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U.S. DEPARTMENT OF EDUCATION

OFFICE OF SPECIAL EDUCATION AND
REHABILITATIVE SERVICES

REHABILITATION SERVICES ADMINISTRATION

WASHINGTON, D.C. 20202

TO

SUBJECT:

/5 er 077 2o fwlrre?

INFORMATION MEMORANDUM
RSA-IM-01-18
DATE: December 18, 2000

STATE VOCATIONAL REHABILITATION AGENCIES (GENERAL)
STATE VOCAITONAL REHABILITATION AGENCIES (BLIND)
REGIONAL REHABILITATION CONTINUING EDUCATION
PROGRAMS

CLIENT ASSISTANCE PROGRAMS
PROTECTION & ADVOCACY OF INDIVIDUAL RIGHTS
STATE REHABILITATION COUNCIL
RSA SENIOR MANAGEMENT TEAM

Development of National Registry for the Deaf-Blind

The Helen Keller National Center (HKNC) is a national
rehabilitation program authorized by the Helen Keller National
Center Act, as amended (HKNC Act), to provide services for youth
and adults who are deaf-blind. Recent amendments to the HKNC
Act authorize the HKNC to establish and maintain a registry of
individuals who are deaf-blind in order to assist the Center in
providing services to this population.

Historically, the deaf-blind population has bean underreported.
Although the definition of an “individual who is deaf-blind,”
contained in the HKNC Act (see attached), has been commonly
accepted by State vocational rehabilitation (VR) agencies, this
population is reported inconsistently on the RSA-911. For example,
in FY 1998, only 456 individuals nationally were reported as being
“deaf-blind,” using codes 290-298; an additional 27 were listed with
“deaf-blindness” as a secondary disability, 153 indicated
“plindness” as major and “deafness” as secondary and 19 reported
“deafness” as major and “blindness* as secondary.
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In order to develop and provide adequate services to this
population, the HKNC has determined that an accurate census is
necessary and plans to establish a voluntary national registry for
individuals who are deaf-blind. All personal information contained
in the registry will be kept confidential and will not be released to
anyone outside of the HKNC without the individual’s specific written
consent.

Enclosed are a letter from Joseph MeNuity, Director of HKNC,
asking for your assistance in identifying individuals who may want
to be included in this registry and a blank registry form. Please
circulate these items to key people within your organization who
can distribute them to individuals who are deaf-blind and/or their
parents or guardians. Although registration is voluntary, if an
individual chooses to register he or she must provide, at a
minimum, his/her name, address, date of birth and some indication

of deafness and blindness. Return completed registration forms to
the HKNC.

The Rehabilitation Services Administration (RSA) encourages your
support in distributing these materials to those individuals who may

) wish to be included in the HKNC registry. Be sure to inform these

T individuals that registering with the HKNC is completely voluntary,
Grantees are responsible for complying with requirements in their
applicable program regulations governing confidentiality of personal
information; therefore, grantees should not release personal
information to the HKNC, on behalf of individuals who are deaf-
blind, without first receiving the individual’s informed written
consent.

INQUIRIES TQ: Joe D. Cordova, Director
Division for the Blind and Visually Impaired
CITATION: Helen Keller National Center Act, 29 USC 1901 et seq

,%7LL(€,¥LL4L¢ﬂ44Z»

Fredric K. Schroeder, Ph.D.
Commissioner

cc: CSAVR/NCSAB
NCIL
NAPAS
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Attachment #1

The HKNC Act defines an “individual who is deaf-blind” as being an individual:

(AX))  who has a central visual acuity of 20/200 or less in the better eye
with corrective lenses, or a field defect such that the peripheral
diameter of visual field subtends an angular distance no greater
than 20 degrees, or a progressive visual loss having a prognosis
leading to one or both these conditions;

{i) who has a chronic hearing impairment so severe that most speech
cannot be understood with optimum amplification, or a progressive
hearing loss having a prognosis leading to this condition; and

(iii) ~ for whom the combination of impairments described in clauses (i)
and (ii) cause extreme difficulty in attaining independence in daily

life activities, achieving psychosocial adjustment, or obtaining a
vocation; or

(B) who, despite the inability to be measured accurately for hearing and
vision loss due to cognitive or behavioral constraints, or both, can
) be determined through functional and performance assessment to
‘ have severe hearing and visual disabilities that cause extreme
difficulty in attaining independence in daily life activities, achieving
psychosocial adjustment, or obtaining vocational objectives; or

(C) meets such other requirements as the Secretary may prescribe by
regulations.

(29 USC 1805(2)).
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Attachment #2

To Whom it May Concern:

The Helen Keller National Center is 8 national rehabilitation facility funded

by the federal government to provide services for youths and adults who are
deaf-blind. Recently, our mandate was broadensd to allow us to develop and
maintain aregistry of persons who are deaf-blind.

Information obtained by the registry will be used to generate statistical
information that will be usedin the following ways:

1. It will be shared with adult service programs so they will be better
prepared for serving youths and adults who are deaf-blind.

2. It will be shared with teacher and interpreter preparation programs to
prepare professionals to work with this population.

3. It will be used for program planning for transition age youth (14-21
years of age) as they transition out of the educational system.

4. 1t will be shared with state and federal governments as they develop
priorities for program funding.

We invite individuals who are deaf-blind, parents, guardians and
service providers who work with individuals who are deaf-blind of any age to

fill out the enclosed registry form and return it to us. Be assured that all
personal information will be kept in the strictest confidence.

If you have any questions, please contact me at 516-944-8900, ext. 270.

Sincerely,

Joseph J. McNulty
Director

Enclosure:  Registry form

PAGE 05
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'32-95—29% 3:07aM FROM HELEN KELLER 51689447302 P

CURRENT SERVICES .
Mucmmmwmupbscucmtam.mmmmmmummmumm

1.[:] 2.[:] Q_D 4,D Qr’__'

-

v  [Iv Dlves [N Clves [ Oves v Dves [
1. Activiies of Dady Living 11. Job Placement 21. Speoch, Language Therepy
2. Audioogy 12, Low Vigion 22 Sypported Employment
3. Communicetion Inetructon 13, Medical Services 2. Supported Living
4. Coursaling 14. Occupetonsl Therapy 24. T )
5_Education 15. OpMhalmology 25. Vocstional Rehablitation
8. Genetc Counseng 18. Onientation snd Mobilty/Travel Skils  26. Vocstionsl Training
7. indapendant Livng 17. Personal Care Atendant 27. Home Cete/Vislting Nurse
§. infartt Semulation 18. Phywicel Therepy 28. Other (specily)
9. intarpreter Services 19. Recreation/ Leisure trme
10. Intervenor 20. Respite Care 26. Other (specity)

Using the same list (above), indicate up to 5 services needed by the individusi that are not avallable

7 | 2 | ) 3 | | JT 5. —]

EMPLOYMENY STATUS
(O1. Not empioyed - net seeking ampioyment (4. Employed (7. Not appicadle
(02 Not empioyed - in job treining (5. Employed - sesiang sdvancement (O8. Unknown
(3. Sesting empicyment (O6. Retred (5. Other (speclty)
")YPE OF EMPLOYMENT JOB TITLE (if applicable) | ]
O1. Homebound 84 Shehered Empioymeant 7. Competetive Employment (10. Other (specity)
. Homemaker 5. Supporied Employment . Not Applicable

. Work ActivRy Program (06, Family/Seff-employed  (O9. Unknown

PRIMARY LIVING ACCOMMODATIONS (check one)

On. with tamily (4. Residential medical care program (7. Independant
(2. sinte institution (5. supponed living Os. Unknown
(O3.Foster care 8. Supervised living (.., group home) (9. Other (specity)
Living A¢ odations are' .
M ”I.88ttsfgzg)ry “°Clz °Unsatistaciory (3. Unknown 1. Yes (2. No [33. Unknown
i diin s wile; Date
Relstionship/Title _ Agency
Agdress Phone
City State/Temtory Zip
, Cther Code
hegon ] 00 [ ] ]
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P. 5

CURRENT SERVICES
Picase choose from the fist betow up 1o § curtent sarvices and indioste below aach whether or not that service s adequats.

1_D z[:) ] ¢.[:'] «[ ]

-y LI

Oy [No [Ives [ Civee  [One [ves [Ne e [

1. Actvities of Dady Living 14. Job Placement 21 Speech, Language Therapy
2. Audiclogy 12. Low Veion 22. Supported Employment
:‘ Cmm:inc ! s 23 TM

‘ %4. Occupationsl Therspy 4.
:.Eduewo&w 25. Vocstonal Rehabiltation

Gonetc raeing 16 Orientation and Moblity/Travel Skils  26. Vocstionsl Training

:.Inap?domm 17. Personat Care Attendant m.&mcmm

. Infent Stmulstion 18. Physioal Thes 28. Other (specify)
0. Indwrpreter Servioss 19. Recreatior/ L:yunﬁru
10. fervencs 20, Respite Care 29. Othet (specify)
Using the same fist (sbove), indicate up to § services needed by the individual that are not available

EMPLOYMENT STATUS
(1. Not empioyed - not secking employment (4. Employed 7. Not spplicatie
(2. Not employed - in job training (5. Employed - sesking acvancement (O8. Unknown
(D3. Sesking empioyment Q0. Retreat Q0. Other (specity)

\TYPE OF EMPLOYMENT JOB TITLE (if applicable) | )

O1. Homebound . Shettered Employment 7. Competetive Employment (O10. Other (specity)

. Homemaker 5. Supported Employmennt . Not Appliosbile
3. Work Activity Program . Famity/Self-employed 9. Unknown e

PRIMARY LIVING ACCOMMODATIONS (check one)

O1. with famity (4. Residentisl medical care progream (D7 independent
(2. state mstitution Os. Supported tiving 8. Unknown
(O3 Foster care (O8. Supervised living (e.g.. group home) (9. Other (specity)
Primary Living Accommodations are: Seaking New Living Accommodations?
1. satistactery (2. UMW'WW [13. Unknown . Yes (. Ne . Unknown
Date | ]
Agency
Phone
cty State/Territory Zip

(=2 = B T

R Cade | ] co| ] _J Oste Erteract. | ] { P & Forveomd 390 HOO Latws Awgwemen |
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FROM HELEN KELLER 5169447392

N TIC RPN FOT

. e individual uses (check ail that apply):

[31. English (2. spanish J3. American Sign Languege (ASL)
8. Has not yet deveioped formal (conventional) language

[J5. Other (specify)

BAaTHY S R ,Fc\;,,\,-:z»w
“-__‘.z?wde't* v};w‘»‘i‘ﬁ i »fnzég i&}
Expressive Receptive |
Communieation Communication 1. Behaviors) ‘:g g&gn S'OMG English
2. Brallie peech
1. 1 D 3. compute@) 14, Speechreading
4. Gestures/FPointing/Demonstration 15. Tadomas
z e 5. Hearning 16. Tellatouch
3 6. Manuai Alphabet A7, Typing ]
3 7. Pictures, including comm, board/book 18. Voice Output Devices
a. 4. D 8. Prinmt-on-palm 18. Writing
9. Object cues 20. Other : ‘
5. D s D 10. Reading
11. 8ign: American sign unguage
Da Mearing Aid(s) Dz Eye Glasses Ds Contect Lem(s) D4 Prosthetic Eye(s) Ds Orthopedic Prosthesis
[J6. Cochlear Implanm(s [ ]7. Assistive Listening Davice(s)  [8. OWer (specity):
SERVICES Is the ingividual currently recaiving services? . Yes [R. No
Primary Service Provider/Agency
Mailing Address Clty
Comtact Person Phone

TYPE(S) OF FACILITIES PROVIDING SERVICE(S8)

Please enter the primary type of facility providing services, then list up to 2 additional types of faciiities providing
concurrent services,

Primary Facility: [:] Addgitiona! Eadily: [:] Additional Facility: E:]

1. infant StimulatiorvEarly intervention 7. Center for independent Living

13. Employment Program .
2. Education program 8. Mental Health Program 14. Vocational Rehabilitation Program
a. Postoucong_lry s% 9. Nurflng Home cem 15. Residential Program
%; iy g Eohsmwa=siss Cemet 6. Program for the Bind
& AGuR'Day'Program 11, Saniorenter 17, Progeam for the Deaf
6. Developments! Disability 12. Medical Program 18. Other (spetity):
Setting of the Primary Facility
Please indicste the setting of the Primary Facility providing services, as listed above (choose only one),
O1. Segregated (4. Home-based
2. mainstreamed 8. Community-based
) O3, inclusive (8. Other (specify):

Pyge §, Rovined /99 IO LI Agpvumn
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Ry “‘ ’* 3 W
N _»‘\ ((.{ _‘Qi; SR et
-~ Vishun Loas B. Hearing Loss C. Byndromes
Please Selecl Up 10 3 1O T Bl DOIOW. || oy ey ot up 10 3 from et betow, Pleste select up to 3 from the list below.
. 2 3 [:} 1 D 2 Ej 3. D . 2 3
1. AccidentTrauma 1. Acodert/T! rﬂm_l_— T—_—M
3‘“‘"‘!“ Iuho!CorpusCoiowm 2. Agenesis of Corpus Collogurn 2. CHARGE
. . 3. Ancie (leck of oxygen) J. Christ-Sisfrawe-Touraine
$. Ancicke 5. Bettared Chid 5. Cogen
L ieiiynaln B 6. Bel's Paisy 6. Down Syncrome (D21 Trisomy)
- Anoxie (leck of oxygen) 7. Brain damage 7. Fetal Alcohot syndrome
8. Ao Opht{:dmopwvy 8. Canced B Goldennar's
1’0' %‘:;“P cl e 2. Coviral Auditory Processing Osorder 9. Hand-Schuller-Cheiatian
14. Brain dama, 10. Corebral 10. Herpes-Zoster (o Munt)
12 Comeer . 11. Cetebrnl painy 11. Munter
13, Cataracts 2 Songenn %) 12. Hurler
. . Cytomepic inclusion i P
14. Cerebral maideveiopment 14 Drabrtay }4_ ”“zm ;
:gg::“ 18. Encephaio, . 15. Laurence Moon-Bled
- scers 18 HIVIAIDS 18 Marten
17. Comeal vicens 17. Mypertension 7 ot
18. Corticel biindress (CV1) 18. Labyrinthitie 8. Morquio
;g WDII inclusion 18. Meniere's Dnowse 19. Nortie Dicease
21, Encephaloputtyy 20 Mrstiple Scierosis 20. Neurofibromatosis
2. Glaucoms 2:5 g::ﬂmmum 2_ PWWWIM Quadriparisis end RP
;3‘ HV:= “INDSI.” Stopiasmos:s 23. Oweclercsis 23. Rubella
28 Hypermyopi 24. Oeotouic Drug Thetepy 24. Syphliis
26, Fyparvension 25. Paget Disesse DS, Septo Optic Dysplesia
7. Keratiie 6. Prematuity - complicstions of 6. Smith-Lem$-Opity
" Lebers ABo 27. Rubefs 27. Treacher-Coline
y Opc Agophy 28. Sensorineural hearing loss 28. Usher 1 (bom desf, retindis pigmentoss,
- Macule Degeneraton 30. Syphiie belanow problems)
1 :‘mms Clerosis 31. Toxoplesmonie 29, Usher Il (borm hard-ol-heering with
,,M, ke 32. Tumos retnite pigmentose)
3 Dystrophy 33. Ve 30, Usher il (borm hard-of-headng with
- Myopic Degenecation 34. Unknown Progressive hewing loss end retinite
oo ‘”""M'":’w — 31, Vogioysnag-Harada
7. Puget Dise [ ] 32. Wasrdenburg
ot D 33, Woll-Parkinaon-White
34. Unknown
Plultary disordaers .
0 Retina bisstome 3$.-Other-(speeily):
1 :m detachment f ]
mm e i
3 "*(;‘3‘;’,;{2,“ D. Other Conditions: Please select up 1o 4 from the list Delow .
- Rubeiie
5. Surgicaly acquired deease 0 VR Y A Y s S
Syphiw 1. Aizheimer's 15. Encephaiopathy 30. Setzute deorder
7. Thyrowd dacane 2. Battered Chid 16. Gastrointestinal candtons 1. Spina Bifca
o oxodsmots 3. Bel's Poley 17. Mistoptasmosia 32. Surgically soquired
3. Tumor 3:Brain demage - Y8 MIVIAIDS - dnorder(s)
50. Viral infocbon 5. Cencer ’ 18. Hypedansion 33. Syphils
§1. Unknown & Cardovesculs’ Ggease 20, Joimt disordens 34
$2. Other {spevify): 7. Cerebeai Peaisy 21, Meniere's deosse 35. Mypo thyroid
' ] 8. Cognitively deluyed 22. MuRiple scierosis 38. Thyroid condiions - other
9. Congenital hasst dswass 23, Museular Dystrophy 37. Tumer
10. Cytomegic inciusion 24, Orthopecic condiions u&:‘wm
s S : et (oecly)
' ! K ) Fonta %% mvh‘?mmm:u of ﬁ%
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s Wi are Deaf Blind:
S E et s s
rotun Pas farm %° ;

Tre purpose of the Regisdry s 1o provide besic nformaton sbout pereons with deaf-Giinoness In e Unlted Sistes. This informmation i to be used 8 8 & census_ o

Kiarkify the reads of peracns with desk-bindness, 08 a planning tod! snd for research purposss. Al idertilying nformelion 3 conficerdiel s writhen Goraert of ihe
Indwidusl ar guardian 1 required tefore R will be shared sutside HING,

IVIRUAL OIS DE

R SRR T e e

Maivg Address Cay Tounty T Tp [CR Fomake
Oate of Birth
Phone with area code i ; oM Soasl Secunty Number
MarRal Status 1. Single  Widowed  Ethniclly DIMW D‘W D‘l.mw
A LANTRANIE RPN OO DA R 1Rt 1 Relgonship t individusl Listed Above
St i Ava 0 Bl R
28t Name Firet Name Address
[:]Vdu
Ty County Ctate b Phone O
EE—
Onset of Hearing Loes Onset of Vsion Loes
(1. Congenital (present gt birth) O!.m-wnm |
(2. Prefingual (hewring lost befors iangusge was present) (2 Advartiious - vision ost leber nBle st age.
3. Adventous (sfter lsnguage soquisiion) at sge. O urknown
(4. unknown
Degres of Hesring Loss (Betier Ear Comrected) Degree of Vision Loss (Beiter Eye Corrected)
O vis 2825 ow) (Ot Seversly Vasslly impaired (2070 fo 201200, severs fiaks restriction)
(2. Mcderate (46-7008) (32 Legamy Band (20200 of lans of ks sewtriction of 20 degrews o Wwes)
O3 s (110 ) (3. Light Percupton Only
(Ot Profouna (¥ -110 dB) , (. Toreny Biawd
(8 Uratie 1o Tewt - Usex Howrry (5. Unatie 1 Test - Uses Viaon
g.gwwtn-mmwm Oe o Teot - Does Not Upe Viglon
' O unkrown
Frognosis of Hearnng Loss Prognosis of Vision Loss
O swbie (1. stanie _
=12 Prograese 8: Progreseive
Fiuchustes - Fctustes
#J A




