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In the Spring 2011 edi tion of Deaf-Blind Per spec tives, I penned an ar ti cle en ti tled “En hanc ing the
Deaf-Blind Tech ni cal As sis tance Pro ject Net work.” In it I shared my thoughts about strat e gies and sys -
tem-wide in fra struc tures that I be lieve will strengthen ser vices for chil dren who are deaf-blind, pri mar ily
through re fine ment of the ways that deaf-blind pro jects and or ga ni za tions col lab o rate within the net work.
I of fered five char ac ter is tics of an im proved sys tem-wide ap proach:

1. com ing to a gen eral agree ment on the deaf-blind net work’s com mon in ter ests and val ues;

2. for mal iz ing the pro cess to pro pose, pro duce, and share prod ucts, in for ma tion, and ma te ri als;

3. de vel op ing and im ple ment ing a sys tem for pro vid ing ac cess to and en abling use of quan ti ta tive and 
qual i ta tive data, in clud ing stu dent and sys tems data;

4. de vel op ing and im ple ment ing an ac tive net work-wide com mu ni ca tion sys tem to sup port di a logue
and pro vide op por tu ni ties to so licit help from oth ers;

5. em brac ing a mu tual com mit ment to work to gether based on rec og ni tion of the in her ent value of
work ing as part of a larger team across the en tire deaf-blind com mu nity.

Since this ar ti cle was pub lished, much has tran spired that has be gun to move the deaf-blind pro ject net -
work in di rec tions that re in force im ple men ta tion of these prin ci ples. Last Oc to ber, the Na tional Con sor -
tium on Deaf-Blind ness (NCDB) re ceived a two-year pro ject ex ten sion that charged us to bring fo cus to
“deaf-blind net work sys tems de vel op ment.” A pri mary goal of the ex tended pro ject pe riod is to de velop
and im ple ment tan gi ble in fra struc tures and sys tems that can be used by the net work, as well as the
broader deaf-blind com mu nity, to im prove ser vices and sup ports for chil dren who are deaf-blind and
their fam i lies.

In this edi tion of Deaf-Blind Per spec tives, you will find ar ti cles that high light work im ple mented in re -
sponse to these new charges and built upon the five points listed above. Jamey McVicker, the fa ther of a
child with deaf-blind ness, shares his ex pe ri ence of serv ing on a State Spe cial Ed u ca tion Ad vi sory Com mit -
tee, de scrib ing the ben e fits of help ing to ed u cate oth ers about the unique needs of deaf-blind ness. Jon Har -
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ding dis cusses strat e gies to use dis tance
tech nol ogy to form qual ity con nec tions within the
deaf-blind net work and, more spe cif i cally, with
in di vid ual teams serv ing chil dren. Gail Leslie de -
scribes how a planned re de sign of the NCDB
website will, sim i larly, of fer new op por tu ni ties for 
our com mu nity to work to gether. The in tent of the 
new site is to shift from an on line en vi ron ment
that is static and pri mar ily one-sided to one that is
dy namic and in ter ac tive. Heather Herbster dis -
cusses the im por tance of part ner ships to en sure
that chil dren with deaf-blind ness are iden ti fied
and re ferred to state deaf-blind pro jects as early as 
pos si ble. Kathee Scoggin, a noted and re spected
leader in the field of deaf-blind ed u ca tion, of fers
her per spec tives on serv ing chil dren who are
deaf-blind in to day’s ed u ca tional cli mate. Peggy
Malloy, Amy Parker, and I pro vide in for ma tion
about an ex cit ing new ef fort to cre ate a se ries of
open-ac cess mod ules that can be used to sup port
in ter vener train ing. This ef fort cap i tal izes on
bring ing to gether nu mer ous stake holders across
the deaf-blind com mu nity, all in ser vice of cre at -
ing re sources for mu tual ben e fit. Betsy McGinnity
shares de tails about the re mark able and ex cit ing
new Na tional Deaf-Blind Equip ment Dis tri bu tion
Pro gram, just get ting underway.

Each of these con tri bu tions ar tic u lates a pur -
pose ful ac tion to de sign and im ple ment tools, re -
sources, and strat e gies that tap the col lec tive
ex per tise of the deaf-blind com mu nity and ex pand 
lo cal, state, and na tional ca pac ity to in crease and
make the most of needed ser vices for chil dren
who are deaf-blind. The ac tiv i ties they de scribe
very much align with the five char ac ter is tics that I
be lieve can en hance our na tional ser vice de liv ery
model.

Fi nally, we re mem ber four of our col leagues
who have passed away in re cent times. Jim
Durkel, June Downing, Di ane Kelly, and Harvey
Mar made enor mous con tri bu tions to the field of
deaf-blind ness and to the lives of chil dren and
their fam i lies. They will be missed.

A num ber of the ar ti cles in this is sue em pha -
size how tech nol ogy has trans formed our abil ity
to work to gether. By truly em brac ing the new op -
por tu ni ties that tech nol ogy pro vides, we can sig -
nif i cantly en hance the qual ity and avail abil ity of
ser vices for chil dren who are deaf-blind and their
fam i lies. This new work will stim u late our in di -
vid ual and col lec tive abil i ties to think, plan, and
care fully and stra te gi cally work to gether to create
a future that is, in fact, upon us.

vvvvvvv
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One Dad’s Nuts and Bolts of
Advocacy on the State Level

Jamey McVicker

Ed i tor’s note: Dur ing NCDB’s cur rent two-year ex ten -
sion, a ma jor fo cus has been placed on in creas ing the
ca pac ity of fam ily mem bers to form col lab o ra tive re -
la tion ships and to de velop lead er ship and self-ad vo -
cacy skills. One very prac ti cal op por tu nity for
col lab o ra tion can be found on state spe cial ed u ca tion
ad vi sory pan els. IDEA [Sec. 612(a)(21)] re quires that
each state es tab lish and main tain an ad vi sory panel
for the pur pose of pro vid ing pol icy guid ance with re -
spect to spe cial ed u ca tion and re lated ser vices for
chil dren with dis abil i ties in the state. As part of its
over all fam ily en gage ment ini tia tive, NCDB is work -
ing to build the ca pac ity of par ents of chil dren who
are deaf-blind (as well as deaf-blind pro ject per son -
nel) who serve on these pan els. This ar ti cle high lights
the per spec tives and ex pe ri ences of a fa ther serv ing
on the Mis souri Spe cial Ed u ca tion Ad vi sory Panel.

In this ar ti cle I aim to share my fam ily’s path
and ex pe ri ences, as well as my role as a dad, hus -
band, firefighter, teacher, and ac tiv ist. First, let me 
in tro duce my self and my fam ily. My name is
Jamey McVicker. My wife, Amy, and I were high
school sweet hearts and have been mar ried 14
years. We have 3 chil dren—Aiden (11), Avery (8),
and Ad di son (5). Aiden was born with bi lat eral
anophthalmia (the ab sence of eyes) and has pro -
found bi lat eral hear ing loss and other health and
de vel op ment is sues. We live in Cameron, Mis -
souri, a ru ral farm ing and bed room com mu nity
just north of Kan sas City and east of St. Jo seph. I
am em ployed with the St. Jo seph Fire Department
as a fire captain.

Like ev ery newly mar ried cou ple, we had
dreams of the per fect fam ily, the per fect life. When 
our son was born, we were headed down that per -
fect av e nue. My how our lives have changed . . .
and we would n’t have it any other way. Aiden has 
in tro duced us to a world we may not have oth er -
wise seen and pas sion ate peo ple we may not have
met. He em bod ies val ues and char ac ter is tics that
we hope to em u late. The time I have had with
Aiden has helped me de velop into a “Man” more
than any other ex pe ri ence in my life. I owe it to
him, and a strong faith, for mak ing me the better
per son I am to day.

Liv ing in a ru ral town, it is dif fi cult to ac quire
the nec es sary re sources to best serve Aiden and
his ed u ca tional and med i cal needs. This past year,
we as a fam ily de cided it would be best to ed u cate 
Aiden at home. With the help of the Mis souri
Deafblind Pro ject, we pur sued a “fu ture plan ning” 
ap proach. Our les son plans are pri mar ily life-skill
based and in cor po rate com mu nity ac tiv i ties and
so cial func tions.

The staff with the Mis souri Deafblind Pro ject
wit nessed our pas sion for the deaf-blind com mu -
nity and en cour aged us to par tic i pate at the state
level, ad vo cat ing for this pop u la tion. Thoughts
and prayers were given to the idea of serv ing on
the Mis souri Spe cial Ed u ca tion Ad vi sory Panel,
which ad vises and rec om mends pol i cies, pro ce -
dures, and prac tices for the Mis souri De part ment
of Ed u ca tion, con cern ing spe cial ed u ca tion. It is
com prised of in di vid u als with a dis abil ity, par ents 
of in di vid u als with a dis abil ity, ed u ca tors, and ad -
min is tra tors. I con cluded that it would be hoove
our fam ily, and oth ers, to fill this need. I ap plied
for a po si tion on the panel and was ap pointed by
the Com mis sioner of Ed u ca tion the next month.

This po si tion was out side of my com fort zone,
but I was will ing to step out for my child. I have
never been one to put my self in the pub lic spot -
light. I do not have a mas ter’s de gree in ed u ca tion, 
but I do have a pas sion for my child. The time re -
quire ments were min i mal. The panel meets quar -
terly, and the meet ings run ap prox i mately 5
hours. Trans por ta tion and meals are pro vided.
Go ing into the first meet ing, my stom ach was in
my throat be cause of anx i ety and nerves. What
can a firefighter bring to the ta ble? Firefighters,
and dads, fix things. It’s just what we do (with a
manly grunt). We use our prac ti cal ity, ex pe ri ence,
in no va tion and our hands. Our fam ily had been
thrust into some thing I could n’t fix. But I felt I
could play a role. I could help “fix” the way peo -
ple think about dis abil i ties and help policymakers
better meet the needs of chil dren with dis abil i ties.
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Much to my sur prise, I found my niche quickly
and took a lead er ship role on the panel. I do have
a lot to of fer, and it is ex pe ri ence-based. No one
knows what fam i lies need better than the fam i lies
them selves.

My ex pe ri ence serv ing on Mis souri’s Spe cial
Ed u ca tion Ad vi sory Panel has been highly en -
light en ing. I’ve learned about ed u ca tional tech -
niques, state and na tion wide trends, and new,
in no va tive adap tive equip ment and tech nol ogy.
I’m now learn ing about new leg is la tion com ing
down the pike. It is very re ward ing to re ceive this
knowl edge and be able to pro vide a cred i ble in flu -
ence for chil dren in our state—all be cause I was
able to step out of my com fort zone. I would en -
cour age any one who has an in ter est to pur sue a
po si tion on their state’s panel, and to do so whole -
heart edly. Deaf-blind aware ness-rais ing and leg is -
la tion to ben e fit chil dren who are deaf-blind need
all the ad vo cates they can get be cause of the low
in ci dence of dual sen sory loss. It is a very ex cit ing
time for deaf-blind ed u ca tion, par tic u larly in volv -
ing the de vel op ment and rec og ni tion of in ter ven -
ers—in di vid u als with spe cial train ing in
deaf-blind ness who work with chil dren who are
deaf-blind and pro vide ac cess to the en vi ron ment,
com mu ni ca tion, and other peo ple. We owe this
prog ress to all the activists who travelled this road 
before us. Now it is our turn to take the torch and
run.

If I had one wish for Aiden’s ed u ca tion, it
would be for him to have had in ter vener ser vices
at an early age and con tin u ing into adult hood. My 
hope for all in di vid u als who are deaf-blind is to
mimic Min ne sota’s in ter vener pro gram ming in -
side the schools and within the com mu nity. The
in ter vener role is on the verge of break ing out na -
tion wide, and I hope we all share the same val ues
as the Min ne sota deaf-blind com mu nity lead ers.
Should you have ques tions, con cerns, or anx i ety
about play ing a role on your State Spe cial Ed u ca -
tion Ad vi sory Panel, please do not hes i tate to con -
tact me. Would n’t it be amaz ing to have at least
one rep re sen ta tive for the deaf-blind com mu nity
on ev ery State Spe cial Ed u ca tion Ad vi sory Panel?
To gether, we can col lab o rate; share our ex pe ri -
ences, suc cesses and fail ures; and make great
strides for ward for fu ture gen er a tions.

Thank you for tak ing the time to read about my 
fam ily and our ex pe ri ences. I know we all have
many tri als and trib u la tions, but I wish to share
our suc cesses and smiles as well. Too many tears
have been shed through the years. Many of them
could have been pre vented if only we had op por -
tu ni ties to col lab o rate on ef fec tive strat e gies, as

well as to learn from each oth ers’ fail ures. I would
also like to thank NCDB for al low ing me this op -
por tu nity to share and hope fully mo ti vate oth ers. I 
have failed many times and in many dif fer ent ca -
pac i ties in my life. I hope that I have learned from
these times and that they have made me grow to
know what it takes to be a better dad, hus band,
firefighter, teacher, ac tiv ist, stu dent, and son. I
would like to share with you a thought of mine
that I feel is very true to all life ex pe ri ences,
whether they be ac a dem ics, ath let ics, or any other
en deavor:

Only fail ure can leave the mo ti va tion to fuel the 
hard work that pro duces suc cess. To have had
suc cess means to have known and un der stood
fail ure.

Jamey McVicker can be con tacted at
jmcvicker@centurytel.net.

vvvvvvv

Improving Connections among
Professionals in Deaf-Blind

Education

Jon Harding

National Consortium on Deaf-Blindness

Be ing a con nected ed u ca tor is not sim ply a de sir able
add-on to the real work of help ing stu dents learn. It is
in te gral to the fu ture of the pro fes sion.

–Darren Cam bridge (2012)

Re cently the U.S. De part ment of Ed u ca tion
spon sored Con nected Ed u ca tor Month (see
www.connectededucators.org/cem). Through this
month-long ini tia tive, teach ers were asked to con -
trib ute and en gage with other teach ers and ad min -
is tra tors us ing Web 2.0 tools such as blogs, Nings,
web-conferencing soft ware, wikis, and so cial me -
dia. Why? Be cause to be ef fec tive pro fes sion als in
the twenty-first cen tury, ed u ca tors need to learn
and sup port each other by con nect ing and build -
ing shared knowl edge. Our chil dren are now part
of a global com mu nity con nected through tech nol -
ogy. Pro fes sion als need to en gage in that world
too.

Since 1968, the fed eral gov ern ment has funded
pro grams that sup port ed u ca tional ser vices for
chil dren with deaf-blind ness (Thomp son & Free -
man, 1995, p. 22). Cur rently, the Of fice of Spe cial
Ed u ca tion Pro grams funds 52 state deaf-blind
tech ni cal as sis tance (TA) pro jects and one na tional 
TA pro ject (Na tional Con sor tium on Deaf-Blind -
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ness). Their pur pose is to strengthen the ca pac ity
of state ed u ca tional sys tems to serve the pop u la -
tion of chil dren and youth who are deaf-blind,
aged birth through 21, and their fam i lies. Al -
though the struc ture of fed eral sup port for this
pop u la tion has evolved over the last 44 years, the
im por tance of keep ing ed u ca tors and tech ni cal as -
sis tance pro vid ers con nected has re mained con -
stant. How ever, the ways that they con nect, the
means by which they con nect, and the im pact
these con nec tions have are chang ing dra mat i cally.

Aren’t Professionals in Deaf-Blind

Education Already Connecting?

An ar gu ment could be made that our deaf-blind
net work has been con nect ing for years. In deed,
there are myr iad ex am ples of state deaf-blind pro -
jects col lab o rat ing with one an other—hold ing
meet ings, shar ing re sources, de vel op ing prod ucts, 
and solv ing prob lems of com mon con cern. Pro ject
col lab o ra tions have most of ten emerged within
geo graphic re gions of the coun try as, in the past,
NCDB struc tured tech ni cal as sis tance ac cord ing to 
four dis tinct ar eas of the U.S. In re cent years, ex -
am ples of multi-state co op er a tion have in cluded a
fo cus on strat e gies for cor ti cal vi sual im pair ment
as sess ment and in ter ven tion and a com pi la tion of
in struc tional strat e gies that are con sid ered to be
the best prac tices for chil dren with deaf-blind ness.

These ex am ples are laud able, but large seg -
ments of the deaf-blind net work still op er ate
largely au ton o mously and in de pend ently of one
an other. Con nect ing is some thing that hap pens in
de fined pa ram e ters, when sched ules, time, and in -
ter ests are aligned. Many of us con nect only when
an ur gent prob lem or need is pres ent. We con nect
to fix our own im me di ate is sue, but of ten do not
see a pur pose for con nect ing with oth ers be yond
ad dress ing that im me di ate need.

The type, in ten sity, fre quency, and method of
our col lab o ra tions will need to shift dra mat i cally
in or der to meet the chal lenges of the fu ture. Spe -
cif i cally, these chal lenges in clude in creas ing de -
mands for ac count abil ity; bud get ary con straints at 
lo cal, state, and na tional lev els; an in crease in the
num ber of chil dren with sen sory losses; the com -
plex ity of in te grat ing chil dren with deaf-blind ness 
into in clu sive set tings; and a loss of ex per tise in
deaf-blind ness and lead er ship caused by re tire -
ments.

Con nect ing now needs to be viewed as an ev -
ery day ne ces sity for our work rather than a pe ri -
odic lux ury. Con nect ing in this new era means

build ing col lec tive knowl edge and ex pe ri ence re -
gard less of geo graphic lo ca tion.

Developing Online Models

If we are to re de fine how we in ter act with one an -
other, it is nec es sary to cre ate mod els that can be
em u lated. One ex am ple is the Dis tance
Mentorship Col lab o ra tive, a con nected work
group that NCDB has been fa cil i tat ing for the past
six months. The mem bers of this com mu nity are
per son nel from the state deaf-blind pro jects in
Geor gia, Kan sas, Idaho, Texas, Ver mont, Wash ing -
ton, and the New Eng land Con sor tium states.
They are asked to con trib ute to the de vel op ment
of dis tance mentorship prac tices by shar ing what
they learn as they im ple ment prac tices in their re -
spec tive states us ing vid eos, wikis, and
web-conferencing tools to build the ca pac ity of lo -
cal teams work ing with chil dren who are
deaf-blind. It is an in ten sive, tech nol ogy-driven
model, and its suc cess is pred i cated on the de vel -
op ment of re la tion ships, the use of proven
deaf-blind in struc tional strat e gies and con tent,
and the em pow er ment of par ents and lo cal ed u ca -
tors. The state deaf-blind pro jects that are part of
this com mu nity “meet” asynchronously (at dif fer -
ent times) via a Google site that serves as a
cloud-based re pos i tory for col lected wis dom (e.g.,
ex pe ri ences, be liefs, ques tions, dis cus sion, train ing 
ac tiv i ties, re sources). The pro jects also meet syn -
chro nously (at des ig nated times), via monthly web 
con fer ences, to pro vide up dates and share best
prac tices. In this way, a model of col lab o ra tion is
emerg ing to ad dress the de mands of the fu ture for 
ac count abil ity, ef fi ciency, and knowl edge re ten -
tion.

Mem bers of this com mu nity doc u ment and
share their suc cesses, gain ex pe ri ence in pro vid ing 
TA re motely, and build a col lec tive body of
knowl edge that can be shared with the rest of the
field. Al though the pro jects are re quired to give
more to the com mu nity (e.g., time, prod ucts) in
this new model, they also re ceive more (e.g., af fir -
ma tion, sup port, ideas, and re sources). By shar ing
and en gag ing reg u larly and in tently in a com mu -
nity, they are able to help them selves and oth ers
to im prove prac tice and out comes.

As this com mu nity model for con nect ing
emerges, NCDB an tic i pates fa cil i tat ing nu mer ous
com mu ni ties that are of in ter est and con cern
across the deaf-blind net work. NCDB’s fo cused
ini tia tives—Fam ily En gage ment, In ter vener Ser -
vices, Early Iden ti fi ca tion and Re fer ral, and Tech
So lu tions—are log i cal start ing points, but other
com mu ni ties can emerge from the field. Host ing
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these com mu ni ties in one on line lo ca tion makes it
easy for pro jects to de ter mine where and how they 
might best con trib ute their knowl edge, ex pe ri ence, 
and re sources. The on line com mu nity mod els en -
com pass more than just con tent or knowl edge.
They also pro mote and share the im ple men ta tion
of good con tent. Ex am ples of best prac tices can be
showcased and pro vide other prac ti tio ners with
ac tiv i ties to em u late.

Facilitating and Supporting Online

Connections

Cre at ing ac tive, vi a ble, mean ing ful on line con nec -
tions re quires ac tive fa cil i ta tion, es pe cially in the
be gin ning. As on line com mu ni ties form and de -
velop, NCDB pro poses to take an ac tive role in
cre at ing spaces where mem bers feel wel come to
con trib ute. The pre sump tion is that ev ery one has
some thing to add to a safe, com mu nity space
where di a logue and re spect ful de bate are en cour -
aged. As com mu ni ties evolve, fa cil i ta tors may
emerge from within. Par tic i pants can con trib ute
on dif fer ent lev els, in dif fer ent ways, and at dif fer -
ent times, but there should be a sense of com mit -
ment to con trib ut ing to the ad vance ment of the
com mu nity.

There is a re ward in be long ing, in hav ing an
iden tity, and in con trib ut ing to a larger ef fort. We
no lon ger need to op er ate in de pend ently, au ton o -
mously, or anon y mously. In fact, if we are to im -
prove prac tice and out comes in deaf-blind
ed u ca tion, we must find ways to ex tract, cat a -
logue, and fa cil i tate our col lec tive knowl edge and
ex per tise across the net work.
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vvvvvvv

NCDB Plans for A New
Nationaldb.org Website

Gail Leslie

National Con sor tium on Deaf-Blind ness

When we turn on our com put ers, launch our
brows ers, and head out to the Web, we en ter into
an en vi ron ment that is con stantly evolv ing and
chang ing. Each year, new tech no log i cal in no va -
tions pro duce dra matic changes in the look and
func tion of what is of fered on the Internet. Cloud
tech nol ogy, mo bile ap pli ca tions, so cial me dia, and 
the abil ity to de liver highly per son al ized ex pe ri -
ences of the Web cre ate new pos si bil i ties for our
per sonal and pro fes sional on line spaces. In 2013,
NCDB will launch a new website at
nationaldb.org. Con sis tent with the Of fice of Spe -
cial Ed u ca tion Pro grams’ em pha sis on the de vel -
op ment of a more ef fi cient and col lab o ra tive
net work of deaf-blind tech ni cal as sis tance pro -
jects, this new site will be in ter ac tive and user cen -
tered. It will of fer our com mu nity more
op por tu ni ties to work to gether to de velop and
share re sources and prac tices.

The new site will still house the deep con tent
knowl edge in deaf-blind ness gath ered by
DB-LINK and NCDB over many years, but the
pre sen ta tion will have a dif fer ent look and feel.
Front and cen ter, the homepage will sport a prom -
i nent in vi ta tion to cre ate a user pro file. While it
will not be nec es sary to have a pro file to ac cess
much of what is avail able on the site, us ers who
do have a pro file will be able to keep track of net -
work con tacts, post user com ments, par tic i pate in
fo rums, for ward in for ma tion to so cial me dia ac -
counts, join in on on line col lab o ra tion workspaces, 
and book mark their fa vor ite re sources. With
bookmarking, us ers can tag ar ti cles, vid eos, and
web links and or ga nize them in their pro file space. 
This will al low them to cu rate a per sonal col lec -
tion of site re sources and share them—via email or 
a URL—with oth ers such as col leagues and fam ily
mem bers.

The new website will also take a big step for -
ward in of fer ing a se lec tion of tools for use in on -
line col lab o ra tion workspaces. These tools,
in clud ing fo rums, wikis, walls, and file man ag ers,
will help in di vid u als who are part of the
deaf-blind net work to max i mize re sources as they
work to meet the needs of chil dren and their fam i -
lies. These tools have the po ten tial to cre ate a new
kind of de moc racy across the net work. Us ers
move from sim ply be ing con sum ers of in for ma -
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tion to be ing pro duc ers of in for ma tion, shar ers of
ex pe ri ence, and shapers of per spec tive. Po ten tially 
our tra di tional bound aries of ge og ra phy, time,
and af fil i a tion may fade away, equal iz ing not just
ac cess to in for ma tion about deaf-blind ness, but ac -
cess to work ing com mu ni ties of us ers—par ents,
prac ti tio ners, and stu dents. One of our site re -
view ers, when asked how she might de scribe the
new site pro to type, re sponded, “I like that I can
ac cess not just ma te ri als, but other peo ple’s
brains.”

If We Build It, Will They Come?

These in no va tions and changes come with chal -
lenges. This is not just the trans for ma tion of a na -
tional pro ject website. A cul tural ren o va tion must
take place as well through the cul ti va tion of an on -
line com mu nity. For the net work to de velop, peo -
ple must be will ing to en gage as par tic i pants who
to gether cre ate a vi brant cul ture of ex change and
take se ri ously their re spon si bil ity to share their
knowl edge and ex pe ri ence. With al ready busy
sched ules, how do we build re la tion ships on line
that make a dif fer ence in ad dress ing na tional
needs? The U.S. De part ment of Ed u ca tion is in -
volved in sim i lar ef forts to en gage ed u ca tors in
on line com mu ni ties of prac tice. The Con nected
Ed u ca tors Pro ject (www.connectededucators.org)
and the IDEA Part ner ships with SharedWork.org
(www.sharedwork.org) are try ing to in spire ed u -
ca tors to get con nected, im prove ed u ca tional prac -
tice, and share their ex pe ri ence and ex per tise. Both 
ar gue that uti liz ing tech nol ogy to ex pand con nec -
tions among ed u ca tors is in te gral for the fu ture
ed u ca tion of all stu dents.

The con stel la tion of in di vid u als and or ga ni za -
tions that is the deaf-blind com mu nity has shifted
and re de fined it self over the course of many years. 
In the 1970s it was a net work of re gional cen ters,
which be came a net work of state pro jects in the
1980s and then ex panded with a na tional clear ing -
house, re search pro jects, and fam ily or ga ni za tions
in the 1990s. Over the last 10 years we have added
a grow ing cadre of stu dents and prac ti tio ners. It
re mains part of our his tory and part of our cul -
tural evo lu tion to take ad van tage of new tech nol o -
gies to move for ward and im prove the lives of
chil dren. In 1992 at the Na tional Sym po sium of
Chil dren and Youth Who Are Deaf-Blind, Mike
Col lins spoke el o quently about the ed u ca tional
needs of chil dren who are deaf-blind and the na -
tional sup ports needed for ad e quate ser vice. He
called for the for ma tion of a na tional net work,
grounded by a na tional clear ing house that would
“be come a piv otal point in our re la tion ships

across state bound aries” (Col lins, 1992, p. 174).
This must, he con tin ued, “be come a ve hi cle by
which pro fes sion als, par ents, and con sum ers can
be linked to gether, in formed of each other’s ef -
forts, up dated about lit er a ture in the field, and
gal va nized to act in mu tual sup port.” Twenty
years ago, Mike Col lins was talk ing about the
value of a net work when our tools for gal va niz ing
were face-to-face meet ings, a toll-free tele phone
num ber, a clear ing house to or ga nize our knowl -
edge base, and some thing on the ho ri zon known
as e-mail. We have come a long way, and tech nol -
ogy is of fer ing us new op por tu ni ties to gal va nize
to even greater ef fect. Let’s pro mote and use our
new nationaldb.org website to travel even fur ther
down the road.
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vvvvvvv

Early Identification and
Referral: Partnerships in Action

Heather Herbster

Ohio Cen ter for Deafblind Ed u ca tion

Ed i tor’s Note: The Ohio Cen ter for Deafblind Ed u ca -
tion (OCDBE) was one of ten state deaf-blind pro jects
that par tic i pated in a field re view of the Early Iden ti fi -
ca tion and Re fer ral Self-As sess ment Guide, a tool de vel -
oped by NCDB to as sist state deaf-blind pro jects in
the eval u a tion and plan ning of their ef forts to iden tify 
chil dren who are deaf-blind from birth through age 2.
The feed back pro vided by the state pro jects played a
crit i cal role in en sur ing the guide’s qual ity and rel e -
vance for use by the na tional deaf-blind net work. The
NCDB Early Iden ti fi ca tion and Re fer ral Team thanks
Heather Herbster for con trib ut ing this ar ti cle that de -
scribes the OCDBE staff’s ex pe ri ences us ing the
guide.

For the past sev eral de cades in the U.S., the pro -
cess of iden ti fy ing chil dren who are deaf-blind has 
been a driv ing force in the pro vi sion of high qual -
ity ser vices for them. Child count data col lected by 
state deaf-blind tech ni cal as sis tance (TA) pro jects
guide ser vice de liv ery and pro vide im por tant in -
for ma tion about this pop u la tion of chil dren at the
state and na tional lev els. Each year, the net work of 
state TA pro jects works to im prove its data re port -
ing pro cesses so that the va ri ety of char ac ter is tics
of chil dren with com bined vi sion and hear ing loss
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can be re flected in the most ac cu rate way. And, in
an ef fort to con tinue im prov ing upon this pro cess
for young chil dren with deaf-blind ness, NCDB has 
adopted early iden ti fi ca tion and re fer ral as one of
its na tional ini tia tives.

As pro ject co or di na tor of the Ohio Cen ter for
Deafblind Ed u ca tion (OCDBE), I un der stand the
chal lenge of iden ti fy ing chil dren with deaf-blind -
ness. OCDBE has made great ef forts to in crease
aware ness of deaf-blind ness among in di vid u als
who work within state sys tems and lo cal com mu -
ni ties, to help them better un der stand what the
term deaf-blind ness means and the im pact that
deaf-blind ness has on a child’s life. We were
thrilled to be ap proached to be a re view state for
NCDB’s new data-based Early Iden ti fi ca tion and Re -
fer ral Self-As sess ment Guide, which was de vel oped
as part of its Early Iden ti fi ca tion and Re fer ral Ini -
tia tive.

The guide is based on prior work by NCDB—in 
col lab o ra tion with state deaf-blind pro jects—that
in volved care ful re view of ex ist ing ev i dence-based 
prac tices re gard ing early iden ti fi ca tion and re fer -
ral and for ma tion of fo cus groups com posed of
state deaf-blind pro ject per son nel. With the aid of
state-spe cific data col lected over the span of 5
years, a state deaf-blind pro ject can use the guide
to de ter mine whether young chil dren who are
deaf-blind are be ing ad e quately iden ti fied and re -
ferred to their pro ject. For our staff, the self-as sess -
ment de sign of fered a new per spec tive on ex ist ing
data that had been col lected over a num ber of
years.

The guide con sists of six parts that col lec tively
com prise a de tailed frame work for un der stand ing
and ad dress ing early iden ti fi ca tion and re fer ral
chal lenges. The fol low ing dis cus sion of each part
pro vides an over view of the pro cess from
OCDBE’s per spec tive as a re view state.

Part 1: Review of Data

Part 1 of the guide con sists of five ta bles. The first
four are used by state deaf-blind pro jects to com -
pare their own state’s deaf-blind child count data
for chil dren from birth through 2 years with (a)
na tional deaf-blind child count data, (b) fed eral
and state counts of all young chil dren with dis -
abil i ties (Part C counts), (c) their own state’s child
count across age groups, and (d) their own state’s
count of young chil dren over time. The ta bles al -
low for sim ple cal cu la tions and com par i son of
data over the pre vi ous 5 years. The fifth ta ble is
de signed to aid in the ex am i na tion of re gional
data to as sess whether chil dren are be ing iden ti -
fied and re ferred from all geo graphic ar eas within

the state. We used the ta ble to eval u ate dif fer ences 
among re gions within Ohio’s es tab lished re gional
ed u ca tional ser vice de liv ery sys tem.

Part 2: Determination of Need for
Improvement

In this sec tion, data from Part 1 is used to as cer -
tain whether a state’s deaf-blind pro ject staff be -
lieves there is a need to im prove iden ti fi ca tion
and/or re fer ral within that state. Us ing seven in di -
ca tors of po ten tially low counts of young chil dren, 
us ers of the guide are asked to re flect on the ques -
tion “Does it seem that the Deaf-Blind Child
Count for age groups less than 3 years is lower
than it should be?” Based on the cri te ria of fered
within the guide, we were able to af firm that a
num ber of in di ca tors as so ci ated with pos si ble un -
der-iden ti fi ca tion and un der-re fer ral are pres ent in 
Ohio.

Part 3: Review of State Systems

Part 3 is used to ex am ine cur rent early iden ti fi ca -
tion and re fer ral ef forts con ducted by a state
deaf-blind pro ject and other en ti ties within a state. 
The other en ti ties are pro grams and ser vices that
have been iden ti fied by pre vi ous re search and
prac tice as im por tant part ners in the iden ti fi ca tion 
and re fer ral of young chil dren who are deaf-blind
or have other dis abil i ties. They are part of ex ist ing
state sys tems that fo cus on in fants and tod dlers,
such as Part C pro grams, the med i cal com mu nity,
Early Hear ing De tec tion and In ter ven tion pro -
grams (EHDI), and other com mu nity out reach
pro grams. For each, the guide asks open-ended
ques tions about fac tors that are likely to in flu ence
iden ti fi ca tion and re fer ral ef forts. For the Ohio
self-as sess ment, this sub jec tive sec tion re quired
the most time to com plete be cause we con tacted
rep re sen ta tives from each group via phone and
e-mail to ver ify that we were re port ing ac cu rate
in for ma tion.

Part 4: Under-Identification Analysis and
Part 5: Under-Referral Analysis

Parts 4 and 5 fo cus on iden ti fy ing pos si ble causes
of and so lu tions for un der-iden ti fi ca tion and un -
der-re fer ral. Each in cludes three sub sec tions that
ex am ine (a) whether un der-iden ti fi ca tion or un -
der-re fer ral is a chal lenge in the state, (b) whether
each of the sys tems re viewed in Part 3 is ad e -
quately iden ti fy ing chil dren with com bined vi sion 
and hear ing loss, and (c) po ten tial chal lenges that
could be the fo cus of fu ture iden ti fi ca tion and re -
fer ral ef forts by a state deaf-blind pro ject. The lat -
ter sub sec tion uti lizes a ma trix that lists po ten tial

8

Deaf-Blind Perspectives Volume 19, Issue 1        



sys tems to tar get across the top and po ten tial ex -
pla na tions for un der-iden ti fi ca tion or -re fer ral
down the left-hand side. For each en tity, the user
is asked to in di cate whether a num ber of po ten tial
ex pla na tions for un der-iden ti fi ca tion are ap pli ca -
ble. The pos si ble re sponse op tions are “yes,” “no,” 
and “un sure.” Be cause we felt some what un com -
fort able with the sub jec tive na ture of the ques -
tions, our staff at OCDBE com pleted the ma trix
sep a rately and then met to com pare our re -
sponses. It was, af ter all, these re sponses that
would be to taled to de velop our ac tion plan.

We shared the ma trix with our state pro ject’s
ad vi sory board for re view and dis cus sion. I rec -
om mend this ap proach for all fu ture us ers of the
self-as sess ment guide be cause it al lows for broad
stake holder in put into the re view. We had pre vi -
ously pro vided the board with ma te ri als about our 
part ner ship with NCDB’s Early Iden ti fi ca tion and
Re fer ral Ini tia tive and they had at tended an on line 
pre sen ta tion by the ini tia tive’s team leader, Barb
Purvis.  As a re sult, our meet ing to dis cuss iden ti -
fi ca tion and re fer ral of young chil dren with
deaf-blind ness in Ohio was very lively. Based on
agency af fil i a tion, board mem bers were as signed
to one of two dis cus sion groups. This al lowed for
broad rep re sen ta tion across the po ten tial sys tems
to be tar geted, in clud ing Part C early in ter ven tion
pro grams, hos pi tals and med i cal cen ters, EHDI
pro grams, and com mu nity pro grams serv ing chil -
dren from birth through 2 years of age. We com -
pared our own re sponses with those of the board
mem bers and pri or i tized the ar eas that could be
ad dressed in the fu ture.

Part Six: Developing an Action Plan

The fi nal sec tion of the self-as sess ment frame work 
pro vides step-by-step in struc tions for de vel op ing
an ac tion plan us ing the in for ma tion gen er ated in
Parts 1 through 5. A nice fea ture of the ac tion plan 
is that it al lows us ers to de velop state-spe cific
strat e gies to ad dress un der-iden ti fi ca tion and un -
der-re fer ral with ev i dence-based meth ods iden ti -
fied by the Track ing, Re fer ral and As sess ment
Cen ter for Ex cel lence (TRACE;
www.tracecenter.info).

The op por tu nity to be a part ner in the NCDB
Early Iden ti fi ca tion and Re fer ral Ini tia tive has
been an honor for OCDBE and a plea sure for all of 
our par tic i pat ing staff mem bers. The guide’s
data-based model frame work en abled our pro ject
to con duct a com pre hen sive re view of our child
count data and caused a shift in per spec tive to -
ward a more tar geted ap proach to early iden ti fi ca -
tion and re fer ral ef forts. As a re sult, our staff has

been able to work ef fi ciently with key part ners in
Ohio on ef forts to achieve this shared goal that
will im prove the lives of the chil dren and fam i lies
that we serve.

The Ohio Cen ter for Deafblind Ed u ca tion is a pro ject of 
the Uni ver sity of Dayton School of Ed u ca tion and Al -
lied Pro fes sions Grant Cen ter.

vvvvvvv

Reflections from the Field

In this col umn, we ask ex perts in the field of
deaf-blind ness to share their thoughts on im por -
tant is sues. In this is sue, we fea ture Kathee
Scoggin from Wash ing ton State Ser vices for Chil -
dren with Deaf-Blind ness. Kathee grad u ated from
the Deaf Ed u ca tion Pro gram at the Uni ver sity of
Cincinnati in 1966 and later ob tained a mas ter’s in
ed u ca tion de gree from the Uni ver sity of Ar i zona.
She has worked as a teacher of chil dren who are
deaf and deaf-blind, a prin ci pal at the Ar i zona
State Schools for the Deaf and Blind, and was an
in struc tor in the area of com mu ni ca tion for stu -
dents with deaf ness at the Uni ver sity of Ar i zona.
For the past 19 years, she has been at Wash ing ton
State Ser vices for Chil dren with Deaf-Blind ness as
an ed u ca tional con sul tant and co-di rec tor. We
asked her to re spond to the fol low ing ques tions:

What is your per spec tive on the cur rent avail abil ity
and qual ity of ser vices for chil dren who are deaf-blind
and their fam i lies? How do you think things have
changed for better or worse over the past ten years, and
what, if any thing, do you think needs to be done to im -
prove ser vices in the fu ture?

Kathee Scoggin

There is one change that I have seen over the last
two years that con cerns me greatly. Be cause of
changes in school fund ing in this time of eco nomic 
dif fi culty, I have seen ser vices for chil dren who

are deaf-blind de crease, 
es pe cially ser vices pro -
vided by highly qual i -
fied paraprofessionals.
There is more in for ma -
tion for schools about
the needs of chil dren
who are deaf-blind than 
ever be fore: re sources
pro vided by the few ex -
ist ing train ing pro -
grams for in ter ven ers
and teach ers, live and
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re corded webinars on many websites, a myr iad of
in for ma tion and links on the Na tional Con sor tium 
on Deaf-Blind ness website, and vid eos dem on -
strat ing strat e gies for work ing with deaf-blind
chil dren. School staff mem bers have the de sire to
use this knowl edge to work ef fec tively with their
stu dents who are deaf-blind, but the amount of in -
di vid u al ized time they have avail able to spend
with stu dents has less ened.

As I re flect on these last ten years, how ever, I
have also seen many pos i tive changes. It oc curs to
me that in the field of deaf-blind ness we make
prog ress by work ing as though we are run ning a
mar a thon, not a se ries of 50-yard dashes. I am
speak ing as one hum ble per son among thou sands
of more highly skilled and com mit ted peo ple serv -
ing the needs of chil dren who are deaf-blind. As I
think about the cur rent sta tus of the field, my “fil -
ter” is as a life long learner, a teacher, an as sess -
ment spe cial ist, a uni ver sity in struc tor, a prin ci pal, 
and, cur rently, as a deaf-blind spe cial ist. I have
had the good for tune to know and work with chil -
dren, fam i lies, and ser vice pro vid ers who have the 
cre ativ ity, de sire, skills, and heart to carry on the
mar a thon. As a re sult of this col lec tive mar a thon
we are all run ning, I think that there have been
many pos i tive changes for chil dren with
deaf-blind ness and their fam i lies over the past de -
cade. Here are some that I’ve ob served:

1. Be cause of the in crease in the num ber of stu -
dents with dis abil i ties who at tend pub lic
school, there are many more young peo ple to -
day who have known a child with deaf-blind -
ness. I meet them in the com mu nity as adults. I
know of a pro duce man ager at a gro cery store,
for ex am ple, who pro vided a stu dent with
deaf-blind ness with a vo ca tional train ing op -
por tu nity that be came a job af ter grad u a tion.
In di vid u als like him may not have all the tech -
niques that ed u ca tors or re ha bil i ta tion spe cial -
ists have to help an in di vid ual with
deaf-blind ness achieve his or her po ten tial, but
they have the heart to wel come those chil dren
or adults into the com mu nity as full mem bers,
not with pity but with ex pec ta tions.

2. More fam i lies of chil dren with deaf-blind ness
have knowl edge about deaf-blind ness, are in -
volved in their chil dren’s ed u ca tion, and un der -
stand their chil dren’s needs. I have seen an
in creas ing num ber of fam i lies vis it ing other
school dis tricts to look at ed u ca tion pro gram
op tions.

The Internet and pro grams like Skype and
GoToMeeting al low fam i lies to con nect with
each other and share pho tos and vid eos. This

has re quired a change in the at ti tude of some
pro fes sion als who are most com fort able in the
role of “ex pert.” A skill all pro fes sion als need to 
mas ter is how to lis ten and how to ask ques -
tions that get to the heart of a child’s needs.
Some times we are afraid of quiet spaces dur ing
meet ings, but they pro vide op por tu ni ties to re -
flect on what a fam ily mem ber or pro fes sional
is say ing. Re mov ing the word but from all dis -
cus sions would be a good start. I think there are 
more pro fes sion als lis ten ing closely to the
needs of chil dren and fam i lies than ever be fore. 
I know that if I don’t lis ten, my ar ro gance can
be dam ag ing to a child’s fu ture.

3. More fam i lies un der stand the joy of com mu ni -
cat ing with their chil dren in a va ri ety of ways
that may not yet be con sid ered “lan guage.”
When IEP goals are de vel oped, a fam ily may
know more about their child’s com mu ni ca tion
than the pro fes sion als and be able to better de -
scribe how he or she com mu ni cates and re late
that to sug gested IEP goals. I’ve no ticed that
more par ents come to meet ings these days al -
ready pre pared with goals of their own. A par -
ent re cently said to me, “Now that my son is
los ing skills, I just want to be able to com mu ni -
cate with him, know how he feels, and know
that he knows I am here with him.”

4. There are many knowl edge able peo ple in this
field who share their ex per tise with oth ers
through their teach ing, writ ing, re search, and
lead er ship, and they are leav ing a leg acy for all
who fol low. Col lec tively the field of deaf-blind -
ness has de vel oped an ex ten sive body of
knowl edge that is the re sult of de cades of work
with chil dren, youth, fam i lies, and ser vice pro -
vid ers. This col lec tive body of knowl edge has a
firm ba sis and is con tin u ally chang ing and
grow ing.

5. There are more ed u ca tional ser vice pro vid ers
ask ing ques tions about com mu ni ca tion for chil -
dren who are deaf-blind. As a re sult, I see many 
chil dren com mu ni cat ing at a more com plex
level than be fore. Com mu ni ca tion de vel op ment 
con tin ues to be the fo cus for these chil dren be -
cause it is the ba sis for learn ing.

6. There are many pro fes sion als who have taken
on learn ing how to work with chil dren who are 
deaf-blind with great en thu si asm and in tel li -
gence. The prog ress of their stu dents shows
that clearly. Many are also learn ing the value of 
dis tance tech nol ogy and share vid eo tapes of
their stu dents to learn how to im prove or
change strat e gies so that the stu dent can prog -
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ress, as a whole per son, not just one IEP goal at
a time.

My life’s goal has been, and still is, to as sist in -
di vid u als who are deaf-blind in reach ing their po -
ten tial. Some times I know that I and oth ers have
made a dif fer ence. Even when I did n’t have the
“data” to show it, many of the chil dren and adults 
I’ve worked with or ob served have been suc cess -
ful and made prog ress al most no one ex pected as
long as they had peo ple sur round ing them that
they could trust who were con sis tently con nected
with them, open-minded, us ing in struc tional strat -
e gies that work, and do ing no more for an in di vid -
ual than he or she needed.

My own role as a deaf-blind spe cial ist has
changed over the last 5 to 10 years, and that means 
I’ve had to change. I re view my pur pose each time 
I pro vide tech ni cal as sis tance on site or at a dis -
tance. I al ways ask my self, “What will move the
stu dent’s ed u ca tional team for ward so that the
stu dent can make prog ress?" If the same IEP goals
have been re peated month af ter month and year
af ter year, I be come a his to rian, re mind ing the ed -
u ca tional team and fam ily that in or der for a child
to learn he or she needs mean ing ful, achiev able
goals that lead to prog ress.

I’ve also changed the way I con duct train ing
ac tiv i ties. I am still chang ing and know that more
changes are in store for me, es pe cially now that I
am pro vid ing tech ni cal as sis tance from a dis tance. 
Large group work shops or pre sen ta tions can cap -
ture an ed u ca tor’s at ten tion and mo ti vate him or
her to try new ways of work ing with a child, but
that is only the be gin ning. With out fol low-up
from some one who can help that ed u ca tor use in -
struc tional strat e gies cor rectly and con sis tently,
we may hear him or her say later, “I tried that, but 
it did n’t work.” I still do train ing, but at tempt to
do it more of ten with smaller groups who have a
mu tual topic, and of ten through a dis tance tech -
nol ogy pro gram. When sev eral teams par tic i pate
in train ing at the same time on a topic that is rel e -
vant to each of their stu dents, cross-pol li na tion oc -
curs that strength ens all of the teams and
ul ti mately the chil dren who are deaf-blind.

At a broad level, I and many oth ers work for all 
chil dren with deaf-blind ness who are in this mar a -
thon. At the same time, I do my best not to lose
sight of in di vid ual chil dren, fam i lies, and ser vice
pro vid ers. There are times when I fal ter, es pe cially 
when I en coun ter bar ri ers to a child’s prog ress
that dampen my en thu si asm. How ever, I sim ply
need to re mem ber the chil dren who are deaf-blind 
that I am serv ing and the as sis tance that helps
them prog ress, and I am back in the race.

I want to thank the many chil dren and adults
who are deaf-blind, their fam ily mem bers, and
pro fes sion als in this field for their en cour age ment
and gen er os ity in teach ing me over the years. June 
Downing, Jim Durkel, Di ane Kelly, and Harvey
Mar are four peo ple who have run the mar a thon
and will con tinue to in flu ence how we as sist chil -
dren who are deaf-blind. Though they have hit
their own fin ish line with arms raised and joy on
their faces, they of fered many of us en cour age -
ment along the way and even a “kick in the pants” 
when we needed it. We all know the stakes are
high and the chil dren deserve our best.

vvvvvvv

Moving Forward with
Intervener Services
Recommendations

Development of Intervener Training

Modules

Peggy Malloy, Amy Parker, and Jay Gense

National Con sor tium on Deaf-Blind ness

In re cent years, the pro vi sion of in ter vener ser -
vices to young chil dren and stu dents with
deaf-blind ness has been an im por tant topic of dis -
cus sion and the fo cus of ad vo cacy ef forts across
the na tion. The pur pose of these ser vices is to pro -
vide ac cess to sen sory in for ma tion that would oth -
er wise be un avail able to in di vid u als whose vi sion
and hear ing are se verely lim ited or ab sent. Al -
though peo ple who are deaf-blind may ben e fit
from in ter vener ser vices at any age and in any set -
ting, the growth of these ser vices in the U.S. over
the past two de cades has fo cused pri mar ily on
their use in pro mot ing a child’s learn ing and de -
vel op ment in ed u ca tional set tings. A skilled in ter -
vener—an in di vid ual who has re ceived
spe cial ized, in-depth train ing in deaf-blind ness
and works one-to-one with an in fant, child, or
youth who is deaf-blind—can fa cil i tate a child’s
ac cess to en vi ron men tal in for ma tion, sup port the
de vel op ment and use of com mu ni ca tion, and pro -
mote so cial and emo tional well-be ing (Alsop,
Blaha, & Kloos, 2000).

In July 2012, the Na tional Con sor tium on
Deaf-Blind ness (NCDB) re leased rec om men da -
tions for im prov ing in ter vener ser vices for chil -
dren and youth who are deaf-blind from birth
through age 21 in the United States (NCDB,
2012a). These rec om men da tions, de vel oped in re -
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sponse to a re quest from the U.S. De part ment of
Ed u ca tion’s Of fice of Spe cial Ed u ca tion Pro grams,
were based on in for ma tion gath ered from an ex -
ten sive data col lec tion pro cess and from NCDB-fa -
cil i tated dis cus sions with mul ti ple
stake holders—fam ily mem bers, state deaf-blind
pro ject per son nel, in ter ven ers, teach ers, uni ver sity 
fac ulty mem bers, and ad min is tra tors.

Now that the rec om men da tions have been
com pleted, the next step for NCDB, state
deaf-blind pro jects, other pro fes sion als, and fam -
ily mem bers is to join forces to make the achieve -
ment of the rec om men da tions a re al ity. One of the
first ma jor ac tiv i ties ad dresses the third of the ten
rec om men da tions, the de vel op ment of open ac -
cess in ter vener train ing mod ules that can be used
to in crease the num ber of high-qual ity in ter vener
train ing ac tiv i ties across the U.S. The mod ules will 
be aligned with the Coun cil for Ex cep tional Chil -
dren’s (CEC) Spe cial iza tion Knowl edge and Skill
Set for Paraeducators Who Are In ter ven ers for In -
di vid u als with Deaf-Blindness (2009). They are
likely to be most use ful to col leges or uni ver si ties
as they be gin, up date, or ex pand in ter vener train -
ing pro grams and also to state deaf-blind pro jects
who can use them to en hance their abil ity to (a)
de velop in-state in ter vener train ing pro grams, (b)
con duct ac tiv i ties to sup ple ment uni ver sity train -
ing pro grams, and (c) pro vide con tin u ing ed u ca -
tion to in ter ven ers.

Why Training Modules Are Needed

Prior to de vel op ing the rec om men da tions, NCDB
con ducted a num ber of sur veys and in ter views to
gather data about the cur rent sta tus of in ter vener
ser vices across the coun try. One of the things we
learned is that there are cur rently a num ber of ex -
cel lent in ter vener train ing pro grams in the U.S.,
in clud ing two uni ver sity-based on line pro grams.
Both uni ver si ties of fer dis tance-learn ing courses
and are avail able to out-of-state stu dents for a rel -
a tively low cost. At the time we col lected data, ap -
prox i mately 20 state deaf-blind pro jects re ported
that they pro vide sup port via tu i tion sti pends,
on-the-job coach ing, and an nual face-to-face work -
shops to some in ter ven ers-in-train ing who are en -
rolled in one of these uni ver sity pro grams. In
ad di tion, six state deaf-blind pro jects re ported op -
er at ing their own in-state train ing pro grams. Each
of these train ing mod els—on line uni ver sity
courses with lo cal sup port from state deaf-blind
pro jects and com pre hen sive pro grams op er ated by 
state deaf-blind pro jects—are highly val ued in the
field (see ta ble). 

Per cent of Sur vey Re spon dents who Rated the Fol -
low ing as Ef fec tive Train ing Meth ods

Type of Train ing State Deaf-Blind
Pro ject Per son nel

(n=58)

Ed u ca tional
Ad min is tra tors

(n=32)

Child-spe cific
train ing for in ter -
vener & team +
large group
train ing

78% 83%

Uni ver sity or col -
lege coursework + 
sup port from state 
deaf-blind pro ject

72% 66%

De spite the ex is tence of these pro grams, there
is still a cru cial need to ex pand op por tu ni ties for
in ter vener train ing in the U.S. Our data in di cate
that ap prox i mately one-half of states do not have
for mal in ter vener train ing pro grams, ei ther op er -
ated by the state’s deaf-blind pro ject or in col lab o -
ra tion with one of the on line uni ver sity pro grams
as de scribed above, and only small num bers of in -
ter ven ers have been trained in the ma jor ity of
states. In our sur vey of state deaf-blind pro jects,
NCDB asked re spon dents how many chil dren on
their state’s count of chil dren with deaf-blind ness
re ceive in ter vener ser vices. Of the 42 states that re -
sponded, 9 re ported that they did not know the
num ber with an other 7 states iden ti fy ing that no
chil dren had in ter ven ers. The to tal num ber of chil -
dren re ported to have in ter ven ers in the re main ing 
26 states was only 391. Cur rently, ap prox i mately
10,000 chil dren (from birth through age 21) have
been iden ti fied as deaf-blind in the U.S. (NCDB,
2011).

State deaf-blind pro jects have lim ited re sources 
to de velop in ter vener train ing ma te ri als. Only 15% 
of the pro ject rep re sen ta tives that re sponded to
our sur vey re ported that their pro jects had suf fi -
cient fund ing for this pur pose and only 20% that
they had enough time. They also in di cated a
strong need for these types of ma te ri als:

u 46% rated hav ing a “stan dard ized train ing
pro gram that our state deaf-blind pro ject
could use for in ter vener train ing” as very im -
por tant, and

u 78% rated hav ing “eas ily ac ces si ble on line in -
ter vener train ing mod ules on a va ri ety of
top ics” as very important.
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Module Development Process

In or der to meet the am bi tious goal of pro vid ing
all states with ac cess to high-qual ity in ter vener
train ing ma te ri als, NCDB is part ner ing with mem -
bers of the deaf-blind net work, as well as ex perts
out side the field of deaf-blind ness who have ex -
per tise in mod ule de vel op ment, to pro duce and
eval u ate a foun da tional set of train ing mod ules by 
the end of June 2013. Us ing a par tic i pa tory de vel -
op ment pro cess, NCDB will col lab o rate with uni -
ver sity fac ulty, state deaf-blind pro jects, fam ily
lead ers, in ter ven ers, teach ers of the deaf-blind,
and young adults who are deaf-blind who have
been in volved in sup port ing and sus tain ing the
use of in ter vener ser vices.

NCDB has built a co ali tion of teams of ad vi -
sors, mod ule lead ers, and mod ule con tri bu tors to
share their ex per tise re gard ing how in di vid u als
gain the knowl edge and skills needed to be come
ef fec tive in ter ven ers. By build ing mod ules based
on the rich and col lec tive knowl edge of those who
have a his tory of in vest ing in in ter vener train ing,
we aim to cre ate ma te ri als that syn the size the net -
work’s best prac tices at this time. Align ment of
mod ule con tent with the na tion ally rec og nized
CEC stan dards (2009) will help en sure that they
in cor po rate skills and knowl edge that in ter ven ers
need to work ef fec tively with chil dren who are
deaf-blind. Af ter the draft mod ules are com pleted, 
NCDB will part ner with field par tic i pants and
field re view ers to eval u ate the mod ules and fur -
ther re fine and re vise them.

Our hope is that the open ac cess train ing mod -
ules will pro vide an im por tant re source for the ex -
pan sion and de vel op ment of in ter vener train ing
pro grams so that a suf fi cient num ber of
well-trained in ter ven ers be come avail able for chil -
dren who need in ter vener ser vices.

Responsible Use of Modules

NCDB’s ini tial data col lec tion pro cess also iden ti -
fied po ten tial chal lenges as so ci ated with the de -
vel op ment of open ac cess train ing mod ules, and
con cerns about these chal lenges have been ech oed
by a num ber of stake holders since the rec om men -
da tions were re leased. First, there is the po ten tial
for in ad e quate im ple men ta tion of the mod ules if
they are used by in di vid u als, agen cies, or or ga ni -
za tions that lack ex per tise in deaf-blind ness. To
min i mize this pos si bil ity, the train ing mod ules
will be ac com pa nied by a com pan ion doc u ment
that (a) in cludes ad vice about the ex per tise re -
quired of in struc tors who use the mod ules, (b) de -
scribes how they should be used, and (c) pro vides

tools for train ers to mea sure the qual ity of im ple -
men ta tion. Ad di tional ideas such as the cre ation of 
tools to sup port lo cal in struc tors, the build ing of
new mod ules based on emerg ing ev i dence from
the field, and work by the deaf-blind net work to
guide in di vid u als who are new to deaf-blind ness
to in-state ex perts or re sources will all be a part of
the on go ing di a logue within the net work about
mod ule de vel op ment and use.

Sec ond, as noted above, at the pres ent time
there are es sen tially two ac cepted in ter vener train -
ing mod els:

1. pro grams op er ated by state deaf-blind pro jects
that typ i cally train in ter ven ers to serve in their
states and

2. on line pro grams of fered by uni ver si ties that are
avail able to out-of-state stu dents.

The train ing mod ules be ing de vel oped will be
a use ful re source for both. How ever, be cause
deaf-blind ness is an ex tremely low-in ci dence dis -
abil ity and chil dren are widely dis persed, it will
be im por tant to en sure that new pro grams, par tic -
u larly any pro grams avail able to stu dents in more
than one state, at tract a suf fi cient num ber of stu -
dents to make the pro grams sus tain able. Pro fes -
sion als within the field of deaf-blind ness will need 
to col lec tively plan new pro grams to avoid weak -
en ing the cur rent ex cel lent pro grams that serve as
an im por tant re source for many. As new pro grams 
be come avail able, a chal lenge will be to make sure 
there are enough, but not too many.

Conclusion

As rec og ni tion of in ter vener ser vices in creases,
their use is likely to ex pand dra mat i cally. It is cru -
cial that the field of deaf-blind ness pre pares for
this in crease by strength en ing the cur rent sys tem
of in ter vener train ing. Na tional open ac cess train -
ing mod ules, cre ated by lead ing ex perts in the
field of deaf-blind ness, would sup port the con sis -
tent ex pan sion of train ing op por tu ni ties across the 
coun try.

De vel op ment of train ing mod ules is just one of
ten rec om men da tions found in the re port Rec om -
men da tions for Im prov ing In ter vener Ser vices (NCDB, 
2012a). Col lec tively, the ul ti mate goal of the rec -
om men da tions is to pro mote pos i tive de vel op -
men tal and ed u ca tional out comes for chil dren and 
youth who are deaf-blind, from birth through age
21, by im prov ing both the avail abil ity and qual ity
of in ter vener ser vices through out the United
States. Rec om men da tion 3 as serts that an es sen tial 
com po nent of these ser vices is the suf fi cient avail -
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abil ity of high-qual ity train ing op por tu ni ties. Its
goals are for ev ery child who re quires in ter vener
ser vices to have them avail able and to re ceive
them from in ter ven ers who have a core set of
knowl edge and skills ob tained through a
high-qual ity train ing pro gram. The pro cess of de -
vel op ing in ter vener train ing mod ules rep re sents
an op por tu nity to work to gether to cre ate a re -
source that can sup port all states in meet ing cur -
rent and in creas ing de mands for in ter ven ers. We
sup port in clu sion of in ter vener ser vices as a re -
lated ser vice un der IDEA and be lieve that in ter -
vener prep a ra tion is best ap proached us ing our
col lec tive strengths to ad dress na tional train ing
needs. Many stu dents who are deaf-blind need in -
ter ven ers as a sup port for par tic i pa tion in schools.
To para phrase Helen Keller, NCDB looks to the
par tic i pa tion of con trib ut ing part ners so that we
can all ac com plish more to gether than we may do
alone.
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“I Can Connect!”

The New National Deaf-Blind

Equipment Distribution Program

Betsy McGinnity

Perkins School for the Blind

Send ing an e-mail or text, check ing the weather
fore cast on line, or search ing for the best price for
that new gad get are things that most of us do each 
day with out much thought or ef fort. It’s just part
of life in the 21st Cen tury. For in di vid u als with
com bined hear ing and vi sion loss, how ever, these
tasks may not be so easy. In or der to suc cess fully
ac cess the same dis tance com mu ni ca tion tech nol -
ogy and ser vices as hear ing-sighted peo ple, those
who are deaf-blind of ten re quire spe cial ized
equip ment and train ing. The equip ment is of ten
ex pen sive, and the train ing can be hard to find in
many ar eas. For tu nately, there is a new pro gram
to ad dress these chal lenges—the Na tional
Deaf-Blind Equip ment Dis tri bu tion Pro gram
(NDBEDP), spon sored by the Fed eral Com mu ni -
ca tions Com mis sion (FCC) to help peo ple who are
deaf-blind achieve their dis tance com mu ni ca tion
goals.

The NDBEDP was es tab lished as part of the
land mark 21st Cen tury Com mu ni ca tions and
Video Ac ces si bil ity Act (21st CVAA), a wide-rang -
ing law passed by Con gress in 2010 that is de -
signed to en sure ac cess by peo ple with dis abil i ties
to all as pects of mod ern com mu ni ca tion. Rec og -
niz ing that deaf-blind ness leads to sig nif i cant bar -
ri ers in com mu ni ca tion and video ac cess, the
fram ers of the 21

st
 CVAA in cluded a sec tion man -

dat ing the FCC to es tab lish the NDBEDP and au -
tho rized spend ing up to $10 mil lion an nu ally for
equip ment and train ing for in di vid u als who are
deaf-blind. The fund ing is al lo cated to states based 
on pop u la tion.

It took sev eral years and lead er ship from Con -
gress man Ed Markey and other law mak ers to pass 
the 21st CVAA. Ad vo cates, in clud ing in di vid u als
who are deaf-blind, were in tensely in volved in
per suad ing Con gress to pass the law and also pro -
vided in put to the FCC as it de vel oped the rules
that will gov ern the NDBEDP. To their credit, staff 
at the FCC con ferred with in di vid u als who are
deaf-blind and other in ter ested par ties for months
to de velop the rules and care fully con sid ered the
feed back they re ceived from con sum ers, fam i lies,
and ser vice pro vid ers. Be cause there was no pre -
ce dent for such a pro gram and there were a num -
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ber of is sues upon which no real con sen sus could
be reached, the FCC de cided to ini ti ate the
NDBEDP as a 2-to-3-year pi lot pro gram. Fi nal
rules will be es tab lished af ter the pi lot phase has
been com pleted.

As part of the pi lot pro gram, the FCC in vited
or ga ni za tions and agen cies in each state to ap ply
for cer tif i ca tion as the state en tity that dis trib utes
equip ment for the NDBEDP. Al though only one
en tity in each state could be cer ti fied, ap pli cants
were en cour aged to form part ner ships to carry out 
the pro gram. Ap pli ca tions were sub mit ted in No -
vem ber 2011, and the equip ment dis tri bu tion en ti -
ties were se lected on July 2, 2012.

The FCC also in vited ap pli ca tions for par tic i pa -
tion in a na tional out reach pro gram to raise
aware ness of the ben e fits of this new ini tia tive
through out the U.S. Perkins School for the Blind
(Perkins) in part ner ship with the Helen Keller Na -
tional Cen ter for Deaf-Blind Youth and Adults
(HKNC) was awarded this grant, which be gan
July 1, 2012. NDBEDP is be ing mar keted as
iCanConnect (www.iCanConnect.org). Perkins, in
part ner ship with HKNC, took a lead er ship role in
help ing a large num ber of states de velop their ap -
pli ca tions and de cid ing how best to es tab lish the
deaf-blind equip ment dis tri bu tion in their states.
Perkins and HKNC are also des ig nated as the cer -
ti fied equip ment dis tri bu tion en tity in 10 states,
Puerto Rico, and the U.S. Vir gin Is lands, and they
serve in a sup port ive role in 18 ad di tional states.

Through iCanConnect, el i gi ble in di vid u als can
get equip ment that en ables them to use tele phone
com mu ni ca tion, ac cess the Internet, and use what
the FCC re fers to as “ad vanced com mu ni ca tions”
(e.g., Internet-based voice com mu ni ca tion, e-mail,
in stant messaging, and video conferencing ser -
vices) (FCC, n.d.). Equip ment cov ered in cludes
hard ware and soft ware ap pli ca tions that may be
ei ther spe cial ized equip ment or “off-the-shelf”
items, such as smart phones and iPads. The FCC
did not es tab lish a list of ap proved types of equip -
ment, but any equip ment pro vided must sup port
dis tance, not face-to-face com mu ni ca tion. It is an -
tic i pated that most so lu tions will be cus tom ized
for each el i gi ble in di vid ual. The type of equip ment 
needed by a spe cific in di vid ual will be de ter mined 
through an as sess ment of his or her com mu ni ca -
tion goals. As tech nol ogy changes, more ef fec tive
and cre ative so lu tions will be in cor po rated.

In or der to be con sid ered el i gi ble to re ceive
equip ment and train ing, an in di vid ual must meet
the fol low ing def i ni tion of deaf-blind ness as es tab -
lished in the Helen Keller Act: “In gen eral, the in -
di vid ual must have a cer tain vi sion loss and a

hear ing loss that, com bined, cause ex treme
dif fi culty in at tain ing in de pend ence in daily life
ac tiv i ties, achiev ing psychosocial ad just ment, or
ob tain ing a vo ca tion (work ing)” (FCC, n.d.). In di -
vid u als must also have an in come that does not
ex ceed 400% of the fed eral pov erty guide lines.
There are no age re stric tions or work re quire -
ments. It is im por tant to re mem ber that the equip -
ment is to be used only by in di vid u als who are
deaf-blind, not by their fam ily mem bers or ser vice
pro vid ers. For a de tailed de scrip tion of the pro -
gram see http://www.fcc.gov/guides/na tional-
deaf-blind-equip ment-dis tri bu tion-pro gram.

In some in stances, if an in di vid ual has sig nif i -
cant vi sion loss, the abil ity to read Braille may be
nec es sary. That said, it is im por tant to note that a
per son who uses pic tures or ges tures to com mu ni -
cate and who is able to use a ser vice like Skype to
chat with a dis tant fam ily mem ber may be el i gi ble. 
In es tab lish ing the rules for the pro gram, the FCC
sought to in clude as many el i gi ble con sum ers as
pos si ble. It is ex pected that one of the larg est
groups that will ben e fit is that of in di vid u als who
have lost hear ing and vi sion as a re sult of ag ing.
They may be ex pe ri enced in us ing ad vanced tele -
com mu ni ca tions tech nol ogy but have been cut off
from us ing it be cause of sen sory loss.

Dis tri bu tion en ti ties in sev eral states have al -
ready started to pro cess ap pli ca tions for equip -
ment from in di vid u als with deaf-blind ness and
ver ify their el i gi bil ity. Once an in di vid ual is
deemed el i gi ble, he or she will meet with an as ses -
sor to dis cuss his or her com mu ni ca tion goals. The 
as ses sor will help in di vid u als iden tify equip ment
to sup port those goals and test sam ple equip ment. 
When the as sess ment is com plete, the equip ment
will be or dered. When the equip ment is de liv ered, 
a trainer will be sent to in stall it and train the con -
sumer to use it. Rec og niz ing the great di ver sity in
the pop u la tion of in di vid u als with deaf-blind ness, 
the FCC did not set any limit on the num ber of
train ing hours.

In re cent de cades, tech nol ogy has vastly ex -
panded the way most peo ple com mu ni cate
through voice, data, and video ser vices, but the
high fi nan cial cost of this tech nol ogy and as so ci -
ated train ing for in di vid u als with com bined vi sion 
and hear ing loss have pre vented equal ac cess to it
for peo ple who are deaf-blind. The goal of the Na -
tional Deaf-Blind Equip ment Dis tri bu tion Pro -
gram is to ad dress this im bal ance by en sur ing that 
ev ery per son with com bined hear ing and vi sion
loss has ac cess to mod ern tele com mu ni ca tion tools 
and the train ing nec es sary to use them, thus grant -
ing each the op por tu nity to in ter act with the
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world as an in volved, con trib ut ing mem ber of so -
ci ety. To learn more about this pro gram, visit
iCanConnect.org or call 1-800-825-4595.

Reference

Fed eral Com mu ni ca tions Com mis sion. (n.d.). Na -
tional Deaf-Blind Equip ment Dis tri bu tion Pro gram:
Guide. Re trieved from
http://www.fcc.gov/guides/na -
tional-deaf-blind-equip ment-dis tri bu tion-pro -
gram

vvvvvvv

Remembering Colleagues Who
Passed Away in 2011–2012

Ed i tors’ note: In 2011 and 2012, the field of
deaf-blind ness in the U.S. lost four amaz ing in di -
vid u als—Jim Durkel, June Downing, Di ane Kelly,
and Harvey Mar. All died much too young, but
while they lived each had a pro found im pact on
chil dren who are deaf-blind and their fam i lies.
Each has left a leg acy that will in spire and in form
their con tem po rar ies in the field of deaf-blind ness
and gen er a tions to come. We asked col leagues and 
friends to write re mem brances.

_______________________

Jim Durkel

By Cyral Miller

On Mon day, May 28,
2012, Jim Durkel passed
away from mul ti ple
myeloma can cer. Jim
worked at the Texas
School for the Blind and
Vi su ally Im paired

(TSBVI) for more than 20 years. He held nu mer ous 
po si tions at TSBVI in clud ing class room teacher,
deafblind out reach teacher, and state wide staff de -
vel op ment co or di na tor. He was also the co or di na -
tor of Amer i can Print ing House for the Blind
ma te ri als for TSBVI, the an nual reg is tra tion of
chil dren with vi sual im pair ments in Texas, and
the Texas Deafblind Cen sus. These many roles and 
ti tles, how ever, do not fully re flect the count less
ways he as sisted chil dren, fam i lies, and his col -
leagues at TSBVI and across the coun try. He was a 
fre quent pre senter at con fer ences and work shops,
a col lab o ra tor on the de vel op ment of web-based

train ing ma te ri als, and a go-to re source for peo ple
across the coun try.

Jim had deep knowl edge of an im pos si bly wide 
range of ar eas. He was an ac com plished au di ol o -
gist and speech lan guage pa thol o gist be fore he
joined the field of vi sual im pair ments and
deaf-blind ness, where he be came an out stand ing
re source on lan guage de vel op ment and com mu ni -
ca tion is sues. His tal ent for syn the siz ing com pli -
cated in for ma tion to in crease un der stand ing of
chil dren’s needs was awe-in spir ing. He wrote nu -
mer ous ar ti cles for the Texas SenseAbilities news let -
ter and cre ated TSBVI’s first on line train ing
mod ule (www.tsbvi.edu/course), which was de -
signed to help new men tors of teach ers and ori en -
ta tion and mo bil ity spe cial ists de velop ba sic
mentoring skills prior to en gag ing in di rect train -
ing. Jim also shared his knowl edge widely be yond 
TSBVI via mod ules now posted on the Perkins
website, the NCDB website, and oth ers. He was
in stru men tal in de vel op ing the Path ways to Lit er -
acy website co-pro duced by Perkins and TSBVI
(www.pathstoliteracy.org).

Jim was a won der ful col league who made ex -
ten sive con tri bu tions to the field of deaf-blind ness. 
His friend ship and pro fes sional ex per tise will be
sorely missed.

_______________________

June Downing

By Stephanie

MacFarland

June Downing lived and
taught by ex am ple. She
held high ex pec ta tions for 
all, from stu dents with
mul ti ple dis abil i ties and
deaf-blind ness, to stu -
dents in her teacher prep -
a ra tion pro grams, to her
col leagues in the field,

and to the many peo ple to whom she pre sented
na tion ally and in ter na tion ally. June ex uded op ti -
mism and for ti tude and was pas sion ate about, and 
a strong ad vo cate for, ed u ca tional prac tices that
pre sumed learner com pe tence, in clu sive ed u ca -
tion, fam ily in volve ment, col lab o ra tive team ing,
and pos i tive be hav ioral sup port. She al ways saw
op por tu ni ties for learn ing for ev ery stu dent and
asked “Why not?” when bar ri ers or chal lenges
arose. And if the ques tion “Why not?” was an -
swered with more ex cuses, “I don’t knows” or
“cannots,” she cre atively and mind fully gave ex -
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am ples to show how some thing could be done
with dig nity, mean ing, and timely hu mor.

We are for tu nate that June was an ed u ca tor as
well as a scholar be cause she pub lished 9 books,
13 mono graphs and cur ric ula, 14 book chap ters,
and over 38 ar ti cles. She left us a rich col lec tion of
sys tem atic in struc tional strat e gies to teach stu -
dents with mul ti ple dis abil i ties and deaf-blind ness 
how to com mu ni cate, learn ac a demic and so cial
skills, and be come self-de ter mined. She gave us
clear pic to rial and de scrip tive ex am ples of how to
adapt core cur ric u lum and teach lit er acy skills that 
par ents, teach ers, and other prac ti tio ners could
col labor atively and in di vid u ally im ple ment. June
was greatly ap pre cia tive of the fam i lies she came
to know and the teach ers who grad u ated from the
spe cial ed u ca tion prep a ra tion pro grams she di -
rected at the Uni ver sity of Ar i zona and Cal i for nia
State Uni ver sity, Northridge, dur ing her ca reer.
They di rectly im pacted the ul ti mate goal of ed u ca -
tion in June’s vi sion for stu dents with se vere and
mul ti ple dis abil i ties: “to have the high est qual ity
of life with friends and mean ing ful ac tiv i ties.”

_______________________

Diane M. Kelly

By Peggy Lashbrook

Di ane Kelly, pro ject di rec -
tor of the Mary land state
deaf-blind pro ject, Con -
nec tions Be yond Sight
and Sound, passed away
on Au gust 21, 2012, fol -
low ing a cou ra geous and
in spir ing 2-year bat tle
with small cell neuro-en -
do crine can cer. Di ane’s

gen er ous and gra cious spirit, ev i dent in all of her
ef forts for chil dren and youth with deaf-blind ness, 
their fam i lies, and sup port ing pro fes sion als had a
pro found and last ing im pact on many in our field.

Di ane, an alumna of Penn State and the Uni ver -
sity of Mary land, joined the Mary land project in
1990 as its pro ject co or di na tor and be came di rec tor 
in 2001. Those close to her work from even the
ear li est years talk of her pas sion and ex per tise in
pro vid ing child-fo cused and fam ily tech ni cal as -
sis tance and her abil ity to gar ner col lab o ra tive
sup port and re spect from team mem bers with di -
verse points of view. She man aged to skill fully
bal ance the roles of foot sol dier and ad min is tra tor, 
both so cru cial in the pro vi sion of qual ity tech ni cal 
as sis tance, and she gave gen er ously to the field of

deaf-blind ness, shar ing her time, en ergy, and
skills on many na tional and re gional ini tia tives.

As peo ple learned of Di ane’s pass ing, her leg -
acy be came im me di ately ap par ent. Hun dreds of
in di vid u als from across the coun try shared sto ries
of her im pact on their work, both pro fes sion ally
and per son ally. Many spoke of her gen u ine wel -
com ing and sup port ive spirit, her ex per tise, her
in cred i ble work ethic and sense of hu mor, and her 
un wa ver ing com mit ment to mak ing the lives of
chil dren and youth with deaf-blind ness and their
fam i lies better. To her very last days she was ac -
tively en gaged in that pur suit. She is sur vived by
her par ents, sib lings, and two chil dren—Lauren
and Brendan, the ab so lute lights of her life—and
by many friends.

While our friend and col league was taken from
our midst far too soon, her gifts to all of us far out -
weigh the years we shared. Even in her un timely
ill ness she grace fully and qui etly con tin ued to
teach life les sons about be ing pos i tive, grate ful,
and in vit ing, as well as about shar ing and cel e -
brat ing com mu nity. As we move for ward, may
we, as a com mu nity, honor Di ane by sup port ing
each other and con tin u ing our work on be half of
chil dren and youth with deaf-blind ness, a pas sion
that fed her very soul.

_______________________

Harvey Mar

By Nancy Sall

Harvey Mar was many
things to many peo ple.
He was a bril liant and in -
sight ful psy chol o gist, a
ded i cated re searcher and
el o quent writer, and a

quick-witted and car ing friend.

As a pro fes sional, he aimed for per fec tion in his 
work—from eval u a tions to grant ap pli ca tions and
ev ery thing in be tween. And he ex pected the same
from ev ery one around him. His per fec tion ism af -
fected my work very di rectly. Years ago, I worked
with him on deaf-blind pro jects while also work -
ing to ward my de gree. I had al ready jumped
through all of the re quired hoops with the read ers
of my dis ser ta tion, and then . . . en ter Harvey. On
the day of my dis ser ta tion de fense, he came in
with his copy, marked with Post-it® notes in di cat -
ing changes he thought were nec es sary. Af ter it
was over, one of the other read ers came back to
me and said not to bother, the changes were so
miniscule that they would n’t mat ter; that he
would n’t read it again and he would never know.
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But I knew that he would, in fact, read it again. It
was the dif fer ence be tween some thing be ing re ally 
good and some thing be ing re ally great, and I
made those changes.

Harvey had the same in flu ence on the field of
deaf-blind ness. He raised the bar with re gard to
dy namic as sess ments, un der stand ing chil dren,
and col lab o rat ing with par ents and ed u ca tors.
Many par ents talk of his calm ing in flu ence and the 
tire less pas sion with which he ap proached his
work.

Harvey also had a pas sion for life. Af ter cram -
ming to get grant pro pos als in be fore mid night
dead lines (run ning to the post of fice on 34th Street
in Manhattan at 11:45 pm), he was known to play
hooky the next day. At con fer ences or pro ject di -
rec tor’s meet ings, he al ways ended up in the bar
with a group of col leagues fol lowed by din ner
where he de lighted in the likes of es car got. He
took great joy in these and other sim ple plea sures.

His great est joy, though, came in be ing a fa ther. 
It changed him, and changed his pri or i ties. He
was an ex cep tional fa ther who al ways made time
for Julia and Tessie, whether for pick-ups from pi -
ano les sons or drop-offs at vi o lin les sons, mak ing
din ner, or help ing with home work.

Harvey was a stal wart men tor and friend. He
led by ex am ple (how I sym pa thize with my stu -
dents when I see their eyes widen as I re turn their
pa pers with Post-its on far too many pages).
Harvey died sud denly on May 17, 2012, taken too
quickly for any one to un der stand. He touched the
lives of many, and we are all better peo ple for
hav ing known him.

For Your Library

Publications

Rec om men da tions for Im prov ing In ter vener Ser -
vices

National Consortium on Deaf-Blindness, 2012.
in ter ven ers.nationaldb.org
These rec om men da tions for im prov ing in ter vener
ser vices for chil dren and youth who are deaf-blind 
in the United States were de vel oped in re sponse to 
a re quest from the U.S. De part ment of Ed u ca tion’s 
Of fice of Spe cial Ed u ca tion Pro grams.  They are

based on in for ma tion gath ered from an ex ten sive
data col lec tion pro cess and from NCDB-fa cil i tated 
dis cus sions with mul ti ple stake holders.

_______________________

Free Train ing Ma te ri als from NCDB
DB-LINK, the in for ma tion ser vices arm of NCDB,
can pro vide bulk cop ies of fact sheets on a va ri ety
of top ics (e.g., com mu ni ca tion, as sess ment)
free-of-charge.  This in cludes most (but not all) of
the pub li ca tions on this web page:
http://www.nationaldb.org/NCDBProducts.php?
prodCatID=84.  Con tact us and let us know the ti -
tles and quan tity of the doc u ments you de sire and
we will do our best to fill your re quest.

Phone: 800-438-9376 (Voice); 800-854-7013 (TTY). 
E-mail: info@nationaldb.org.

_______________________

A Fam ily’s Guide to In ter ven ers for Chil dren
with Com bined Vi sion and Hear ing Loss

Linda Alsop, Clara Berg, Vivecca Hartman, Melanie
Knapp, Kimberly Lauger, Cheryl Levasseur, Mike
Prouty, & Sally Prouty. Logan, UT: SKI-HI Institute,
Utah State University, 2012.

intervener.org/wp-content/uploads/2012/06/A-Familys-
Guide-to-Interveners.pdf
This book let in cludes in for ma tion about
deaf-blind ness, ef fec tive in ter ven tion for chil dren
who are deaf-blind, the role of in ter ven ers, and
de ter min ing the need for an in ter vener through
the In di vid u al ized Ed u ca tion Pro gram (IEP) pro -
cess.

_______________________

In vis i ble: My Jour ney through Vi sion and Hear -
ing Loss

Ruth Silver. Bloomington, IN:  iUniversere, Inc., 2012.
The mem oir of a woman who is deaf-blind.  She
shares her life ex pe ri ences and her strug gles to ac -
cept blind ness and later hear ing loss.  

_______________________

AIM: As sess ment In ter ven tion Ma trix

Enid G. Wolf-Schein & Jerome D. Schein. Three Bridge
Publishers, 2009
The As sess ment In ter ven tion Ma trix (AIM) is a
cur ric u lum for teach ing in di vid u als with sig nif i -
cant com mu ni ca tion or sen sory im pair ments (in -
clud ing those with se vere au di tory and vi sual
prob lems or au tism) to de velop com mu ni ca tion
and daily-liv ing skills in re al is tic, mean ing ful con -
texts, at school and at home. For more in for ma -
tion, go to www.AIMcurriculum.com

18

Deaf-Blind Perspectives Volume 19, Issue 1        



Multimedia

Perkins Webcasts

www.perkins.org/resources/webcasts
The Perkins se ries of on-de mand webcasts, pre -
sented by ex perts in the field of vi sual im pair ment 
and deaf-blind ness, con tin ues to grow rap idly. 
Cat e go ries in clude assistive tech nol ogy; CHARGE 
Syn drome; cur ric u lum, in struc tion, and
mentoring; deafblindness or vi sual im pair ment
with ad di tional dis abil i ties; help for fam i lies; in de -
pend ent liv ing skills; and so cial skills and sex u al -
ity ed u ca tion. 

_______________________

Com mu ni ca tion for Chil dren with
Deafblindness, or Vi sual and Mul ti ple Im pair -
ments

Texas School for the Blind and Visually Impaired
(TSBVI) 
http://distance.tsbvi.edu/communication
This website, de vel oped by Chris Mont gom ery, a
deafblind out reach spe cial ist at TSBVI, of fers a
place for shar ing strat e gies and ideas in the de sign 
and use of com mu ni ca tion sys tems.  Cur rent sec -
tions in clude in ter ac tion and bond ing, as sess ment, 
rou tines, and cal en dars. Video clips are used to il -
lus trate in ter ac tions and in struc tional strat e gies. 
There are many ad di tional great re sources at the
TSBVI Dis tance Learn ing website: 
http://dis tance.tsbvi.edu.

Lit er acy for Chil dren with Com bined Vi sion and 
Hear ing Loss

www.nationaldb.org/literacy
Pro vides strat e gies, prac ti cal ex am ples, and re -
sources that pro vide ex panded learn ing op por tu -
ni ties to chil dren with deaf-blind ness, mul ti ple
dis abil i ties, and com plex chal lenges.

vvvvvvv
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Search National Consortium on

Deaf-Blindness

Announcement
Seeking Special Education Teachers and

Speech Language Pathologists for
Communication Research Studies

Study 1

Spe cial ed u ca tion teach ers and speech-lan -
guage pa thol o gists are needed to par tic i pate in
a study funded by the U.S. De part ment of Ed u -
ca tion.  Par tic i pants must:

u Cur rently serve at least one stu dent with
com plex com mu ni ca tion needs at any
grade level, in clud ing early in ter ven -
tion/early child hood spe cial ed u ca tion.

u Be re spon si ble for de vel op ing com mu ni -
ca tion-re lated IEP/IFSP.

u NOT cur rently use the Com mu ni ca tion
Ma trix to eval u ate stu dents.

Par tic i pants will re ceive an hon o rar ium rang -
ing from $200-$350.  For fur ther de tails, please
email quinnem@ohsu.edu.

Grant #H327A110010
U. S. Dept. of Ed u ca tion
Dr. Char ity Rowland, P. I.
IRB #1517

Study 2

A Re search Pro ject, “Us ing the ICF-CY to
Guide Com mu ni ca tion In struc tion for Learn ers
Who Use AAC” (Augmentative and Al ter na tive 
Com mu ni ca tion), is seek ing spe cial ed u ca tion
teach ers and school-based speech-lan guage pa -
thol o gists who:

u Cur rently work at least weekly with one
stu dent with com plex com mu ni ca tion
needs in grades K-12.

u Are re spon si ble for de vel op ing com mu ni -
ca tion-re lated IEP goals for the stu dent.

It should take no more than two hours to com -
plete the re quested ac tiv i ties. All par tic i pants
will re ceive $150 Tar get gift card upon com ple -
tion of study tasks. For fur ther de tails, please
e-mail: ICFAAC@ohsu.edu

Grant #R324A090028
In sti tute of Ed u ca tion Sci ences
U. S. Dept. of Ed u ca tion
Dr. Char ity Rowland, P. I.
IRB #6429



Non profit Or gani za tion
U.S. Post age

PAID
Per mit No. 751

Sa lem, OR

Deaf-Blind Per spec tives
Na tional Con sor tium on Deaf-Blind ness
West ern Or e gon Uni ver sity
345 N. Monmouth Ave.
Monmouth, OR 97361

Ad dress Serv ice Re quested

Please send my copy in:

q Grade 2 braille q Large print

q Standard print q  E-mail (Ascii text)

Deaf-Blind Per spec tives is a free pub li ca tion, pub lished two times a year by the Na tional Con sor tium on
Deaf-Blind ness. Pa per cop ies are avail able free of charge to sub scrib ers within the United States. E-mail sub -
scrip tions (Ascii text) are avail able for international sub scrib ers and oth ers who pre fer the on line for mat. All
is sues of Deaf-Blind Per spec tives are avail able at http://nationaldb.org/dbp

q New sub scrip tion      q  Ad dress change

q Please re move my name from your mail ing list.

Name: ___________________________________Agency: _______________________________________________

Street: _____________________________________City: ______________________State: ____ Zip: _____________

E-mail ____________________________________   Com ments ___________________________________________

________________________________________________________________________________________________

________________________________________________________________________________________________

Mail to: Deaf-Blind Perspectives 
National Consortium on Deaf-Blindness

345 N. Monmouth Ave. Monmouth, OR 97361
or call Randy Klumph (503) 838-8885, TTY (503) 838-8821,

Fax: (503) 838-8150, E-mail: dbp@wou.edu
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