver Spring, MD 20910 -

(301) 589-0880 (Voicc and TDD)

ﬁ&ﬁ&i’éébbiﬁg Conditions Served: bééfﬁééé; hearing impairments, and deaf-blindness.

Users Served: Health care professionals, students.

The Organization: The American Deafness and Retardation Association (ADARA) is a
network of professionals and community persons who_are active in the field of deafness.
These areas include rehabilitation; mental ‘health, education, social work, speech therapy,

medicine, psychiatry, psychology, and many other areas; students are included. ADARA
offers opportunities for professional enhancement available to deaf persons, and serves as a

vehicle of 'comm,iijni'cat,idii,th’r’diigﬁ: its forums, ccnferehCés;,Wbikéhpps; and publications,
This network of professionals consists of local chapters and spceial interest sections:
Counseling, Deaf-Blindness, and the State Coordinators of Services to Deal Persons. It has
two affiliate organizations, the National Association of State Agencies for the Deaf
(NASAD) and the American Society of Deaf Social Workers (ASDSW). ADARA was

formerly known as the Professional Rehabilitation Workers with the Adult Deaf (PRWAD).

Information Services: ADARA gives referral service on information regarding careers,
university programs, jaob opportunities, and the general topics of deafness and deaf-

blindne:s. The national office provides this service free of charge to inguirers:

Information regarding. certain legislation, conferences, and workshops can also be obtained
through the national office. The ADARA publishes the quarierly Journatl of Rehabilitation
ef the Deaf; the bimonthly ADARA newsletter, and occasional special publications and

monographs. The most recent monograph is Deafness and Mental Health: Emerging
Responses. A publication list with a complete listing of all ADARA publications is
available upon request from the national office.

American Disability Evaluation Research Institite (ADERI)
P.O. Box 7735

nn Arbor, M| 48107
(313) 971-1177

Users Served: Professionals involved with the disability claims process.

The Organization: ADERI was chartered in 1981 to assist in meeting the research and
information needs of persons involved in processing disability claims. Under grants and

contracts, ADERI sponsors research -to determine the most effective techiniques and
equipment for use by practicing physicians for evaluating the scope and effect of disabling
conditions_as_they relate to job requirements. It also conducts studies of disability
epidemiology. covering such areas as historical reviews of state and Federal programs, job
risk assessment, rehabilitation program. assessment, the medical/legal interface, and
guidelines for determining work capacity and disability status.

ADERTI’s affiliate, the National Association of Disability Evaluating Professionals (NADEP)

located at the same address, was organized to serve the specific needs of physicians who are
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rcqucstcd to pcerform medxcal ckammatxons of pcrsons fxlmg various types of work

disability claims. Its objectives, which are similar to those of ADERI; are to establish

recognition of and support for this medical responsibility. Membership in NADEP is open
to all professionals for an annual fee.

nat:onw:de on such topxcs as thc mcdxcal and lcgal aspccts of dlsab1hty, quant fxoat'on of

work capacity, guidelirnes for determining disability or work ability for specific conditions;
and how to Serve &s an expert witness.

Seminars are also hcld for other profcss:onals mvolvcd with thc dxsabxhty claims proceas
lawyers; employers; unions, insurance investigators, ana vocational rehabilitation specialists.

ﬁmerlcan Feﬂeratmn of Teachers (AFT) -

AFT Teachers’ Network for Education of the Hand;capped
555 New Jérsey Avegldi. NW

Wash|n§ton.
(202) 879-4460

Handicapping Conditions Served: All Eéﬁ&iééﬁﬁiﬁé conditions for which mainstréaming is
possible.

Users Served: Teachers.

Tne Orgamza;wn*i'f{iéﬁ}""f Teachers’ Network for Ediication of the Handicapped, a

program of the American Federation of Teachers (AFT, AFL-CIO); has-as its:goal to

facilitate the ability of regular education teachers to work effectively. with handicapped

children. 1he thwork assists AFT locals in providing in-service trammg to regular

education tcachcrs with- a focus on practxcal mstructmnal techmqucs to use with the

moinstreamed child. The program also assists other educational and community
6fgériiéti6hs by giving workshops and technical assistance.

hanmcappcd chxldrcn and has dcveloped a series of pamphlcts on ma: nstrcammg chxldrcn

with particular disabilities. The pamphlets have information on the disabling condition,

instructional techniques, and resource materials and organizations. There is a nominal
chaige for these publications.

A fnlm .nd vndco tape, "The ACBs of Teachmg thc Lcarmng Dlsablcd Student is available

for renia. or purchase.. The film and its training manual have been developed as an in-

service training module to enhance regular educators’ efforts to teach learning disabled
students more effectively.

Amerlcan Health C wre A
1200 15th Street, NW _
Wasﬁm§ton, C 20005

(202) 833-2050

Handicapping Conditions Served: All disabilities (including aging) requiring long-term health
care.

ssociation (AHCA)
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Users Served: Personnel of long term health care facilities.

?'ﬁié;ioi?jéniéaiimi: The Amc'r,i'ca'ri,Hééji §§§é Association (AHCA), founded in 1949, is a

federation of licensed nursing homes and allicd long term health care facilities; including
adult day care; mental health; and child care seivice.. AHCA and its 50 affiliated state
associations work_to promote professional standards in_long term health care delivery. All

AHCA members must be licensed by their state governments, as must be the administrators
who manage them.
AHCA represents its members on issues before Congress and Federal regulatory and

executive agencies, and offers a variety of professional and educational programs:

Information Services: Upon receipt of a business-sized self-addressed, stamped envelope,
AHCA sends free copies of their brochure Thinking about a Nursing Home? A catalog of
the Association’s publications and materials on nursing home management training and

community invoivement may be purchased.

American Libra‘rsy Association (ALA)
Association of Specialized and Cooperative
_ Library Agencies (ASCLA)

50 East Huron Street

Chneagéx 1L 60611

(312) Y44-6780

Handicapping Conditions Served: All handicaps.
Users Served: Librarians.

The Organization: The Association of Specialized and Cooperative Library Agencies, a

division of the American leraryAssocxiatlioﬁ, is a professional organization for librarians
serving communities and Sbéciél:ﬁqulg;ions such as blind, 'p'hysiééllyﬁépqipapped, deaf,
and impaired elderly persons. ~ASCLA serves in an advisory capacity, kelping its members

to develop and evaluate policies and activities. ASCLA also sponsors programs at the ALA
Annual Conference:

Information Services: Standards and guidelines for libraries developing services for the

blind_and mentally retarded are available in print form. Special issues of the ASCLA

journal which relate to library services to the handicapped are- Bibliotherapy; Information
N o e __ e w taT '+ P ¥ —— 3 g -

for
ired People, and Library Services for the Blind and Phys
Ded.-Other publications available from ALA or ASCLA iinclude The Librariamn afi
nt. Equal Access; A Manual of Procediires for Initiating a Public Library Home
ervice Program, and The World of Werk: A Handicapped Person’s Cuideto Finding 3 Job -
A Bibliography. The ASCLA publications list gives sources on library service to disabled

persons and design of a barrier-free environment:. Cassettes of some of ASCLA’s conference

programs are available.. There is a charge for publications and cassettes. ASCLA publishes
a quarterly newsletter; Inte tface; which includes articles, book reviews, news ijtems, product

evaluations; and news of conferences.




The Aﬁi;;g@émﬁi&iupatlonal ;i;iiéi'a’py Association (AOTA)

1383 Piccard Drive
Rockville, MD 20850

(301) 948-9626

Handicapping Conditions Served: All disabilities, and problems associated with aging.
Users Served: Occupational therapists.

The Organization: The American Occupational Therapy Association, Inc. (AOTA) promotes

quality occupational therapy (OT) services by providing accreditation of educational
programs, certification of practitioners, professional development, public education, and

advocacy on programs related to national health care issues.

Information Services: Information is available to the general public about OT as a career
and schools that of fer professional programs in OT. A variety of print and audio-visual
materials for the OT practitioner are published and sold by the organization. AOTA has
professional information packets on 38 subject areas including adapted clothing and
equipment; alcoholism, arthritis, cancer, cercbral palsy, drug abuse, geriatrics, handi-apped

homemakers; home health; mental health, prevocational/vocational, and spinal cord injuries.
These packets contain the names of OT resource persons who specialize in the particular
field, special facilities, bibliographies of printed materials; and selected.reprints.. The
Association sponsors regional worksheps on topics such as the elderly, vocational readiness,
quality assurance, prosthetics, orthotics, OT and pediatrics; neurophysiological approaches to
treatment, and reality orientation for the elderly. AOTA publishes a monthly professional

journal; the A \tional Therapy, a monthly newspaper, and 2

Federa Also available by subscription are quarteriy
acwsletters published by AOTA’s six Special Interest Sections: Administration and
Management, Developmental Disabilities; Gerontology, Mental Health, Physical Disabilities,
and Sensory Integration. The organization’s state associations provide inquirers with
referrals to local OT practitioners and facilities.

r
Federal Report; available by subscription.

American Orthotic and Prosthetic Association (AOPA)
717 Pendleton Street
Alexandria, VA 22314
(703) 836-7116

Handicapping Conditions Served: Musculoskeletz! and orthepedic conditions.

Users Served: Manufacturers of orthotic and prosthetic devices and facilities which render
orthotic and prosthetic patient care services:

The Organization: The American Orthotic and Prosthetic Association (AOPA) represents the
interests of manufacturers of orthotic and prosthetic devices and facilities which render
orthotic and prosthetic patient care services by interacting with government agencies and
assisting in the preparation of Federal and state legislation. National and regional meetings
are held to keep members of the profession abreast of technological advances and to discuss
facility management.

Information Services: A list of educational institutions which offer a curriculum in
orthotics and/or prostketics for students interested in entering the profession is available
from the Association. AOPA publishes a quarterly journal and a monthly news magazine
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which emphasize professional, technical and business topics. A listing of members is
compiled annually. AOPA has published a Medicare Manual and a Durable Medical
Equipment Manual. Publications are free to members and available to nonmembers for
purchase.

American Physical Therapy Association (APTA)
1111 North Fairfax Street

Alexandria, VA 22314

(703) 684-2782

ar:d?ba’i)ﬁiﬁg Conditions Served: Physical disabilities and developmental disabilities.
Users Served: Physical therapists; disabled persons, parents, and teachers.

Tﬁé Organization: The Aiﬁé?iéérﬁ Physical Therapy Assoéi5§i§i§ (APTA) fosters the

development and improvement of physical therapy services and education by: (1)
accrediting academic programs in physical therapy; (2) ascisting in composing state
certification examinations; and (3) offering continuing education courses and workshops in

specialty areas (e.g. arthritis, central nervous system disorders, burn treatment, sports
medicine; etc:) at the national and local levels. For its members, APTA provides research
fellowships and legal assistance for alleged malpractice. APTA has 52 state chapters.
Information Services: Free information is available about physical therapy as a career,
accredited professional training prog: ms, sources of financial assistance for students; and
employment statistics:

Pamphlets are available on subjects such improving movement, comfortable pregnancy,

and managing stress. APTA publishes a newslztter, a monthly research periodical, a

bimonthly magizine on patient care, and books related to practice in the field. A
publications list is available: -APTA provides frec bibliographies on such topics as geriatric
exercises, handicapped children; holistic health; and stroke. Educational Resource guides on
such subjects as back care; burn care, stroke, diabetes; decubitus ulcer, Parkifison’s Disease;
ind cancer are available at a small charge. APTA als» refers handicapped individuals to
facilities which offer physical therapy services, Further information may be obtained by
>ontacting Information Central.

American Rehabilitation Counseling Association (ARCA)
9999 Stevenson Avenue

Alexandria, VA- 22304

(703) 823-9800

landicapping Conditions Served: All disabilities.

Isers Served: Rehabilitation counselors, administrators and educators,

he Organization: The objective of the American Rehabilitation Counséling Association
ARCA) is to continually improve the profession of rehabilitation counseling in its service

) persons with disabilities. Toward this end, ARCA: (1) _exercises leadership in developing
1¢ profession and science of rehabilitation counseling; (2) advocates for the maintenance
f standards in rehabilitation counseling practice and education; (3) promotes rclevant
*search and research dissemination; (4) encourages dialogue and coordination among
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rehabxhtatnon profess:onals w:thm and among vanous spec:alty areas and (5) engagcs in

groups. Much of ARCA s work is performed through nationwide committees. During 1985-
86, eleven task groups are examining ways in which the rehabilitation cou,,nsclmg profession
can better serve persons with disabilities in specific topical areas. ARCA has four state
chapters:

The Amencan Assoc:agnpp for Counseling and Devclopment (AACD) is ARCA’s pareiit
organization. ARCA conducts wor<shops related to rehabilitation counseling at AACD’s
annual conference. ARCA supports and participates in AACD certification, licensure and
accreditation activities and is a member organization of other national groups with
accreditation responsibilities in the rehabilitation field.

Information Services: A brochure describing ARCA membership benefits is available upon
request.. By spring, 1986, a brochure describing rehabilitation counseling will also be

available. A newsletter, the ARCA Ngws is pubhshcd 4-5 times pcr year. It contains ti mcly
information on legisiation, organization activities, professional developments, and items
rclcvant to thc rchablhtatlon of persons with disabilities. ARCA’s journal. The
[ -Bulletin, is_also published 4-5 times per year and contains maJor
profcssmnal artlclcs rclcvant to thc rchablhtatlon of pcrsons w1th dlsabllmcs Spcmal 1ssucs

Gompntcrs in the Rchabxhtanon Process" and. "Carccr and Lnfc Trimsmon Both the journal

and newsletter are received by members as a iﬁembcrshxp benefit. In 1986, a spccml
monograph will be published through the AACD press, containing the findings of ARCA’s
task groiips on such, current areas as 1ndcpcndcnt living, consumer inivolvemient, supporied
employment, transition, sensory impairments and others. A bibliography of doctoral
dissertations in rehabilitation is also available.

ARCr. provxdcs tcchmcal assxstance to any orgamzatnon conccrncd thh thc rchabxlxtatxon

of pcrsons wntb dxsabxlmcs Thc extent of such assistance depends on the specific request
and ARCA'’s abilities in that area.

American Society of Handlcapped Physicians (ASHP)
137 Main Street -

Grambling J.A,,,71245

(318) 247-3000

Handicapping Conditions Served: All handicaps.
Users Served: Phys:c:ans and alhcd health profcss:onals

The Orgamzanon This orgamzatxon was estabhshed by Spcncer B. Lewis, MD, a blind
physician, to assist the estimated 18,000 disabled physicians in the United States. Its goals
include: promoting unity, undc:stand;ng and camaraderie among,hand;cappcd phys:cnans
and their families; advocatiiig for political and legislative action in medicine, government,
and education; providing education and supportive services during the rehabiliiation process
of the disabled physician, and Eduéatihg society through media exposure regarding the

capabilities of handicapped persons in the medical field:

Membership in this organization has grown rapidly since it came intc being in 1982 and
includes physicians in 46 states and a number of foreign countries. All age groups, medical
specialties, and disabilities are represented.
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Information Services: The Society publishes a quarterly newsletter, Synapse, and holds
annual national conferences. Eventually this organization hopes to serve as a national
clearinghouse for information on the varied needs and concerns of handicapped medical
professionals, ASHP makes referrals in the areas of employment, medical education,
residency programs and hospital staff positions. Some information offered by the Society is
available on tape.

American Speech-Language-Hearing Association (ASHA)
108€1 Rockuville Pike

Rockville, MD 20852 =

(301) 897-5700 (Voice/ TDD)

Handicapping Conditions Served: Speech, language, and hearing disorders.

Users Served: Physicians, speech-language pathologists, audiologists.

The Organization: The American Speech-Language-Hearing Association (ASHA) is a

certifying body for professionals providing speech, language, and hearing therapy to the
public, and is an accrediting agency for college and university graduate school programs in

speech-language pathology and audiology, and for clinic and hospital programs which offer
such services: The Association conducts research in communication disorders and studies of
community needs for direct services.

Informations Services: Public information brochures about communication disorders and
roles of speech-language pathologists and audiologists are available from ASHA. ASHA has

extensive career information in the areas of possible employment; university training

on requirements. Lis pubiications include the journal of
Hearing Rescarch; Journal o” Speech and Hearing Disorders; Language, Speech and I
MM}M, Guide to Professiona h ge_Pathologyv-and
Audiology; and an ASHA Directory of membership. A

programs, and certification reg

iol . monthly magazine, ASHA, features
organizational news, announcements of meetings, job openings, and reSearch -reports.. Some
publications are free to members, but ail may be subscribed to or purchased by intercsted
persons. Fifty state affiliates provide information about clinical sérvices at the local level,

and some publish their own newsletters. ASHA sponsors conferences, short couises,

institutes, and workshops as part of its professional education program,

Meﬁ@én gpjﬁal Injury Association (ASIA)

250 East Superior Street
Ropm 619 S
Chicago, iL 60611

(312) 908-3425
H&ﬁ&iédpping Conditions Served: Spinal cord injury.
Users Served. Physicians, paraprofessionals.

The Organization: The American Spisal Injury Association (ASIA) is a corporation

organized for the following purposes: to augment ‘and encourage knowledge and
investigation of the causes, cure and prevention of spinal injury and related trauma: to
promote and exchange ideas betwéen professionals in the field of spinal injury management;

to support, coordinate and encourage basic research in the field of management of spinal
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injury and related trauma to dcvclop tcachmg and cdueatlonal material and prowdc

specnahzcd trammg for phys:cxans and all;ed health pcrsonncl in thc ‘management of spmai

prevention and proper management of spinal injury.

The Association sponsors an annual scientific/clinical meeting for physicians and other

health care professionals involved in spinal cord injury and its management. ASIA is

affiliated with the American Spinal Injury Foundation:

Informatxon Services: The Association publishes the ASIA B!JLLETIN thrcc tlmcs annually

ASIA mcmbcrs automatxcally rcccnve a subscrxpt..on w;th dues Other publlcatlons mclude

Ordermg mformatxon and a prxcc hst can be obtained from ASIA Taped procccdmgs (1c.

instructional courses) from the clinical meetings are available.

Assoetatjon for- Educatlon and Rehabllltatmn of
the Blind and Vlsually Impaired (AER)

207675[9&!1 Washington Street

Alexandria, VA 22314

(703) 836-6060

Users Served- Teachers and rehabilitation pmtessionais.

The Organization: The Association for Education and Rehabilitation of the Blind and

Visually Impiaired (AER) is a membership organization of teachers and rehabilitators who
work with blind and visually impaired children. AER establishes professional standards
and certifies teachers and teaching assistants working in the field. Special interest groups

of AER mcludc tcachcrs of thc multlhandlcappcd and dcaf blind chlldrcn orxcntatnon and

holds rcglonal mcctmgs to conduct educational workshops in thc spcc:ahzed fields.

Informational Services: The Association publishes an annual journal, a bimonthly ncwsletter
2nd a monthly job exchange n wsletter.

Assoaatlon for the Care of €h|ldren s Health (ACCH)
3015 WlsconsumAvenue. NW

Washington,. DC 20016

R et

Hand:capptng Conditions .S:érvéd: Disabilities resulting from chronic illness and/or requiring
hospitalization of children:

Users Served: Health professionals and students; parents; teachers:

The Orgamzatxon The Association for the Care of Children’s Hcalth (ACGH) s a
multidisciplinary organization dedicated to the psychosocial well-being of children and
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families in health care settings. Membership includes health professionals and students in
all disciplines as well as parents and teachers.

Information Services: ACCH publ cations; for which there is a charge, include titles on
chronically ill and hospitalized children. A newsletter, ACCH Network, reports on new
developments and activities of national and local organizations related to chronic illness in

children. ACCH also publishes a quarterly peer review journal, CHILDREN’S HEALTH
CARE.

Association of Medical Rehabilitation Directors and
:;Cﬁdi‘iﬁi‘iéﬁﬁrs; Inc. (AMRDC)

87 Elm Street. .~ "

Framingham, MA 01701

(617) 877-0517

Handicapping Conditions Served: All handicaps.

Users Served: Administrators and directors of rehabiiitation programs, agencies and

services,

The Organization: Members of the Association are physicians in rehabilitation medicine and

directors or coordinators of rehabilitation programs. The organization sets standards for
professional practice, and provides professional qcrtificatitjg;tg qualifying members. It

offers continuing education courses in rehabilitation management in conjunction with its
annual meeting, and it provides a job placement service for members. Eight regional

divisions have been established to provide representation of the membership within the

Executive Board and to sponsor regional meetings and activities.

Information Services: Information about professional certification and university programs
in rehabilitation: management is available from the Association.  AMRDC publishes an
annual membership directory and a quarterly newsletter, which covers Association activities,

reviews publications relevant to. the field, and includes articles on rehabilitation

administration/management and activities in the field: Also available is the Education an
>tandards Manual which covers position requirements, suggested educational requirements
and professional activities.

Association of Mental Health Administrators (AMHA)
Suite1103 W-- -

840 _N: Lake Shore Drive

Chicago, 1L 60611

(312) 943-2751

Handicapping Conditions Served.: Mental and emotional disorders and developmental
disabilities:

Users Served: Administrators, health services.

The Organization: Th ociation of Mental Health Administrators (AMHA) is a
professional association . ‘dministrators of agencies and programs serving emotionally
disturbed, mentally ill, m: ‘v retarded, and developmentally disabled individuals, as well
1s those with problems of "ol and substance ab@q g‘ﬁé major goals of AMHA are to
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promote exééiieﬁcé in édmihiqtrétive practicc to fostcr the p'rofcssio'n'ai growth of its
mental hc,alth,admmnstratxon,hThc Association confers the Certificate of Certified Mcntal
Health Administrator to qualified active members. The certification process includes both a
written and oral review and covers various components; including competency-based

assessments; continuing education and professional development:

Information Services: A three-day annual meeting and educational conference is held every
fall chxstratxon is open to mcmbcrs and non- mcmbcrs Thc AMHAM%&H N&leetter

cmplg_jmcnt mformatxon The ]
spring and fall; publishes articles op.new. dcvclopmcnts mnovatxons and trcnds in the field

of mental health managcmcnt Brochures about thc Association and certification criteria
are availatle. There is a nominal charge for services and putlications.

Associﬁifiiori of Re a ilitation Nurses (ARN)

Handicapping Conditions Served: All disabilities.
Users Served: Nuises, other intérested hzalth care professionals.

The Oigdﬁizatiori*' The Association of Rchabxhtatxon Nurses (ARN) was foundcd to advancc

the quality of rehabilitation nursmg service throughout the commumty Through the

natnonal offncc and 38 statc chapters the ARN offers educatlonal opps rtun1t1cs to promote
an awareness of and interest in rehabilitation nursing and to improve the expertise of
personnel at all levels. The Association also facilitates the exchang= of ideas in
rehabilitation programs. Educational opportunities are provided through a variety of
programs including: an annual national educational conference, a certification program,
regional educational seminars; a self-study prog am and publications of the Rehabilitation
Nursing Institute; the education and research foundation of ARN.

Undcr thc Certxfxcd Rchabxhtatxon Regxstered Nurse (CRRN) program, an examination is
offercd once ycarly and ccrtiflcatxon 1s good for f:ve years. Rccert:f:catxon .s by

Information Services: The ARN has brochures available on membership, the certification

program, education programs, and the self-study programs:. The ARN News, a bimonthly

riewsletter pnmanly sent to members only, contains ncws about orgamzat;onal activities.

g; abxma; Qn Nursmg a bxmonthly Journal contams profcss:onal manuscrlpts

Othcr publxcatlons avaxlablc mcludc a b;bhography on rchabxhtatlon nursmg and a core
curriculum coverirg rehabilitation nursing concepts. A self-study program on rehabilitation

nursing topics consists_of a study guide and cassette tapes and serves as both a learning tool

and prcparatlon gulrde for the certification examination. A merhbershxp fec mcludcs

subscr:ptnons to the ncwslctter and the journal, and members are entitled to reduced prices
on most materials and programs.
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Association onHandicaJ)ped ‘Student Service Programs

—_in Post-Secondary Education (AHSSPPE)

P.0. Box 21102 .~

Columbus, OH. 43221

(614) 488-4972

Handicappiig Conditions Serves: All Héﬁaiééﬁé.

Users Served: Pééf-Eéééhdﬁfy education personnel.

The Organization: The Association on Handicapped Studeﬁt :Sré’r}iiéé: Programs in Post-
Secondary Education (AHSSPPE) provides a vehicle to strengthen the professiona'ism,
expertise, and competence of personnel working with post-secondary handicapped students.
The Association has members throughout the US. and Canada representing residential and

non-residential campuses; two and four year institutions. Theé Association sponsors a
national conference each year.

Information Services: AHSSPPE publishes a newsletter: the ALERT, an annotated
bibliography, proceedings from its national conferences and a quarteriy bulletin, AHSSPPE.
An Employment Exchange is also available io members. Telephone inquiries should be
directed to Dr. Jane Jarrow, Executive Director.

Better Hearing Institute (BHI)
Box1840
Washmitoni DC 20013
(703) 642-0580

Handicapping Conditions Served: Hearing impairments.
Users Served: Hearing-impaired persons, friends and family of hearing-impaired persons.

The Organization: The Better Hearing Institute (BHI) serves hearing-impaired persons
through public information and public service programs, informing them about hearing loss
and readily available medical; surgical, hearing aid, and rehabilitation assistance.

Informaiion Services: BHI produces an extensive series of public service announcements on
radio, TV and in magazines, which often fo-tiire various cclebrities with corrected hearing
handicaps. The Institute also produces booklets; articies, and audio-visual presentations on
hearing loss and what to do about it, which BHI sells to community organizations. Audic-
visuals include "Listen Up With Norm Crosby,” a 17-minute film on noise and hearing
conservation, and three slide/cassette programs: "You and Your Hearing." for general
audiences; "Silence is Lonely," targcted to the special needs of the senior citizen; and "We
Overcame Hearing Loss;," narrated by comedian Norm Crosby. (All four programs are also
available on video). Printed materials on hearing loss; including noise-induced hearing loss,
are also available from BHIL. There is a charge for printed and audio-visual materials.

A Hearing HelpLine, (800) 424-8576; provides assistance to consumers in handling questions,
suggestions and complaints about hearing loss, hearing aids, and hearing help services. BHI
has national listings of hearing clinics, otolaryngologiste, and certified hearing aid
dispensers. Information from Hearing HelpLine is free.
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Cemmlssmn on Accreditation of Rehabilitation
Facilities (CARF)
2590 Ner}:h antano Read
Tucson;- A 715

Z-85
(602) 886-8575
Handicapping Conditions Served: All handicaps.

Useérs Served: Medical, vocational and psychosocial professionals, disabled peérsons, parénts,
teachers.

The Orgamzatmn The Commmxon on Accrcdxtatnon of Rchabxhtatlon Facilities (CARF) is

the recognized accreditation au‘ho“ty for orgamzations serving peoplc with physwal and
developmental disabilities. The Commission has established standards for and accredits

organizations that provide the follow:ng programs: comprehensive 17npat1cnt,rchabnhtatnon,
spinal cord injury-programs; chronic pain management programs, brain injury programs,
outpatient medical rehabilitation, infant and early childhood_developmental programs,
vocational evaluation, work adjustment, occupational skill traxnxng, job placement, work

servxccs programs in 1ndustry, actnvnty services, residentiai services; 1ndcpendcnt living

programs, psychosocial programs and alcoholism and drug abuse treatment programs.

- sa 'H{f . The Comm1551on publishes separate
pamphlets and booklets on program evaluation for specific facilities: hospital based
facilities, vocational rehabilitation centers; work activity ccntcrs and outpatient

rehabilitation facilities. A list of accredited facilities is available upon request.

814 Thayéi- Aven u' e
Silver Spring,-MD 2091(‘
T301) 55563

ﬁahdicapping Conditions Served: Deafness, nearing impairments, and deaf-blindness.
Users Served: Educational administrators serving deaf persons:

The Orgamzatton Thc Conference of Educatxonal Admxnxstrators Scrvmg the Deaf (CEASD)
was founded to promote effective management ot schools, programs, and agencies providing
services to thc deaf. Its standing committees have developed position papers on topics
rclatcd to thc admlnlstratlon o" clcmcntary, sccondary, postsccondary and rcs:dcntlal

topxcs C"ASD cvaiuatcs and accrcdxts elcmcntary and sccondary school programs, and

certifier individuais who work in residential settings:

Information Services: The CEASD selects, reviews and evaluates captioned educational films.
Actiual distribution of captioned educational films and captioned general entertainment
films is handled through Modern Talking Picture Service (See separate entry).
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The Conference and the Convention of American Instructors of the Deaf jointly publish the
American Annals of the Deaf, which includes a variety of articles relevant to the deaf and
to professionals working with the deaf. Each April issue of the annals is a Directory of
Programs and Services for the Deaf in the United States, listing local education and
rehabilitative services for the deaf, including the deaf-blind, in the U.S. and Canada.
CEASD publishes the procéedings of its annual conference and copies of its administrative
position papers. Members receive a newsletter. An extensive materials list of pamphlets and
reprints from the Annals is available from the Conference.

Congress of Organizations of the Physically
- :Handiga,ppedg(jac'?OPH)

16630 Beverlfr Avenue

Tinley Park, IL

(312) 532-3566

Handicapping Conditions Served: All physical handicaps.
Users Served: Organizations of the physically hardicapped.

The Organization: The éﬁﬁ’éiéfs}é of Organizations of the Physically Handicapped is an

umbrella organization for about 50 organizations and associations of the physically

handicapped. It serves. these organizations by coordinating the joint activities of member
organizations, and by representing the legislative objectives of member organizations at the
national and state levels. COPH does not provide any direct services to handicapped
individuals nor does it have information on scholarships and sther concerns.

Information Services: COPH publishes a quarterly newspaper, the COPH Bulletin, with

,,,,,

information on developments in rehabilitation research and on state and local legislation
affecting the physically handicapped.

Convention of American Instructers of the Deaf (CAID)
P.O. Box 2605 -

cnlumbl,a,’ M,D,L 21045 - —Zo L

(301) 596-6722 (Voice and TDD)

Handicapping Conditions Served: Deafness, hearing impairments, and deaf-blindness.

Users Served: Professionals working with deaf persons.

The Organization: Members of the Convention of American Insiructors of the Deaf (CAID)
.nclude teachers and support persoanel working in a variety of educational settings.
Through biennial conferences and regional workshops, CAID promotes the exchange of

nformation among professionals. Topics for workshops range from diagnostic tools to sex
:ducation to psycholinguistics. Through its membership in the Council of Education of the
deaf, CAID helps to formulate standards of professional certification and accreditation of
‘ducational programs.
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Information Services: CAID and the Confcrcnce of Educatlonal Admmnstrators Sernng the
Deaf, (see Sepatate entry), jointly publish the : t
variety of articles relevant to the dcaf and to profcssmnals workmg with the dcaf Each
Apnl issue of thc Annals isa 1 of Pro and rv s for the D af in th

chrmts from the Anngls and a materxals llst

contaxmng pamphlets of mtercst to teachcrs students, and parents arc avaxlablc from CAlD

The organization pubhshes a ncwslettcr for members, The-Advoca
Deaf, and proceedings from its conferences.

Caunell &f State Admlmstrators of Vocatlonal
_Rehabilitation %CSA R

1955 Thomas Je ferson Street, NW

Suite 401

Washington, DC 20007

(202) 638-4632

Handicapping Conditions Served: All handicaps.

Users Served: State rechabilitation agency directors.

The Orgamzanon The Council of State Admmlstrators of Vocational Rehabxhtatxon
(CSAVR) is composed of the chief administrators of rehabilitation agencies in the states, the
District of Columbia, and the U.S. territories. These agencies serve physically and mentally

handicapped porsons and are the state partners in the Federal-state program of vocational

rehabilitation services provided under the Rehabilitation Act of 1973. In addition to
providing a forum for discussion of relevant issues to its member administrators, the
Council serves as an advxsory bndy to the Rehabilitation Services Adninistration and the
National Rehabilitation Association.

Information Services: CSAVR provides information to mermber agencies and to Federal
agencies in coordinating rehabilitation services: It publishes a newsletter, CSAVR
MEMORANDUM,; which is issued on an as-needed bas:s CSAVR also provides technical
ass:stancc to its members through its twelve standing committees. Information can be
prov:ided in braille; when needed.

Council on Rehabilitation Education, Inc. (CORE)
185 North Wab rsh

Room 6 7 e

(.hlcagf 601

(312) 346-6027

Handicapping Conditions Served: All disabilities.

Users Serv:d: Disabled persons; parents, teachers, heaith care professionals, educators,
postsecondary institutional officers.

CORE s accreditation process promotes self - 1mpr0vement rather than outside censure. A
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furthcr purpose of the accredrtatlon process is to meet the manpower needs of both 'mvatr*

and public rehabilitation agencies by providing graduates who have been equipped with ihe
skills and knowledge aecessary to help decrease dependence among persons with disabilities:
CGRE is involved in the development of standards for Rehabilitation Counselor Educatron
(RCE) programs, the evaluation of compliance with established standards for RCE programs
and consultation for program development,

LORE’s mcmbcrshnp 18 composed of persons appomted from .:ve sponsorxng orgamzatrons
They are: American Rehabilitation Counseling Association (ARCA), National Réhabilitation
Counseling Association (NRCA), National Association of Rehabilitation Facilities (NARF),
National Council on Rehabilitation Education (NCRE) and the Council of State

Administrators of Vocational Rehabilitation (CSAVR).

fizfdriﬁaiioii Services: Annual pubhcatrons 1nclude a brochure listing the recognized master’s

degree programs in rehabilitation counselor education and a fact sheet which includes
current membershrp and planned actrvmes fOr the current year Also available is the

Accreditation grams (1979 and 1983
editions). CORE offers limited distribution of bibliographies on information related to

accreditation and/or rehabilitation counselor education program development. Sta:istical

data based on r:sponses to individual quest:onna:rcs from all RCE programs since 1979 is
available. The questionnaire respondent groups include faculty/students, graduates, and
employers/supervisors. Distribution of statistical data must be authorized by the CORE

research committee.

There is a nominal charge for materials to cover reproduction costs.

oundation for Science and the Handic apped Inc. (FSH)
54 Juliet Court -~

ar endon Hjlls. IL 60514

(312) 323-4181

Hdridicapping Conditions Served: All handi :aps.

l-lw'ﬂ!‘

"‘Q

The Orgamzatzonc Tﬁe Foundatlon for Scrence ano thc Handrcapped was establlshed in l977

by a group of disabled scientists, The _Foundation secks to imprave. the. quah*y and

ascessibility of the educational system for handlcapped individnats; especially in the various

areas of science. Major goals are to-biiild 2 network that “will support handicapped scientists
throughout their lives, and involve Foundation members in advisory committees in academic

institutions, government and industry: The Foundation works closely with the American

Association for the Advancement of Science.

infmmatwn Servrces FSH acts as a clearrnghouse for 1nformatron on scrence cducatron

technology and careers for handlcapped persons. The Foundatian publishes a newsletter six

to eight times per yeai; reporting on varied news items of interest to disabled scientists and
students. Free to members it is also available on tape. A book ABLE SCIENTIS] TS -

DISABLED PERSONS: raphica by S. Phyllis Stearner, Ph.D. is also availablz
through the Foundation. It describes the lives and achievements of 27 disabied scieutists

and students of science who are overcoming obstacles imposed by their disabilities and are

carrying on careers and studies in their chosen fields. The book serves as an inspiration to

disabled students and their parents, teachers and counselors. The Foundatlon a!so rnarntams
the Student Grant Program, through which $1,000 grants (three in 1985) are awarded to
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physically disabled studsnts accepted by or attending a college, university, graduate or
professional schooi, majoring - in an area-of science, mathematics, medicine or engineering.
Information about 7aembership and services can be obtained by writing the Foundation at
the above address.

Senm:es
P.O Box 2 8 ERE
McLean, VA 22101
(703) 237-9385

Handicapping Conditions Served: Psychiatric disabilities.
Users Served: Fac:lmes and professionals scrvmg psychiatrically disabled persons.

The Orgamzatton This b’r"gani,zatibn was established in 1975 in response to jtjc’re;asi;né
recognition of the need to upgrade community-oriented services for the psychiatrically
aiEélé{éd AS the community mental health center movement has gat}iéiéd increased

momentum, the importance of insuring _adequate psychosocial rehabilitation services has

assumed greater priority among planncrs, administrators; and service prov:ders The

orgamzatmn undertakes to establish improved communications among all levels of personnel
active in this field.

IAPSRS assists agcnc:cs and practmoncrs in program dcvclopmcnt cvaluatlon and follow-
up, staff utilization and training, management and admirnistration, and in pro:moting
understanding of the special needs of the psychiatrically disabled. Membership in the
IAPSRS is open to facilities which offer _vocational, residential;. soc;al/rccrcanonal and/or

educational services to disabled adults, and to prcfessionals working in this area:

Infbr'maﬁo'ri S'e'rvie'es Membcrshxp in thc IAPSRS mcludcs a free subscription to its
g n_-ai, current legislative updates, and

fthniLéﬁi:l Vlsgally Handlcappéd
15 West 65th Street
9th Floor
w -York; NY. 10023
(212) A96-5880

Handicapping Conditions Served: Blindness and visual impairments;
Users Served: Facilities and agencies that serve blind individuals.

The Organization; The National Accreditation Council for Agencies Sérving thc Blind and
Vizually Handicapped (NAC)cstabhshcs -and maintains accreditation standards for agencies

and schools that specialize in serving blind children and adults. The Council accredits

organizations that meet its standards and reviews services and management periodically to
assure continued worthiness for accredited status.
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Information Services: NAC provides information about its standards which is putiished in

the form of self-study and evaluation guides. They encompass the following subjects:
governing structure_and function, perSonnel administration and volunteer service,
accounting, physical facilities, public -elations and fund raising; orientation and mobility,
social work and recreation, rehabilitation centers; vocational services, workshops, prodiction

of -reading materials, low vision services and education services of schools for the blind.
Print copies may be purchased from NAC; braille and recorded copies are available from

the Library of Congress. Free periodicals are: The Standard-Bearer (includes a semiannual
list of accredited members and an anrual list of sponsors and supporters) and the Annual
Report. Periodicals are available in print and on cassette.

National Association for Music Therapy (NAMT)
505 Eleventh Street, SE

WashmitonFBC 20003

(202) 543-6864

Handicapping Conditionis Served: Ali disabilities.
Users Served: Music therapists, students; health professionals, personnl at facilities,

The Organization: The National Association for Music Therapy (NAMT) promotes the

development of music as therapy by: (1) approving university curricula for music therapy
programs; (2) approving clinical facilities for training music therapists; (3) - certifying and
registering professional music therapists; and {%) providing technical assistance to

rescarchers in the field of music therapy: The Association haz eight regional chapters.

Information Services: Free publications of NAMT include brochures about music therapy as

a:carcer; a yearly guide to conferences and workskops across the country, and an audio-

visual catalog. Other publications of the Association, such as Therapy Clinical
Ira‘ning Facilities Handbook, Music in-  Music Therapy: 4 Behavioral Guide for

ospital Musig, are sold. A quarterly journal that

.
ns and theoretical papers pertaining to music therapy

contains reports of original investigatio

is free to members; subscriptions are sold to nonmemkters. A bimonthly newsietter contains
information on conferences, government relations news, basic music therapy information.
and other_items of interest. Additional membership matérials may also be purchased by
nonmembers. Disabled inquirers are referred to music therapists or to facilities which

employ music therapists. Referral services for Job placements, internship sites, and colleges
and universities are available to members and students.

National Association of Activity Therapy and

. Rehabilitation Programs (NAATRP }
Nancy M. Schildgen, Membership Chairperson
Director, Activities. Therapy

Glen Eden Hozpital

6902 ChicaFo oad
Warren, M|--48902- - -
(313) 264-8875 X112

Handicapping Conditions Served: Primarily mental retardation and mental iliness,




Users Served‘ Therapxsts (occupatlonal recreatxonal music, dance, etc.), rehabilitation and

education specialists:

fi’i’efﬁrg nization: Thc Natxonal Assocmtxon of Actnvxty Thcréti'y and Rchablhtatlon
Programs is an Q’ggam,za,txo,n, for professionals involved in occupational, recreational; music,
dance; and similar therapies, and rehabilitation, educational and reiated fields. The

Association holds an annual meeting. Its regional divisions offer other meetings and
activities:

Informanon Servxces The Assocmtxon publnshes an informal newsletter for members ten

ational Association of Physsc al Therapists, Inc. (NAPT)
0. Box 367 - -

West Covina, CA 91793

(818) 332-7755

Handicapping Conditions Served: All physica! handicaps.
Users Served: Physical therapists, aliied heaith personnel.

The Orgamzatmn‘ Thxs profcssxonal assocmtnon of physwal thcrapxsts ccrtxfxes quahfxcatlons
of members, establishes educational and training standards, accredits professional education
programs, and conducts rcgnonal and state symposxa and educational programs

Informatwn Services: The Assocmtxon disseminaies. mformatlom on schools. whxch offcr

physical therapy programs and availability of products; and refers inquirers to other

organizations. A booklet on NAPT, which contains basic information on physical therapy, is

avallable at no charge In addmon NAPT dnssemmat?s mformatxon to disabled persons all
over the world on products and scrvices. The EAPL&ﬂ nal is the cfficial publication of
the organization and is published bimonthly.

National Association of Pr 1"'éié£e51dé’ritsal Facilities for
~the Mentally Retarded (NAPRFMR)
6269 Eeesburg Pike

Suite B-5 -
Falls Church, VA 220&&
(703) 536-3311

Handicapping Conditions Served: Mental retardation, cerebral palsy; autism, epilepsy, and

other developmental disabilities:

Users Served: Providers of private residential services, parents, profcsswnals

The Orgamzatmn Thc Natnonal Assoc:atlon of anatc Rcsxdentxal Facnlmcs for the

Mentally Retarded (NAPRFMR) was founded in 1970 to improve the quality of life for

develcpmentally . dxsablcdrpcr;sons and their families by coordinating the efforts of providers

of prlvate rcsxdentlal services. Active mcmbcrshxp is open to any state or Iocally approved
fac:hty or- home serving pnmarxly dcvclopmcntally dxsablcd persons. Assocxatc membership
1§ avaxlablc to any interested person, organization, or facility not qualifying for active
membership.
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The Association offers comprehensive insurance protection for member Facilities.

Information Services: NAPRFMR condicts conferences and studies; and issues bulletins and
a monthly nevwsletter; LINKS; to keep its members informed of current legislation and
regulations; safety and access standards, funding sources, social security benefits, the rights
of disabled persons. an4 their parents, staff development techniques,-and topics of current
interest. The newsletter is free to members; subscriptions are available to nonmembers for

a charge: A Directory of Members, which lists facilities by state, may be purchased.

NAPRFMR responds to inquiries from members-and the public. Information is strong in the
areas of placement for developmentally disabled persons and government activities of
interest to private operators of residential facilities.

National Association of Private Schools for
- _Exceptional Children (NAPSEC)

2021 K Street, NW

Suite315

Washington, DC 20096

(202) 296-1800

Handicapping Conditions Served: All disabilities.
Users Served: Administrators of private special education schools, parents, professionals.

The Organization: The National Association of Private Schools for Exceptional Children

{NAPSEC) was founded in 1971 by a grovp of private special educators. It provides a
national voice for private facilities regarding policies and programs affecting exceptional

students and .is dedicated to encouraging cooperation among educational facilities serving
exceptional students. NAPSEC makes known to parents and to public and private referrval
sources the services of each of its member schools, so that all may work toward the best
match of students and programs:

Membership in NAPSEC is divided into two categories, regular and affiliate. Regular
membership is_ open to private facilities serving exceptional children . in . an

educational/therapeutic setting; affiliation is open to organizations, agencies or individuals

concerned with private special education but not eligible for regular membership:

Information Services: NAPSEC provides a free referral service to member schools serving all

categories of exceptionality and located throughout the country. A Dire: f
Membership includes type of school, services offered, and populaticn served. THE NAPSEC
VOICE is a newsletter published three times per year which includes informaticn on
national issues and updates on NAPSEC activities. NAPSEC also publishes Newsbrie's. an

in-house publication focusing on member school events, programs and activities. The
National Issues Service provides up-to-the minute briefings on major issues affecting the
private special education community:




National Association of Rehabilitation Facilities (NARF)
P.O..Box 17 61&

Washington, DC 20041

(703) 556-8848

Handicapping Conditions Served: All handicaps.
Users Served: Rehabilitation facilities and professionals:

The Orgamzauon The Natvcnal Assoc:atron of Rehabrlrtatron Fac:lrtres (NARF) was formed
Sheltered Workshops and Homebound Programs Its membershrp 15 made up ol‘ xnsututrons
and individuals that offer rehabilitation services. The purpose of the AssSociation is to
stréngthen- rehabilitation-services to handicapped persons by representing the interests of
these services to the Federal government, and by providing field services and technical
assistance to members. State chapters work to improve facilities at the state and local levels,

through various representative committees (e.8;; committees on vocational facilities; rnedrcal

facilities; and developmental centers).

Information Services: NARF has information about Federal legislation affecting

rehabilitation facilities Although the Natlonal Assocratron refers handlcapped persons to
local bstrngs NARF tramrng semmars are helfl in various locations at all times of the year
on subjects related to the management and operation of rehabrlltatron fac:lmes NARF

publrshes penodrcals bulletins;, and newsletters for rehabrlrtatron service administrators,
including funding information for rehabiiitation programs and the Rehabilitation Review, a
weekly analysis of issues for rehabilitation facility professionals. Sample ccpies are
provided free.

Natuonﬁaﬁlﬁﬂssouauomof
i Educattpnﬁ(NASDSE)
2021 K Street, NW
Suite 315

Washington, DC 20006
(202) 296-1800

Handicapping Conditions Served: All handicaps.

ln\\

’ ﬁl ectors of Specna!

Users Served: State Directors of Special Education and other persons interested in special
education.

The Org&miauon The National Association of State Directors of Spccxal Educat:on

(NASDSE) is a nonprofit association representing personnel from state education agencics
who have legal responsibility for the administration and supervision of special education
programs in public schools.

Informauon Aervrces NASDQE has developed numerous products 1nterpret1ng Sectlon 504 of

Act‘, Pubhcatmns geared to educatron admrnmtra:ors cover management trarnrng,

legislation, and implementation of legislation. Materials for teachers and administrators on
Individualized Education Plans (IEP’s) and due process are also for sale. NASDSE also
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disabled persons and its impact on statc agcncv programs activities of Spccml Educauon
Programs u.S. Dcpartmcnt of Educatron, such as grant and contract announcements and
rcgulatron.,, and cxcmplary in-service training programs in special education:

In addrtron, NASDSE. o;fcrs Spccralth an ..lcctromc marlbox service available to anyone

who has access io.a _computer terminal or mrcrocomputer SpecialNet subscribers are able to

communicate with a rnationwide network of educators, resource organizations; advocacy

groups, parents, and others interested in special cducatron and can send and receive

mformatron to improve programs and profcss:onal skills. Spccralth, also stores bulletin

boards containing information on a varrcty of special education topics. NASDSE has also

develsped RehabNet, a-similar service in the area of rehabilitation. There are subscription
and access charges for SpecialNet and RehabNet.

National Association of St
nc.

ate i&ﬂental Retardatlon
(NASMRPD)

- -Program Directors, Ir
113 Cronoco Street
Alexandria, VA 22314

(703) 683-4202
Handicapping Conditions Served: Mental retardation and developmental disabilities.
Users Served Service providers, state MR/DD directors and staffs, lcgrslators and staffs

The Orgamzatmn The orgamzatron 5 mcmbcrshrp consisis of 53 state/tcrrrtorral mcntal

retardation {MR) program-directors: NASMRPD facilitates the exchange of information

among members on effect’ve methods of providing care and treatment for the mentally

retarded; and it represents the views of its members before Congress and Federal agcnucs

Informatzon Services: NASMRPD collccts mformatron about avaxlablc -sérvices and: inodel
service programs for mentally retarded and developmentally disabled {(DD) persons in each

state. Areas of information include but are not limited to cducation, empioyment programs,

public and private residential and day programs, foster care, early diagnosis and screening

programs, recreation, and staff training programs:. NASMRPD has Federal and state

legislative information in_all areas affecting the MR field, mcludmg health, educatioi,

welfare, Social Security, housing, employment, and transportation issues. _Anyone may

request 1riformatron, but because of staff limitations, priority is given to members’ _requests.

The Association publishes two monthly newsletters, one focusing on innovative programs

throughout the country, New Directions: the other on Federal lcgrslatrve and administrative
developments -affecting the mentally retarded, Capi LQL_Qa_p_sL: It also. publrshes specral
reports analyzing legislation 2nd other issues related to the MR/DD populat:cn In addrtmn

NASMRPD publishes a periodic series cf reports called the F

Federal lchslatxve, admmrstratne and dexcral issues and actrvmcs of interest to State

MR/DD officials and service prOV1dcrs ‘National and rggrona! meetings; featuring seminars
on specific service-need categories, are held primarily for directors and staff of state MR

programs; but anyone may attend. - The Association operates an electronic communication

network (currently for members only) which carries announcements of interest to MR/DD
directors and staffs.




Natlonal Association: of Vocatmnal Educatlon Specnal

Needs Personnel (NAVESNP
B{o Dr. David Kingsbury
ridgeman Ha
Bemidji Stjté Umyersuy
Bgmtd 660
18] 15522049

Handicapving Conditions Served: All handlcaps.

Dser.s Served: Spcc:al nccds pcrsonncl vocational counsclors vocatxonal educatxon and
special education teachers.

The Organization: Thc Nanonal Assoc:atlon of Vocatlonal Edu?"atxon opccml Nr‘cds
Fersonnel (NAVESNP) is a membership segment of the American Vocational Association
AVA) dcvctcd to personnci working with handicapped and disadvantaged youth. Members
include spccxal needs personnel, vocat:onal counselors; and vocational education and spccxal

cducatxon teachcrs workih'g at the. sccondary and postsccondary .cvcls NAVESNP ‘attempts

{nformatmn Servzcer NAVESNP pubhshes a. profcss:onal Journal and a- ncwslcttcr

(containing information on meetings, tips for teachers, and Federal lcgnslatlon) three times a
year; a directory of teachers; and other publications which reldte to vocational cducation
and handxcappcd youth

NAVESNP holds rcglonal workshops throughout thc ycar Toplcs range from jobs and

careers for the hand;cappcd to teaching vocational reading and mathematics. While these

workshops are mainiy for professional education, parents of handicapped children are

welcome to attend.

Natlorial Councal fOf Thera%and Rehabllntatlon
Through Horticulture (N
9220 Jﬁhtman Road

Suit=2
Gait uersbur ‘MD 20879
(301) 948-3010

iizzmiéeapbi;;g Conditions Served: #l handicaps:

Users Served: Horticultural therapists and oihcr proi‘essionais

e

The Organization:-

Horticulture (NCTRH) acts as a consultant to institutions mtﬂrcstcd in cstabhshmg

horticultural therapy programs. It also rchstcrs professional horticultural therapists and

sponsors regional professional workshops in conjunction with its nine regional chapters and
with university programs. NCTRH operates a job bank for members and non-members.

NI
e
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Information Services: Information is available on careers in horticultural therapy. Special

publication: are printed periodically tc offer a means of continuing education 1o

professionals on such topics as innovative programs and funding sources. NCTRH has
bibliographic and audio-visual materials for -persons to use in the field or o start a

program. It also maintains a speakers® bureau. Membeérs receive a monthly newsletter.,

National Council on Communicative Discrders {NCCD)
10801 Rockville Pike-

Rockville, MD 20852

(301) 493-2914

Handicapping Conditicns Served: Deafness and hearing impairments, speech and language
disorders.

The Organization: The National Council on Communicative Disorders (NCCD) is a council

of 22 national organizations representing persons with communication handicaps. The
Council provides information to Congress, government agencies; and the public on issues

relating to communicative disorders and secks to encourage research in speech, language and
hearing.- One of the goals of the organization is to foster closer liaison with the private

sector by recognizing individuals and/or corporations whose efforts bemefit
communicatively handicapped persons. To this end, the NCCD sponsors an annual awards
banquet and seminar:

Information Services: The National Council op ¢ ommunicative Disorders Newsletter

highlights current developments in the communicative disorders field, including analysis of

pertinent Federal legislation, judicial actions, reimbursement policies, organizational news

and other items of interest. Materials and services are free to member organizations; there
i5 2 nominal chargé to others.

National Education Association (NEA)
1201 16th Street, NW

Washington, DC 20036

(202) 833-40060

Handicapping Conditions Served: The NEA does not focus on information rélating to

handicaps. Information on P.L. 94-142 does; howcver, fall within ifs scope:
User: Served: Teachers.

The Organization: The NEA is a professional organization of elementary and secondary
scheol teachers, administrators, and higher education faculty.

Information Service;: The NEA infoims its members about P.L. 94-142 and _its implications
for them and their students and gathers teacher testimony about the effects of the law,
Members may obtain A Teacher’s Reference Guide to P.L, 94-142 and information on
training programs to help regular education teachers integrate handicapped students with
non-handicapped students:
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Nort broc
(312) 5643- 1552

Handicapping Conditions Served: Blindness and visual impairments.

Users Served.: Ophthalmologxsts optncnans and sther eyc care profcssw'xa.s general pubhc

The Orgamzatton T.;, Natxonal Eye Reésézrch Foundat on is a mc'nbcrshlp orgamzatxon for

ophthalmologists, opticians, and_other professional and lay people interested in the eye care

field.. With the objective of improving eye care for the general public, it sponsors rescarch

pro_;ccts in the field of optometry, and disseminates research information on practical

innovations and techmques to professmnals Dissemination is through international,
national, and regiona! meetings, and through public service announcements.

Information Servtces For lay 1nqu1rcrs, NERF prov:dcs free brachures dcflmng spccmhsts

within the eye care profession and defining certain eye disorders, such as glaucoma,

hyperopia, and myopia. The crganization makes referrals to local eye specialists. NERF’s

bimonthly research journal on contact lenses, Contacto, is availabie to members oily.

Néfmnal Hefri o Aid Soc:ety

8

T}ié Orgamzniwn The_ Natlonal Hcarmg Ald Socxety cstablnshes training and s.thncal

standards for professionals who test hearmg, and {it and sell hearing aids. Its certification

process outlines the educatlonal cxperience, ar\d cthlcal requirements needed to become a
Certified Hearing Aid Audiologist. The Socciety offers an independent, self-paced study
course- in hearing aid audiology. Othcr training cecurses are reviewed by the orgamzat:on
for suitability of course content. The Society aces as an intermadiary between consumers

and hearing aid specialists when consumers have problems with hearirg aid transactions:

1nf0rmatzon Servtces A Hearmg A:d Helphne (800) 521- 5”47 has hecn Cbtabllath for
consumers to receive basic information on hearing aid care and maintenance or assistance in
rcsolvmg heaimg aid transaction problcms A frqc consumer packet includes a directory of
certified menibers and & Better Business Biurcau booklet, Facts about Hearing Aids. Other
general information pamphlets-about hearing loss and hearing aids are available to the
consumer._For the hearing health professional, the Society publishes a_quarterly educational

and research journal; a directory of members; and several pamphlets about standards of

ethics; certification; and technical information: The national Society and its 50 chapters
sponsor educational workshops for professionals on subjects such as fitting techniques,
acoustics, hearing testing, and ear molds. The Society makes referrais to hearing aid
specialists, support groups for hearing-impaired people, and other information sources, and
provides information on assistive devices and manufacturers.
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National HomeCaring Council
67 Irving Place - -

New York, NY-- 10003

(212) 674-4990

Handicapping Conditions Served: All handicaps:

Users Served: Disabled persons and taeir families, homemaksr-home health aide agencies
and personnel;

The Grganization: The goal of the National Council is to bring homemaker-homs health aide
services to families whose homes have been disrupted by illness; disability, ana emotional

and other problems. -In all sections of the nation, in-the-home services are needed o help
individuals and famiiies in all economic brackets: To make these services available, the
Council evaluates iocal agencies for accreditation, and encourages the formation of new
services through a Federal and state advocacy project. it prevides technical assistance to
new agencies; and offers training workshops at the state and locai level to administrators,

supervisers, and aides.

Information Services: The Council has an ex:ensive publications list of print and audio-

visual materials relevant to the censumer needing homemaker-health aide services and the
professional delivering those services.. The organization’s professional inateiials are
particularly strong in the arcas of establishing programs, training professionals, and
providing services to_particular populations (e.g., the elderly, children; mentally retarded.
terminally ill, high risk infants, etc.). In 1981 two publications in the developmental
disabilities area were produced: A Better Answer; Homema ci-Home Health Aide Services

for the Person with Devel isabilities and Family: A Manual for Instructors and A
. er. homemaker-Home Health Aide Services for the Person with Developmental

Disabilitie fandbook for the Aide. Accompanying guidelines for the use of
these two texfs aré also availahle;

The Council prepares two service directories: one, a comprehensive list of services in the
U:S.; Puerto Rico; and the Virgin Islands; and the second, a list of those services which are

accredited by the Council. In addition, the Couricil operates a lending library, free to
member agencies but with a nominal charge to nonmembers.

National Rehabilitation Association (NRA)
633 S. Washington Street
Alexandria, VA 22314

(703) 836-0850

" Handicapping Conditions Served: All handicaps.

Users Served: Rehabilitation professionals and consumers.

The Organization: The National Rehabilitation Association (NRA) was founded in 1925 25 a

membership organization for professionals and others interested in the advancement of
rehabilitation services to all persons with disabilities. NRA’s activities include: advocacy for
state and Federal legislation; professional development through regular meetings and
workshops; training sessioas for continuing education credits, and publications; and piiblic
education via print and electronic media. NRA has chapters in all states, and seven
divisions, which devote their efforts to carrying out the goals of the Association.
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The National Rehabilitation Couuseling Association (NRCA, 633 S. Washington Street,

Alexandria, VA 22314, (703)_836-7677), is the largest NRA division and the only one with a
pa:d staff. It is cne of the sporsors of the Commission on Rehabilitation Counselor
Certil ication. NRCA holds continuing educat.on programs, pubhshcs profcssnonal literature,

and has a scholarship program for students in graduat rehabilitation counsclmg programs,

OthCr dxvxs OLS mcludc thc Job Placcmcnt vaxsxon (JPD) Natxonal Assoc;atlon for
Indesendent Living (NAJL) National Association of Rehatilitation Instructors (NARI},
National Association of Rehabilitation Secretarics (NARS), National Rehabhilitation
Administretion Association (NRAA), and the Vocational Evaluation and Work Adjustment

Association (VEWAA):
Information Services: NRA publishes the E{}FH% n and a newslétter. Tue
national office responds to general inquiries and directs specific questions to appropriaiz
brbféﬁﬁibriél divisions.

Aﬂ thc dnus;ons put out newslcttcrs NRCA pubhshcs the

Rehabjlitation Counseling. NRAA produccs two quartcrl" _]OUrT'aIS thu ,&ui_yw{i

&; abilitation Agmnmsg apgn and A minis
VEWAA pubhshcs tlie Bulletin. The national NRA offu,c will supply mqmrers v.1th the

current addresses cf its division officers.

National Ihf.r eutic Recreation Somety (N"'RS;

National Recgggtuon and Park Associaticn
3%9{% FPark Center Drive

1 |
Alexandria, VA 22302
(703) 820-4940

Handicapping Conditions Served: All handicaps.

Users Served: Rccrcatnonal thcraplstc

The Grgamzanon Thc Natxonal Thctancuuc Recreaticn Socxctv isa mcmbcrshxp orgamzatxor

for. thcrapxsts wha provide. :ccrcatxona! activities to 1il; handxcapped and instituticnalized

pcr;sons in direct care facilities and in the commumty NTRS is a branch of the National

Recreation and Park Association (NRPA). The Society acts as a professional licensing

agency for recreational therapists. It offers consultmg services to agencies,; institutions,
and individuals on new managcmcnt tcchmques in the field.

Informanon Services: NRPA pubhshcs books and brochures for tﬁ&xecrcatxonai thc:aplst on

prsv;dmg scrvxgceito specific pnpugg}xons Titles include S;g ndards of Prggpce for
Therapeutic Recreation Service, Perspectives of Leisure Counscling, Recreation in Nursin

Homes: NRPA sponsors regnonal and national conferences where special workshops are held
for the recreational therapist on such topics as program design, facility design, and
rehabilitation of special populatlons A professional journal and a newsletter are available
to members.
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in Science (PHS} -
» Ad of

Ero’ject on the Hand:ca”p’éd
American Association for the
1333 H Street; NW":;f

Washinston, 20005 - - - - -
(202) 326 6400 (Vorce and TDD)

Advancement

(n !

cience (AAAS)

AAAS advocate for disabled profcss:onals and students cngagcd in science.. ‘hc Project also

acts as an mformatxon center for -disabled individuals; parcnts, teachers. and cmploycre in
areas pertaining to science education and careers. Through surveys, studies, , syinposia, and

workshops; the Project has collected information about science education and empleyment

opportunities for the handicapped. Hsmg the information it collects, the Project consults

with. umvcr'.xtlcs professional scientific societies, and the Pederal government to identify

the accessibility and program needs of disabled scientists and studenis and {0 suggest

strategies to meet those needs.

Informatzon Servzces The Prolcct pubhshcs rchrta, guxdcs ano derCtOr es Bascd on 1ts

activities, including:- ide for Professional AéEéé;éhéﬁs a step- by-
step system for achlcvmg acccsub;hty at profcssxonal meetings; a Resource Directory o

Handiczapp cieniists, containing. narrcs and bxographlcal data of handicapped SClCntlStS

who will consuit with. those working to 1mprovc sc1cnce educatlon -and career opportunities
for handicapped persons; Science for Handic ( , ( n bascd ona
study of barriess to post-secendary sc:cncc cducatxon

§§Q!! Egs rgr ! recr- - Ice:

sc:cntxf:c profess:onal ssociations and a source book on can:cr counsclmg in science; A

—and Technology for the Handicapped; the fmdmg\. of a project

and workshop-researching science aﬁgdﬁjcﬁghgglquffﬁor the handicapped; chool
Programs i . a listing of science programs which tak,e”p,l,a,cc outsndc ot th\.
traditional cJassroom Within Reach: Qut of School Scienc a

guide for students thh disabilities, their parents, teachers and counselors.

The Pro_;ect pubhshes a quartcrly ballctm Wthh rcports of the. proecedmgs of work,hops on

science and technology for the handicapped, the latest developments in. technoiogy research,

announcements of grants, briel articles on current projects/programs in the field,

descriptions of technology, selected annotated resonrces, and a calendar of conferences and
meetings:

Regrstry of interpreters for the Dea (RID)
ayer Avejaue ,,,,,,,,,

Silver S [ll‘lz%, VD 20010 - - -

(301) 588-2406 (Voice and TDD)

Haridiéapping Conditions Served: Deafness, hearing impairments, and deaf-biindness.

Users Served: Professional interpreters; interpreter referral agencies.

The éiﬁﬁfz’éifbif The chzstry of lnterprctcrs for thc Dcaf (RID) is a mcmbcrshxp

organization of professional interpreters: Its main purpose is to certify interpreters and

transliterators. RID and its state affiliates actively advocate for the use of interpreters for
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hearing impaired people: The assocxanon provxdcs tcchmcax assmtance to employers of

interpreters nationwide; in the developinent of position descriptions and standards and
practices:

Information Services: RID provides mformatxon about mterprctcr "ammg programs
professional developmeiit and job opportunities. The associaticn also offers consumer

information on _national; state-and local lcgnslatton related to interpretation.. RiD maintains

a current list of ail certified mtcrprctcrs in the U:S: (by state), which is made available to

over 160 interpreter referral service agencies:

{ ’ n t 7 ;[ 77 Q[ 77 ;t 77 g; 77 Vlgws, pubhsbcd bnmonthly. contains. profcssmnal artjclcs organizational news,
training program announcements, and job openings. Also available through RID is the
"Introductxon to Consecutive Interpretation™ (1985) and the annual Journal of Interpretation
with the latest in research and professional articles oa interpreting.

RESNA: The Association for the Advancement of

- -Rehabilitation Technol ogKIW

1101 Eonnectlcut Avenue.
Suite 700 - -
Wasﬁm ton. DC 20036
(202) 857-1100

Handicapping Conditions 'sé;aéa: All disabilities:

Users Served‘ Dlsabled persons, teachcrs phys:c:ans occupatlonal and physxcal thcraplsts
orthotists, prosthetists, rehabilitation engineers, service providers; manufacturers of
rehabilitation tcch‘tology

The biédhizétiéh RESNA: The Assocxatxon for the Axdvanccmcnt of Rchablhtatlon

Technology is an orgamzat:on concerned with the exploitation of science and technology in

the rehabilitation process:. Founded in 1979, iis purpose is to promote and support the

dcvclopmcnt dissemination, integration, and utilization of knowledge in rehabilitation
engineering and to assure that these efforts result in the highest quality of care and service

delivery for ail disabled citizens. RESNA’S role is to serve as a catalyst and_information
center to address current_issues that must-be resolved so that disabled persons can enjoy
independent living to thée fullest extent possible.

RESNA’S mcmbcrshnp mcludcs rchabxhtatxon profesuonals drawn from all pcrtmcnt

disciplines, providers and consumers. Interaction between these groups promotes
understandmg and bcttcr scrv:cc o thosc wh'o can benefit di're'ctly from the ap"plicaiibﬁ bf

formulatmg and mflucncmg pohcy rclatmg to the dclxvcry of tcchnqiogy to disabled

citizens; a forum for information exchange; publications; and participation in regional and

national conferences. RESNA’s diverse discipline groups act as task forces to define their

own objectives and roles in the service delivery process and interact with each other to

assure efiective functioning of tie delivery system. Such task forces include consumers,
health care practitioners, inventors and ,chngncrsL researchers; manufacturers and
dis:t'rib’m’ors. auth’b'rizerg and p'r?cwidcrs and lcgiSlato ; RESNA also sponsors the Eastér Séél

w;th 1ts annual cenfcrcncc
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Information Services: Af orgamzatronal brochure and mcmbcrshrp rnformatron are avgjjgple
frum RESNA. The association publishes Rehabi ; , a quarterly
newsletter;-as well as the proceedings of the RESNA_ annual confcrcncc Other publications

include: Technologv for Indgngndgnt Living Sourcebook; Chogsing the Best Wheelchair

Cushion, Revised Edition 1984; QQ]QCJOLOUUQIS SelecgronsL thntmg Apol&ajﬂmﬁ
Wheelchair 11 Report of a Wgrks 10D on Specially A d -Sports
Wheelchairs. There is a charge for all publications, with 2 discount for RESNA mcmbcrs
The mcmbcrshrp fee includes a subscripticn io tke quarterly newsletter. The annual
conference program is available in braille at the time of the meeting for registrants:

thnposs:blc RESNA w1ll refer people to cxpcrts res.dmg in thle local area, selected from
the RESNA membership iist:

Sdénc