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Al though au di tory neu rop a thy spec trum dis or der and (cen tral) au di tory pro cess ing dis or der are dif fer -
ent types of dis or ders, they share sim i lar i ties that may lead pro fes sion als to con fuse them un less ap pro pri -
ate test ing is used. Ac cu rate di ag no sis is es sen tial be cause these two types of hear ing dis or ders orig i nate
from dif fer ent sites within the au di tory sys tem and, there fore, can not be treated the same way. This ar ti cle
re views the main char ac ter is tics of each dis or der and the types of tests that are nec es sary to dif fer en ti ate
one from the other.

Auditory Neuropathy Spectrum Disorder

Au di tory neu rop a thy spec trum dis or der (ANSD) is a spe cific type of hear ing loss thought to be pres ent 
in about 10% of chil dren who have been di ag nosed with sensorineural hear ing loss. It was of fi cially rec og -
nized less than 15 years ago (Starr, Picton, Sininger, Hood, & Berlin, 1996). In a nor mally func tion ing ear,
sounds reach ing the co chlea in the in ner ear ac ti vate a spe cific type of hair cell, the outer hair cells. These
cells act as the ear’s nat u ral am pli fier. Their job is to in crease the vol ume of sounds en ter ing the co chlea so 
that they can be de tected by a sec ond type of hair cell, the in ner hair cells. The in ner hair cells trans mit
sound to the au di tory nerve, which car ries it to the brain for in ter pre ta tion.

Hear ing tests of chil dren with ANSD usu ally show nor mal am pli fi ca tion of sounds in the co chlea, in di -
cat ing that the outer hair cells are func tion ing. How ever, upon fur ther test ing, these chil dren are found to
have ab sent or ab nor mal re sponses in the part of the brainstem that is de voted to sounds. This means that
there is a prob lem with the in ner hair cells, with the con nec tion be tween the in ner hair cells and the au di -
tory nerve, or with the au di tory nerve it self.

The causes of ANSD are not known for cer tain, but risk fac tors in the new born pe riod in clude very
high bil i ru bin lev els, de creased ox y gen lev els (an oxia), and in fec tions (Starr, Sininger, & Pratt, 2000). A ge -
netic fac tor is be lieved to play a role in ap prox i mately 40% of cases (Starr, et al., 2000).

Diagnosing ANSD

When a child has dif fi culty pro cess ing sounds, it is im por tant to pin point ex actly where within the au -
di tory sys tem the prob lem is oc cur ring. Two com mon tests to do this are the otoacoustic emis sion (OAE)
test and the au di tory brainstem re sponse (ABR) test. These tests are com monly used to gether to achieve a
di ag no sis. They are also used in de pend ently or some times in com bi na tion to screen ba bies for ANSD and
sensorineural hear ing loss shortly af ter birth.
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In OAE test ing, a small probe is placed in the
ear ca nal and de liv ers sounds into the ear. A min -
ia ture mi cro phone in side the probe re cords any
feed back sounds or ech oes com ing from the co -
chlea. These ech oes or feed back sounds, called
otoacoustic emis sions, are pro duced when outer
hair cells re spond to sounds com ing into the ear
(Kemp, 1978). When pres ent, otoacoustic emis -
sions in di cate that the outer hair cells are work ing
prop erly. 

The ABR test in volves plac ing elec trodes on the 
skin over the ar eas of the au di tory path ways.
Sounds are in tro duced into the ear, and the brain’s 
re sponse to these sounds is mea sured as they
travel the au di tory path ways. This test can de ter -
mine whether sounds are be ing pro cessed prop -
erly by the in ner hair cells and whether the

au di tory nerve and hear ing cen ters in the
brainstem are work ing ap pro pri ately. 

ANSD and sensorineural hear ing loss are dif -
fer en ti ated by the site of dam age. In the ma jor ity
of sensorineural hear ing loss cases, otoacoustic
emis sions are ab sent or greatly re duced, in di cat -
ing that the outer hair cells are not work ing prop -
erly. In these cases, hear ing aids are usu ally
ap pro pri ate de pend ing on the se ver ity of the dam -
age. Even if the outer hair cells are no lon ger am -
pli fy ing sounds, the hear ing aids will in crease the
loud ness of sounds enough to ac ti vate the in ner
hair cells. In more se vere cases, a co chlear im plant
is used to re place the func tion of both the outer
and in ner hair cells and to di rectly stim u late the
au di tory nerve.

In chil dren with ANSD, otoacoustic emis sions
are usu ally pres ent, in di cat ing that am pli fi ca tion
of sounds is still oc cur ring nat u rally in side the co -
chlea. How ever, ABR waves are ei ther ab sent or
ab nor mal. Since the ABR mea sures stim u la tion of
the au di tory path ways in the brain, this im plies
that sounds are not trav el ing through these path -
ways in an ef fec tive man ner. In con trast to in di -
vid u als with sensorineural hear ing loss, the
ma jor ity of those with ANSD do not re ceive
enough ben e fit from hear ing aids alone to sup port 
speech and lan guage de vel op ment. How ever, they 
do of ten ben e fit from the use of co chlear im plants.

Implications of Missed or Delayed Diagnosis

ANSD oc curs in de grees rang ing from mild to
pro found. In pro found cases chil dren show no or
very lit tle sound per cep tion. In mild cases there
may be nor mal hear ing sen si tiv ity in quiet en vi -
ron ments and chil dren may de velop spo ken lan -
guage at a nor mal de vel op men tal rate with out
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spe cific in ter ven tion. They will, how ever, have
dif fi culty un der stand ing speech in noisy en vi ron -
ments. This char ac ter is tic can make it seem as if
these chil dren have an au di tory pro cess ing dis or -
der (APD) as de scribed be low. 

Al though 5% to 7% of chil dren with ANSD will 
de velop lan guage nor mally and start speak ing
within 1 year to 18 months (Berlin, Hood, Morlet,
Rose, & Brashears, 2003), de spite their ab nor mal
ABR re sults, this is not true of the ma jor ity of
those who have ANSD. Nu mer ous new born
screen ing pro grams are still based on OAE tests
only (this is mostly the case in well-baby units),
and as a re sult the ma jor ity of chil dren born with
ANSD will not be flagged for fol low-up by new -
born screen ing. Among them are those who do not 
have any sound aware ness and those who can not
de velop speech and lan guage with out spe cific in -
ter ven tion. These chil dren will even tu ally be re -
ferred for fur ther test ing once it has be come
ap par ent to the par ents and/or a pe di a tri cian that
there is a hear ing prob lem. How ever, chil dren
who do not show ma jor de lays in the first few
years of life may be com pletely missed. Some will
later be in ap pro pri ately di ag nosed with an APD
(or other type of learn ing dis abil ity).

Auditory Processing Disorders

Au di tory pro cess ing re fers to the way our
brains pro cess the sounds we hear. This in cludes
lo cat ing where sounds are com ing from; dis crim i -
nat ing be tween sounds; and dis tin guish ing
speech, mu sic, or other per ti nent sounds in en vi -
ron ments where there is back ground noise, such
as a tele vi sion at home or a noisy heat ing vent in a 
class room. 

When au di tory pro cess ing abil i ties are im -
paired, chil dren are la beled as hav ing an APD,
also com monly called cen tral au di tory pro cess ing

dis or der (CAPD). Fail ure to hear well in the
pres ence of com pet ing speech or back ground
noise af fects the ma jor ity of chil dren with APD.
Un for tu nately, back ground noise is pres ent in
most real-world lis ten ing sit u a tions. A per son
with nor mal hear ing can “tune out” such noise,
but in di vid u als with APD can not. They also have
dif fi culty when an im por tant sound is de graded
such as from a badly tuned ra dio or through a bad 
phone con nec tion. These prob lems can lead to dif -
fi culty un der stand ing what other peo ple are say -
ing and cause de lays in lan guage de vel op ment.
APDs are of ten as so ci ated with other lis ten ing and 
learn ing def i cits, such as spe cific lan guage im pair -
ments and dys lexia, and may also oc ca sion ally oc -
cur with neu ro log i cal con di tions such as tu mors,
de layed mat u ra tion of the cen tral au di tory path -
ways, and de vel op men tal ab nor mal i ties (Bamiou,
Musiek, & Luxon, 2001).

Diagnosing APD

Chil dren with APD typ i cally re spond nor mally 
to sounds when tested in a quiet en vi ron ment
(Chermak, Hall, & Musiek, 1999; Jerger & Musiek,
2000; Bamiou et al., 2001; Chermak, 2002). How -
ever, they may show prob lems lo cat ing where
sounds are com ing from and dis crim i nat ing be -
tween sounds, and/or they may have dif fi cul ties
with tem po ral pro cess ing—which is the abil ity of
the au di tory sys tem to pro cess sounds that are
com ing very quickly, one af ter the other (ASHA,
1996). 

Di ag nos ing APD is com plex, and a di ag no sis is
not of ten made un til learn ing def i cits are well es -
tab lished and have been im pair ing a child’s de vel -
op ment for sev eral years. Screen ing for APD is
usu ally not ap pro pri ate un til a child is 3 or 4 years 
old, and cau tion in the as sess ment of chil dren un -
der the age of 7 is rec om mended be cause of a high 
de gree of vari abil ity in their per for mance on APD
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ANSD (C)APD

Tympanogram (tests the in teg rity of the mid dle ear) Nor mal Nor mal

Mid dle ear mus cle re flexes Ab nor mal or ab sent Pres ent

Otoacoustic emis sions Pres ent or ab sent (over time) Pres ent

Au di tory brainstem re sponses Ab nor mal or ab sent Nor mal

Pure-tone thresh olds Nor mal to se vere/pro found Nor mal

Word rec og ni tion (quiet) Ex cel lent to poor Ex cel lent

Word rec og ni tion (noise) Poor Fair to poor

Com par i son of Test Re sults for ANSD and APD



tests. Chil dren with weak lan guage skills will
have more dif fi culty with some of these tests
(those re quir ing more so phis ti cated lan guage pro -
cess ing), and the use of non ver bal stim uli is then
sug gested. De vel op ment of more ef fi cient screen -
ing tools to iden tify chil dren at risk for APD at a
very early age is def i nitely an im por tant chal lenge
for re search ers and cli ni cians. 

There is no one spe cific test to di ag nose an
APD, but rather there is a se ries of tests (ASHA,
1996). The rec om mended as sess ments in clude a
case his tory, a com plete au di o log i cal eval u a tion to 
rule out dis or ders such as ANSD, and a va ri ety of
tests that use both ver bal and non ver bal stim uli to
ex am ine dif fer ent lev els of au di tory pro cess ing
and the cen tral au di tory ner vous sys tem. Most of
the eval u a tion for an APD is done by an au di ol o -
gist, but ide ally a team of pro fes sion als is in -
volved, in clud ing an au di ol o gist, speech lan guage
pa thol o gist, psy chol o gist, and neu rol o gist. To -
gether, they can de ter mine which APD tests are
best for a par tic u lar child.

Part of the au di o log i cal eval u a tion should in -
volve dif fer en ti at ing APD from mild cases of
ANSD if the child’s hear ing has not been thor -
oughly tested pre vi ously us ing OAE and ABR
tests. As noted above, some chil dren with mild
ANSD have hear ing be hav ior that is sim i lar to
chil dren with an APD, in clud ing de layed de vel op -
ment of speech and lan guage, nor mal un der stand -
ing of speech in quiet en vi ron ments, and dif fi culty 
un der stand ing speech in noisy en vi ron ments.
Other sim i lar i ties in clude poor read ing and spell -
ing skills, low class room par tic i pa tion, so cial with -
drawal, in ap pro pri ate re sponses to things that
other peo ple say, poor re cep tive and ex pres sive
lan guage skills, and at ten tion prob lems. 

On test ing, both cat e go ries of chil dren have
nor mal or near nor mal hear ing thresh olds in quiet
en vi ron ments and speech dis crim i na tion scores
that are nor mal or near nor mal in quiet en vi ron -
ments, but poor in noisy ones. Ad di tion ally,
otoacoustic emis sions are pres ent in both groups,
mean ing they have nor mal am pli fi ca tion mech a -
nisms in the co chlea. 

If only hear ing thresh olds and otoacoustic
emis sions are tested, it is dif fi cult to tell the dif fer -
ence be tween ANSD and APD and it is likely that
the ap pro pri ate di ag no sis will be missed. There
are, how ever, tests that can de tect the dis tinct dif -
fer ences be tween the groups. These in clude mid -
dle ear mus cle re flexes test ing and ABR. Mid dle
ear mus cle re flexes test ing is im por tant for all chil -
dren sus pected of hav ing an APD. These re flexes
are nor mal in chil dren with APDs, but ab sent in

those with ANSD. If mid dle ear mus cle re flexes
are found to be ab sent or el e vated, an ABR will
then be nec es sary to eval u ate for ANSD. ABR re -
sponses are ab sent or ab nor mal in ANSD but nor -
mally pres ent in chil dren with an APD. Be cause
ABR test ing is more time con sum ing and costly
than mid dle ear mus cle re flexes test ing, it is rec -
om mended to start test ing sus pected chil dren
with the mid dle ear mus cle re flexes.

Conclusion

It is es sen tial to dif fer en ti ate ANSD from APD
so that chil dren with these dis or ders re ceive the
treat ments and ed u ca tional in ter ven tions they
need to en hance com mu ni ca tion and learn ing.
Eval u at ing a child for a po ten tial APD should start 
with the use of ap pro pri ate hear ing tests to rule
out dis or ders such as ANSD. A hear ing eval u a tion 
that in cludes only those tests for which both cat e -
go ries of chil dren per form sim i larly will po ten -
tially lead to a misdiagnosis. This is why an early
eval u a tion that in cludes mid dle ear mus cle re flex
and OAE test ing is strongly rec om mended for all
chil dren be ing eval u ated for an APD (Berlin,
Morlet, & Hood, 2003).
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Camping with Laci Faith
Matt Lowell

My wife, Becky, and I used to go camp ing all
the time. It was n’t the crazy “hike to the sum mit of 
a moun tain, out in the mid dle of no where, and
pitch a tent and live off the land” type of camp ing, 
but it was still camp ing. We would pick a week -
end and sched ule a camp ing cabin at a KOA
Camp ground. We would spend the week prior to
the trip get ting ready. We would get our food list
straight ened out, get our gro cer ies, pre pare our
bed ding, and plan what we wanted to do. In Cor -
pus Christi we vis ited the U.S.S. Lexington. In
Asheville we went to Chim ney Rock and moun -
tain-biked in the Pisgah For est. We had a pan cake
break fast in Mis sis sippi and over time, passed
through many more camp sites. In late 2002 and
early 2003 we went camp ing at a pop u lar
4-wheeling spot in Mar ble Falls, Texas, called
“The Slab” and did some crazy off-road driv ing.
We en joyed camp ing and be ing out doors, but
most of all, we enjoyed being together.

In late 2003 I de ployed to Bagh dad, Iraq, with
the First Cav alry Di vi sion out of Fort Hood, Texas. 
I re turned in early 2005, and soon af ter I got out of 
the Army I ac cepted a job of fer as a po lice of fi cer
at Fort Sam Hous ton in San An to nio. Shortly af ter
we moved to San An to nio, Becky got a job in
Seguin, Texas, as an of fice man ager for a won der -
ful ear, nose, and throat doc tor. Things were go ing 
great, and we de cided it was time to have a baby.
In No vem ber 2005, Becky be came preg nant, and
we were ec static. How ever, in May 2006 dur ing
her first sonogram, we learned that our daugh ter
would have a cleft lip and pal ate. We were a lit tle
wor ried at first, but then we re al ized that it was
not re ally that big of a deal and,with mod ern med -
i cine, it could be taken care of. So we were happy
again. In late June 2006, Becky de vel oped
preeclampsia and was put on bed rest. Very soon

af ter, Laci Faith Lowell was born on July 2, 2006.
Laci Faith was born in New Braunfels, Texas, and
weighed 3 pounds, 15 ounces. She was quickly air -
lifted to Christus Santa Rosa, a hos pi tal in San An -
to nio. Over the next two months we would learn
that she was deaf and blind, had heart prob lems
(VSD, ASD, PDA, and pul mo nary ste no sis), and
had se vere bi lat eral cleft lip and pal ate. On top of
all this, she had to be fed through a gastrostomy
tube (G-tube). Our hap pi ness had left us, but the
three most im por tant things re mained—faith,
hope, and love.

Over the next three years we would not do any
camp ing. I would dream about the day when we
could take Laci Faith camp ing, but I knew it
would take awhile. I am sure Becky got tired of
my bug ging her about camp ing, but she was very
pa tient with me, and we waited. We even tu ally set 
the goal that when Laci Faith could walk she
would camp. Not a mo ment sooner. What fun is it
to camp and have to carry around a lit tle bun dle?
You want your chil dren to walk around and ex -
plore Mother Na ture for them selves. Not only
that, those three years were filled with many sur -
ger ies—15 to be ex act. So we waited. 

Laci got a co chlear im plant; had heart, lip, and
pal ate sur ger ies; and had her G-tube re moved.
And even tu ally she walked. It was a very wob bly
walk, but it was a walk none the less. So in late Sep -
tem ber 2009, we made plans to camp, and on the
1

st
, 2

nd
, and 3

rd
 of Oc to ber 2009, we made our first

fam ily camp ing trip to Junc tion KOA in Junc tion,
Texas! Just like be fore, we spent the en tire week
prior to the trip pre par ing. There were lists to be
made and food to be pur chased. We brought
camp ing equip ment out of stor age and loaded the
truck. The only ad di tion to the prep a ra tion was
the time we spent talk ing about the camp ing trip
to Laci. Becky would talk about it in the morn ings. 
I would talk about it in the eve nings. And we
would both talk more about it at bed time. We
talked about the camp ing cabin, we talked about
camp fires, and we talked about bugs. Be fore mak -
ing the trip, Becky and I dis cussed the ac tiv i ties
we wanted to do on our trip, and we de cided that
all we re ally wanted to do was hang around the
camp site and do lit tle “pro jects.” We planned to
catch bugs and look at them un der a lens, to make
leaf pic tures (putt ing a leaf un der a sheet of pa per
and rub bing it with the side of a crayon to make
the shape of the leaf ap pear on the pa per), to fish,
to build camp fires, to play on the camp ground
play ground, and to go for walks. This trip would
be dif fer ent from our other trips. We were go ing
to slow things way down. 

5

Deaf-Blind Perspectives Volume 17, Issue 2        



We de cided to do this be cause we did not want 
to over load Laci with too many ac tiv i ties, and be -
cause we had n’t been camp ing in so long that we
needed a “dry run” to shake off the cob webs.
Look ing back, I am glad we kept the ac tiv i ties sim -
ple, be cause those were the things Laci liked to do, 
and now she will as so ci ate fun things with camp -
ing. I am sure that some day she will want to
moun tain bike and hike and boat, but for now, its
bugs and leaves.

We got to the camp ground Fri day af ter noon
and im me di ately took a walk so that Laci could
be gin to get com fort able with her sur round ings.
We soon dis cov ered some ducks liv ing at the
camp ground, and Laci fell in love with them. We
had made many trips to a lo cal park to feed the
ducks, so she knew all about feed ing ducks! Soon
af ter the ducks, it was time to build a fire and
make din ner. Laci and Becky helped out while I
cooked. Af ter din ner, we made s’mores. Laci did -
n’t take too well to them, but she loved the choc o -
late and gra ham crack ers sep a rately. She did think 
it was cool how Daddy’s marsh mal low kept catch -
ing on fire. We show ered, and then it was time for
bed. Becky and I sat out at the camp fire, in awe of
how tired we were, think ing about past trips when 
we never re ally got that tired.

Af ter a great night’s rest with rain out side, we
woke up, and I made break fast while Becky and
Laci got dressed. We spent the whole day just
hang ing around the camp site do ing our lit tle pro -
jects. We played on the play ground, played with
some “moon” sand, went fish ing, and made some
leaf draw ings. The camp ground man ager had no -
ticed Laci’s in ter est in the ducks. He said that he
watches the chil dren and picks the most
well-man nered to help feed the ducks and cor ral
them into their cage for the night. He told us that
he re ally liked Laci and that he wanted her to help 
with the ducks. So he be stowed upon her the
badge of the “Duck-meister.” It was an ac tual pin
with a duck on it and be neath it the word
“Duck-meister.” So Laci helped feed the ducks
and put them in their cage, and she had a great
time do ing it. Be fore we knew it, the day was
done, and we went through our “time for
night-night” rou tine. Laci did re ally well both
nights. I think it was be cause she got re ally tired.
She had many new ex pe ri ences to reg is ter in that
lit tle brain of hers, and it showed.

On Sunday, we woke up, ate break fast, loaded
up the truck, and came home. Laci helped put
stuff away as she al ways does. She did n’t stop
talk ing about the trip for a cou ple of days, and she 
shared the ex pe ri ence with her class mates. We

will go camp ing this up com ing sum mer, for sure.
And hon estly, there won’t be any moun tain bik -
ing, or run ning, or hik ing, or even 4-wheeling. But 
there will be a lot of pro jects. I imag ine they will
be what ever Laci Faith is into at the time. I would
like to make an other trip back to Cor pus
Christi—not to see the U.S.S. Lexington, but just to 
see the beach, be cause Laci has never been to an
ocean.

vvvvvvv

Making Online Technical
Assistance Connections

The Kansas Distance Mentorship Project

Peggy Malloy, NCDB

Four-year-old Blaine is sit ting in front of a large
com puter screen with a pic ture of a col or ful car.
With as sis tance from his teacher, he touches the
screen and then laughs out loud as the pic ture
changes to one of a trac tor. Blaine's dad is a
farmer, and his mom, Jaclyn, says that Blaine is a
big farm boy. He loves trac tors, cows, and cat tle.
He also likes cars, trucks, foot ball, bas ket ball, and
swim ming. He loves to be read to, and he cracks
up when his sis ters fight or get into trou ble. 

Blaine, a trip let, was born pre ma turely at
24-weeks ges ta tion. Be cause he has cor ti cal vi sual
im pair ment and au di tory neu rop a thy, he has trou -
ble pro cess ing what he sees and hears. He also has 
ce re bral palsy, uses a wheel chair, and needs as sis -
tance to use his arms or hands. The scene of Blaine 
at the com puter is cap tured on a short videoclip
that his teacher, Brandi Smith, posted on a se cure
website called "Blaine's Club house." The site can
only be ac cessed by Blaine's ed u ca tional team
mem bers and by ex ter nal con sul tants who as sist
the team. The videoclip posted by Brandi is one of
a se ries of clips on the website that show Blaine
us ing a com puter to play games that teach the
con cept of cause and ef fect. The avail abil ity of the
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videoclips on the website makes it pos si ble for
con sul tants in Law rence and Kan sas City, both
more than 100 miles away from Blaine's school in
Clay Cen ter, to ob serve him at the com puter and
pro vide ad vice to Brandi and other team mem bers 
about po si tion ing and supporting him during
computer activities.

Blaine is one of three stu dents who are the fo -
cus of a new dis tance learn ing ini tia tive in Kan sas
called the Dis tance Mentorship Pro ject (DMP). Us -
ing Internet tech nol ogy, the DMP makes it pos si -
ble for ed u ca tional team mem bers to in ter act
on line with a team of con sul tants who have ex per -
tise in deaf-blind ness. The goal of the pro ject is to
use dis tance tech nol ogy to help ed u ca tors learn
the skills they need to work with chil dren like
Blaine, who have com plex dis abil i ties that include
hearing and vision loss.

The DMP was de vel oped by Megan Cote, the
pro ject co or di na tor at the Kan sas Deaf-Blind Pro -
ject; Bob Tay lor and Anne Niel sen, ed u ca tional
con sul tants at the Kan sas State School for the
Blind; and Jon Har ding, a tech ni cal as sis tance spe -
cial ist at the Na tional Con sor tium on Deaf-Blind -
ness (NCDB). Each of the agen cies they rep re sent
pro vides what is known as tech ni cal as sis tance
(TA). TA pro vid ers in the field of deaf-blind ness
use train ing and con sul ta tion to help schools, fam -
i lies, and ed u ca tors ob tain the skills and knowl -
edge they need to pro vide qual ity ed u ca tional

ser vices to chil dren who are deaf-blind. The Kan -
sas Deaf-Blind Pro ject, like deaf-blind pro jects in
other states, is funded by the U.S. De part ment of
Ed u ca tion's Of fice of Spe cial Ed u ca tion Pro grams
(OSEP), and it is the pri mary pro vider of TA for
chil dren and youth in Kan sas who are deaf-blind.

The Kan sas State School for the Blind (KSSB),
through its out reach de part ment, pro vides TA for
ed u ca tors of chil dren with vi sual im pair ments,
some of whom are deaf-blind. In 2008 these two
agen cies, with as sis tance from NCDB (also funded 
by OSEP), be gan to work to gether to ex plore cre -
ative ways to de liver TA us ing new dis tance tech -
nol o gies, and in the fall of 2008 the Dis tance
Mentorship Pro ject was born. For this ar ti cle I in -
ter viewed Megan, Bob, and Jon to find out de tails
about the pro ject and what they have learned so
far. I also in ter viewed Blaine's teacher Brandi and
his mother Jaclyn Pfizenmaier, who, in addition to 
being Blaine's mom, is the principal at Garfield
Elementary School in Clay Center.

Connecting Teams Using Distance

Technology

The DMP con sists of three key com po nents: (a)
the ex change of videoclips of a stu dent en gaged in 
spe cific rou tines, (b) a se cure website where an ed -
u ca tional team and ex ter nal con sul tants share
videoclips and other re sources and post com -
ments, and (c) monthly web-based video con fer -
ences be tween the ed u ca tional team mem bers and
con sul tants. Al though the DMP does not re place
the need for onsite vis its by con sul tants, it does
make the need for vis its less fre quent and pro -
vides on go ing op por tu ni ties be tween vis its for
in-depth discussion and decision-making.

The stu dent's ed u ca tional team is known as the 
core team. All mem bers of a stu dent's team (e.g.,
pri mary teacher, paraprofessionals, par ents or
guard ians, re lated ser vice pro vid ers) are in vited to 
par tic i pate, but teach ers, paraprofessionals, and
par ents tend to be the most en gaged in the DMP
on a reg u lar ba sis be cause they work most closely
with the fo cus child on daily rou tines. 

A key fea ture of the DMP is that it is not just
con sul ta tion to a team, but also con sul ta tion from a 
team. The TA spe cial ists who pro vide the
mentorship and con sul ta tion are known as the ex -
tended team. The pri mary mem bers are the pro -
fes sion als who de vel oped the DMP—Megan Cote,
Bob Tay lor, Anne Niel sen, and Jon Har ding.
Megan has also in cluded other staff mem bers from 
the Kan sas Deaf-Blind Pro ject and, on oc ca sion,
mas ter teach ers from the In clu sive Net work of
Kan sas who are men tors for teach ers of stu dents
with pro found dis abil i ties. 

Con sul tants with spe cific ex per tise, such as
com mu ni ca tion ex perts and pe di at ric oph thal mol -
o gists, serve as ad di tional ex tended team mem -
bers and join the group as needed. "Hav ing a
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group of con sul tants leads to better rec om men da -
tions," says Jon Har ding. "As con sul tants, we
know we are not in it alone. Be cause we all have
dif fer ent back grounds and ar eas of ex per tise, we
can give better advice." 

DMP Components

An ar range ment be tween the DMP and an ed u -
ca tional team be gins with a meet ing at the child's
school be tween one of the DMP con sul tants and
the core team. Onsite vis its, es pe cially ini tially, are 
im por tant. As Bob says, "You can never do this en -
tirely by dis tance. Some one on the con sul tant
team has to have hands-on con tact." Megan, Bob,
and Anne are each case man ag ers for chil dren
who have been in volved in the pro ject so far,
while Jon Har ding's pri mary role has been to co or -
di nate the de vel op ment of the pro ject and fa cil i -
tate meet ings. All four par tic i pate in the on line
con sul ta tion and web-conferencing for each child.

Once an agree ment has been reached be tween a 
school and the DMP, Bob Tay lor helps the core
team learn how to cre ate ef fec tive vid eos and use
the web-based tech nol ogy. Bob, who has worked
with dis tance tech nol ogy for a num ber of years
and has great en thu si asm for its pos si bil i ties, has
been the driv ing force be hind the DMP's use of
tech nol ogy. The fol low ing sec tions de scribe this
tech nol ogy, which as noted above, the DMP uses
to achieve three pur poses—ex change of
videoclips, on line team col lab o ra tion us ing a se -
cure shared website, and monthly web-based
video conferences. 

Exchange of Videoclips

The con sult ing model used by the DMP is built
around rou tines. Core team mem bers are asked to
vid eo tape their stu dent dur ing key rou tines and
post them to the team col lab o ra tion website. The
videoclips make it pos si ble for ev ery one on the
core and ex tended teams to re ally see what is hap -
pen ing when a child is en gaged in a rou tine. Bob
rec om mends that videoclips be no more than 3 to
4 min utes long, and he en cour ages teach ers to nar -
rate what is hap pen ing and to ask ques tions while
the tape is run ning (e.g., "This is n't work ing very
well. What could we be do ing dif fer ently here?").
"If you fol low this for mula," he says, "you get very 
good in for ma tion. Even short videoclips cre ate op -
por tu ni ties for dis cus sions and dem on strate the
right way to do things." He says that it usu ally
takes about three vid eos to get a rou tine struc -
tured. Fi nal vid eos dem on strat ing the best tech -
niques are posted in the "video li brary" on the
team col lab o ra tion website. Blaine's video li brary

cur rently con tains clips for a va ri ety of rou tines
in clud ing book read ing, con cept-build ing, and
eat ing. There is also a se ries of vid eos in which
Blaine's physical therapist demonstrates how to
move and position him during activities. 

Team Collaboration Site on the Web

The sec ond com po nent is a team col lab o ra tion
site on the web where videoclips and other re -
sources are posted and viewed. These sites also
pro vide a place for the ed u ca tional team mem bers
and ex ter nal con sul tants to post ques tions and
com ments so that they can con duct on line dis cus -
sions, of ten fo cused around the videoclips.

Free soft ware pro grams that make it easy to
cre ate team col lab o ra tion sites (of ten called
"wikis," which means "quick" in Ha wai ian) are
avail able on the Internet. Bob says they have had
suc cess us ing a pro gram called Google Sites, but a
num ber of other pro grams are also avail able. The
pro ject used an in ter nal site de vel oped by the
school dis trict for one of the stu dents but found it
to be in con sis tent and dif fi cult to use. Megan Cote
says that, go ing for ward, the pro ject will only
work with school dis tricts that al low them to use
an external site. 

Good or ga ni za tion that makes the sites easy to
nav i gate is im por tant. For ex am ple, the fol low ing
are some of the sec tions the DMP has found to be
useful: 

u Dis cus sion Av e nue—for ques tions and com -
ments.

u Town Hall Meet ing—a place to post vid eos,
ac tion plans, and the sched ule for the
web-based con fer ences.

u Li brary—a place to or ga nize the fi nal
videoclips that dem on strate ef fec tive strat e -
gies and to store in for ma tion re sources (e.g.,
fact sheets) and forms (e.g., IEP forms, as -
sess ment forms).

The struc ture of the team col lab o ra tion sites is
de signed to sup port both im me di ate in for ma -
tion-shar ing and data cap ture over time. "The
site," says Megan, "opens com mu ni ca tion and
gives ev ery one a better un der stand ing of the child 
and what they are learn ing. Fam i lies ab so lutely
love it be cause they feel like they are gath er ing a
run ning port fo lio of their child and can see the
evo lu tion of their learn ing." Brandi, who is a new
teacher for Blaine this year, found the in for ma tion
on the website to be enor mously help ful in get ting 
to know Blaine and un der stand ing his needs. "Be -
cause I had ac cess to the wiki," she says, "I was
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able to see what they had started last year and
could see how to get through class room tasks and
teach Blaine in de pend ent skills. And it is awe some 
to have the ex tra sup port for what we are do ing
and what we need to be do ing; to get new ideas
and other people's perspectives." 

Monthly Web-Based Video Conferences

The fi nal DMP com po nent is web-based con fer -
ences. Bob says that any type of web conferencing
soft ware pro gram works (e.g., Skype, Polycom),
de pend ing on its avail abil ity in a par tic u lar
school. The pur pose of the meet ings is to give
team mem bers a chance to speak live and get
ques tions an swered in a face-to-face for mat. They
re view pre vi ous plans and rec om men da tions, as
well as new top ics that have been gen er ated on
the website; and the con sul tants make new rec om -
men da tions and offer advice. 

Future Directions

To date, the DMP has worked with ed u ca tional 
teams for three stu dents in three dif fer ent Kan sas
towns. In the pro cess of de vel op ing and be gin ning 
to use this model, the TA pro vid ers have learned a 
great deal about what does and does not work
when pro vid ing dis tance mentorship and con sul -
ta tion. Over all, Jon, Megan, and Bob all say that
the pro ject has made it pos si ble for them to pro -
vide much more in ten sive and mean ing ful tech ni -
cal as sis tance. "It aug ments tra di tional forms of
TA and cre ates op por tu ni ties for in creased en -
gage ment that you don't typ i cally have with in ter -
mit tent onsite vis its," says Jon, "and it builds
re la tion ships be tween con sul tants and ed u ca tional 
teams." Jaclyn Pfizenmaier agrees. "I can't imag ine
where Blaine would be with out it," she says. "It
has given easy ac cess for peo ple who are a cou ple
of hun dred miles apart to com mu ni cate. As a prin -
ci pal, I can see how it holds the class room ac -
count able. As a par ent, I get to talk to
pro fes sion als much more of ten or get on the wiki.
I con stantly know what is going on at the school
and the progress Blaine has made."

In ad di tion to build ing re la tion ships be tween
ex ter nal pro vid ers and core team mem bers, the
DMP has fos tered in ter agency col lab o ra tion be -
tween the Kan sas Deaf-Blind Pro ject and the
KSSB. At the time they be gan to de velop the DMP, 
KSSB was just be gin ning to ex plore dis tance
mentorship op tions, and the Kan sas Deaf-Blind
Pro ject was a new pro ject with new per son nel af -
ter the pro ject moved from the state's De part ment
of Ed u ca tion to the Uni ver sity of Kan sas in 2008.
In his work as an NCDB tech ni cal as sis tance spe -

cial ist, Jon Har ding, who al ready had re la tion -
ships with both agencies, was able to facilitate the
collaboration. 

De vel op ing the roles and re spon si bil i ties of the
con sul tants in volved in the pro ject has been chal -
leng ing at times. Pro ject col lab o ra tors have found
that a com bi na tion of in for mal ity and struc ture is
nec es sary for ef fec tive work as a group, but the
four pri mary ex tended team mem bers—Megan,
Bob, Anne, and Jon—have found it easy to work
to gether us ing this model. "There is a dan ger,"
says Megan, "in hav ing too many cooks in the
kitchen, be cause you can have too many opin ions
and con sen sus would never be reached. Hav ing
four peo ple has worked well though. There has
never re ally been any ar gu ment for what should
be done. From that stand point it has just been
amaz ing."

While not ing that dis tance mentoring will not
re place tra di tional TA, Megan says that the ul ti -
mate goal for the Kan sas Deaf-Blind Pro ject is to
use it as a key part of their TA de liv ery struc ture,
and Bob and Anne at the Kan sas State School for
the Blind have adopted the model for their en tire
out reach pro gram for chil dren with vi sual im pair -
ments and mul ti ple dis abil i ties. "This is the type of 
vir tual com mu nity," says Bob, "that teams need to
help them solve prob lems. I don't think schools
can ever be ef fec tive for kids with unique learn ing
needs by hav ing one con sul tant go ing to a school.
You can't take a child as far as they can pos si bly
go with out help. It is much more ef fec tive when
you use these team col lab o ra tion sites and draw in 
specialists as needed." 

Jon, Megan, and Bob say they hope that this
model will spread to other states. "I think ev ery
deaf-blind pro ject should do this," says Megan,
"It's a lot of fun and it is just go ing to have to be a
new way to de liver TA be cause our pro jects have
a lim ited num ber of staff mem bers and lim ited
time. Plus I truly be lieve it's a way of de liv er ing
richer tech ni cal as sis tance. Now, I just want all TA 
to be this rich."

For more in for ma tion about the DMP, con tact Jon Har -
ding. Phone: 913-677-4562, (V/TTY).
E-mail: jon.har ding@hknc.org

vvvvvvv
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Reflections From the Field

“Re flec tions from the Field” is a new col umn
in which we ask ex perts in the field of deaf-blind -
ness to share their thoughts on im por tant is sues.
This first col umn fea tures Maurice Belote, pro ject
co or di na tor at Cal i for nia Deaf-Blind Ser vices. We
asked Maurice to tell us a lit tle about his back -
ground in deaf-blind ness and then re spond to the
fol low ing ques tions:

As a new de cade be gins, what is your per spec tive on the 
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?

Maurice Belote

I at tended the train ing
pro gram for teach ers of
the deaf-blind at San
Fran cisco State Uni ver -
sity. My first job was as a 
one-on-one teacher for a
17-year-old boy with
Con gen i tal Ru bella Syn -
drome. The two of us
spent ev ery school day

to gether for two years, and peo ple used to be
shocked to see one of us with out the other. I then
taught at the Cal i for nia School for the Blind for
eight years as a tran si tion teacher and, while there, 
de vel oped apart ment-liv ing and com mu -
nity-based job train ing pro grams. I’ve been with
Cal i for nia Deaf-Blind Ser vices since 1992, first as
an ed u ca tional spe cial ist and then in 1996 as the
pro ject co or di na tor. In ad di tion to man ag ing the
pro gram, I main tain a case load of about 30 stu -
dents be cause it’s what I re ally love to do and it
helps keep my train ing ac tiv i ties rel e vant and
hon est (I hope!).

There are many changes over the past de cade
that I would in clude on a short list for im prove -
ment. One would be the short age of qual i fied ed u -
ca tors as uni ver si ties strug gle to sup port
teacher-train ing pro grams that don’t at tract large
num bers of ap pli cants and don’t gen er ate the rev -
e nue that other pro grams do. There has also been
a shift away from some ef fec tive prac tices for rea -
sons that to me are un clear. For ex am ple, there is
less fo cus on con duct ing in-home fam ily in ter -
views to better un der stand stu dents’ lives out side
of school. There have been many in stances in
which I could n’t un der stand what stu dents were

try ing to tell me about their nights and week ends
un til I ob served for my self their lives be yond
school. The fam ily in ter view was con ducted reg u -
larly a few years ago but now seems to be al most
for got ten. And I would have to in clude on this list
of changes the gen eral mal aise that hangs over
Cal i for nia and, as I’ve heard from col leagues, over 
other parts of the coun try as well. It may be a re -
sult of chal leng ing eco nomic times, ten sions over
na tional se cu rity, or per haps a con se quence of our 
dig i tal in for ma tion over load, but many peo ple just 
seem tired and less will ing to take on yet an other
ac tiv ity or ob li ga tion.

The trend that I would most like to high light
here, though, has to do with the in ev i ta bil ity of
spe cial iza tion and how it is re flected both in my
pro fes sional life and in the ed u ca tional pro grams I 
serve.  Com pared to high-in ci dence dis abil ity ar -
eas, deaf-blind ness is a very small field. Be cause of 
this, I feel guilty that I can’t be knowl edge able
about ev ery thing re lated to deaf-blind ness. I re -
cently fielded a tech ni cal as sis tance re quest re -
lated to assistive tech nol ogy. A high school
stu dent needed help with his refreshable Braille
dis play so it would better in ter face with his lap top 
com puter and screen reader. I tensed up as I lis -
tened to this stu dent’s needs be cause this is n’t one 
of my ar eas of strength, to say the least. I knew the 
best I could of fer was to search for some one who
could help me wade through the com pli cated
world of tech nol ogy. When I first started teach ing, 
it seemed that re ally un der stand ing deaf-blind -
ness was spe cial iza tion enough and most of my
stu dents had the same eti ol ogy, Con gen i tal Ru -
bella Syn drome. Now in my role as a tech ni cal as -
sis tance and train ing pro vider, I serve stu dents
with mul ti ple needs that are highly com plex, and
these chil dren rep re sent many dif fer ent eti ol o gies.
I re cently saw a new stu dent with an eti ol ogy that
has been iden ti fied in only 500 peo ple in the
world. I have to re mem ber that in creased spe cial -
iza tion is some thing we see in al most ev ery field,
from med i cine to com put ers to auto re pair. As the
world be comes more com plex, I guess we sur vive
by do ing a few things well in stead of by do ing
many things poorly.

The other area of spe cial iza tion I’ve seen de -
velop over the past de cade, that con cerns me, is
the in crease in the num ber of spe cial ized ed u ca -
tional pro grams. More and more, I en coun ter pro -
grams that are based on one nar rowly fo cused
ed u ca tional phi los o phy or set of meth ods and
strat e gies. For ex am ple, school rep re sen ta tives
will tell me they have a PECS (Pic ture Ex change
Com mu ni ca tion Sys tem) class, a MOVE

®
 (Mo bil ity 

Op por tu ni ties Via Ed u ca tion) class, or classes fo -
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cused pri mar ily on sen sory ex pe ri ences, daily liv -
ing skills, or vo ca tional ed u ca tion. For stu dents
who are deaf-blind, nar rowly fo cused pro grams
may not al ways meet their widely rang ing needs.
To use the anal ogy of forc ing square pegs into
round holes, it seems that this is a case in which
the squares keep get ting big ger while the holes
keep shrink ing. 

One way to ad dress pro gram spe cial iza tion is
to look more care fully at the role of in ter ven ers or
one-on-one as sis tants. I’m al ways sur prised to see
stu dents sit ting through ir rel e vant class room ac -
tiv i ties (e.g., a morn ing cir cle rou tine that is vi sual
and au di tory in na ture) when these stu dents have
the ben e fit of in ter ven ers or ded i cated one-on-one
as sis tants. From my per spec tive, an in ter vener
rep re sents free dom—free dom from hav ing to par -
tic i pate in ac tiv i ties that aren’t mean ing ful to a
child with deaf-blind ness. It might be as sim ple as
giv ing the in ter vener and other mem bers of an ed -
u ca tional team per mis sion to de vi ate from the
class room rou tine so that time can be better spent
ad dress ing stu dent-spe cific IEP goals and ob jec -
tives (e.g., par tic i pat ing in an on-cam pus or
off-cam pus work ex pe ri ence or in te grat ing into a
gen eral ed u ca tion pro gram with same-age peers).
For ex am ple, con sider the young child who is be -
ing rushed through snack prep a ra tion so he or she 
can get to re cess. Young chil dren who are
deaf-blind need whole ex pe ri ences—ac tiv i ties that 
have a be gin ning, mid dle, and end. This is a crit i -
cal com po nent to con cept de vel op ment. It might
make more sense for this child to stay be hind and
fin ish the ac tiv ity in a thought ful and de lib er ate
way if get ting out to re cess on time is n’t crit i cally
im por tant. 

It is n’t that stu dents who are deaf-blind should
be off on their own do ing sep a rate ac tiv i ties all
day long, but team mem bers must con stantly an a -
lyze ac tiv i ties and learn ing en vi ron ments to de ter -
mine what re ally mat ters to the chil dren they
serve.  We need to give fam ily mem bers and ed u -
ca tors alike the tools to de velop and sup port truly
in di vid u al ized pro grams, re gard less of fo cus or
phi los o phy.

Ed i tor’s note: If you know of a pro fes sional in the field 
whom you would like to see fea tured in a fu ture edi tion
of ”Re flec tions from the Field,” please let us know by
e-mail at dbp@wou.edu, or by call ing 800-438-9376
(Voice) or 800-854-7013 (TTY).

vvvvvvv

Skyways

A Deaf-Blind Man’s View From Above

John Lee Clark

I’m sure there are many who say they love the
city of Saint Paul, Min ne sota, but for me to say
that would be an un der state ment. That’s be cause
liv ing any where out side of down town Saint Paul
would be like be ing in jail. I live in the heart of the 
sky way sys tem in down town (one of the four larg -
est net works of skyways and tun nels in the
world), and for me it is free dom. You see, I am
both deaf and blind.

Many deaf-blind Amer i cans live within in vis i -
ble prison walls, not be cause of deaf-blind ness it -
self, but be cause many places don’t have the
trans por ta tion, ser vices, and ac cess that would
make it pos si ble to be in de pend ent with out hear -
ing and sight. So in many places, deaf-blind peo -
ple feel stuck, just as those with out legs would feel 
stuck if there were no wheel chairs and no side -
walks out side. But Saint Paul is n’t one of those
places that are bad for peo ple with slightly dif fer -
ent bod ies. Min ne sota has some of the na tion’s
very best trans por ta tion ser vices and other ap pa -
ra tus for ac ces si bil ity.

The sky way sys tem, though, is the frost ing on
the cake. It is so much eas ier to get around
through skyways than by cross ing streets out side.
It is not safe for me to cross a street on my own, so 
to do that I must hold up a card and hope some -
one will come along soon, see it, read it, and then
of fer to help me across. That works, and I do that
if I am trav el ing be yond the skyways, but it’s so
won der ful when I don’t need to hold up that card
and wait in the cold.
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John Lee Clark
(Photo by Taras J. Dykstra)



Thanks to the skyways, I can ex pe ri ence the
same ease that most peo ple do. Most things out
there are de signed for hear ing and sighted peo -
ple’s con ve nience. If you are in that group and feel 
like hav ing cof fee, you can drive to a nearby cof fee 
shop. But many of my fel low deaf-blind cit i zens
don’t have that priv i lege. They have to call para -
tran sit to book a ride three days in ad vance. Imag -
ine how bad their han ker ing for that mo cha latte
must be by the time they get there! But I can just
get up and go, take the el e va tor down from my
apart ment on the thirty-sec ond floor to the sky -
way level, and then tap the tip of my white cane
on the var i ously tex tured sur faces of build ings
along my route on the sky way sys tem.

Af ter liv ing here for five years, I know down -
town Saint Paul like the back of my hand. But the
land scape in my mind is very dif fer ent from what
you might see and store in your mind. I would n’t
be sur prised that there are many ugly sights such
as those bland yet gar ish lo gos of fast-food chains.

Per haps the skyways feel claus tro pho bic to
some, and to oth ers they may just be an other gray
patch of cor po rate Amer ica. But for me, they’re
more than pure beauty. They’re free dom.

Ed i tor’s note: This es say first ap peared in Night in -
gale, K. (Ed.). (2009). 2010 Saint Paul Al ma nac. St.
Paul: Arcata Press. It was re printed with per mis sion
from John Lee Clark.

vvvvvvv

Assessment Intervention Matrix
(AIM)

Concepts and Curriculum

Enid G. Wolf-Schein, Ed.D.
CCC-SLP, University of Alberta

Jerome D. Schein, Ph.D.
University of Al berta and

New York Uni ver sity

The As sess ment-In ter ven tion Ma trix (AIM) is a
cur ric u lum de signed to en able se verely dis abled
in di vid u als to achieve op ti mal in de pend ence in
ac tiv i ties of daily liv ing at home, school, and work 
(Wolf-Schein & Schein, 1995, rev. 2009). AIM was
ini tially de vel oped at New York Uni ver sity as part 
of the Com mu ni ca tion Abil i ties Pro ject. The pro -
ject’s pur pose was to cre ate a cur ric u lum to as sess
and de velop the com mu ni ca tion abil i ties of chil -
dren with deafblindness, and it was funded by the 
U.S. Of fice of Ed u ca tion from 1978 to 1982. The
pro ject’s team of teach ers and other pro fes sion als
fa mil iar with the com plex i ties of deafblindness de -
ter mined that the best way to im prove lan guage
and com mu ni ca tion was to pro vide stu dents with
op por tu ni ties to do things that are in her ently sat -
is fy ing and in ter est ing to them, in fa mil iar places
dur ing ev ery day ac tiv i ties. Be cause stu dents who
par tic i pated in the pro ject had in com mon the
need to de velop better daily liv ing skills, the team
de signed the cur ric u lum to teach com mu ni ca tion
and daily liv ing skills at the same time.

It was a pri or ity to cre ate a cur ric u lum for chil -
dren with a wide va ri ety of abil i ties and chal -
lenges, in clud ing those with very se vere
dis abil i ties who do not com mu ni cate well and are
un able to co op er ate dur ing typ i cal as sess ments.
Based on a lit er a ture re view and in ter views with
fam i lies and teach ers, the team de signed the AIM
cur ric u lum to fo cus on daily liv ing skills in seven
ar eas—drink ing, eat ing, dress ing, toileting, per -
sonal care, house keep ing, and food prep a ra tion.
The pro ject field-tested the cur ric u lum with teach -
ers in 19 schools and re vised it based on feed back
about its clar ity, or ga ni za tion, and gen eral use ful -
ness (Schein, Kates, Wolf, & Theil, 1983). 

Since its ini tial edi tion, AIM has been re vised
and ed ited sev eral times to make it more suc cinct
and up-to-date. The 2009 edi tion is on a CD and
al lows teach ers to re pro duce those ma te ri als that
best ad dress ar eas of im por tance for their stu dents 
who are deafblind, as well as those with other
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Conferences and Training Events

We had so much great information in this
issue of Deaf-Blind Perspectives, that we ran 

out of room for announcements of
upcoming events.  For a list of upcoming

conferences and trainings, go to
nationaldb.org or call DB-LINK

Information Services at NCDB. Phone:
800-438-9376. TTY: 800-854-7013. E-mail:

info@nationaldb.org.



types of dis abil i ties, in clud ing au tism, in tel lec tual
dis abil i ties, and trau matic brain in jury. 

AIM Curriculum Components

The cur ric u lum di vides ac tiv i ties of daily liv ing 
into two parts. Part I cov ers drink ing, eat ing,
dress ing, and toileting. Part II in tro duces more
com plex ac com plish ments—per sonal care, house -
keep ing, and food prep a ra tion—that not only pro -
vide a de gree of in de pend ence, but may help
stu dents ac quire skills they can use to ob tain em -
ploy ment. In both parts, the cur ric u lum in cludes
in struc tions and forms to con duct an ini tial as sess -
ment, to per form struc tured ac tiv i ties de signed to
teach new skills, and to chart on go ing prog ress on
a daily ba sis.

Initial Assessment

The first step in us ing AIM is to de ter mine a
stu dent’s cur rent level of func tion ing and mode of 
ex pres sive vo cab u lary in each of the seven skill ar -
eas. The as sess ment is based on ob ser va tions dur -
ing daily ac tiv i ties by teach ers and oth ers
in volved in a stu dent’s ed u ca tion. The as ses sor
looks at each skill area and rates the stu dent’s cur -
rent func tion ing us ing the fol low ing sim ple scale:
0 = no re sponse; 1 = to tal as sis tance re quired; 2 =
some phys i cal as sis tance re quired; 3 = only
prompt ing re quired; and 4 = with out as sis tance or
prompt ing. For ex am ple, there are 19 lev els that
re late to eat ing skills. Level 3 is “chew and swal -
low semisolid foods.” If a stu dent’s per for mance
at this level is a 3 or 4 on the scale, then he or she
can be gin on ac tiv i ties re lated to level 4, “chew
and swal low solid foods.” If the stu dent is at a 1 or 
2 on the scale, then skills for eat ing semisolid
foods still need at ten tion. 

The as sess ment also eval u ates a stu dent’s ex -
pres sive and re cep tive com mu ni ca tion skills re -
lated to ap pro pri ate vo cab u lary for each area of
daily liv ing—vo cab u lary that con trib utes to com -
mu ni ca tion gen er ally and to skill ac qui si tion spe -
cif i cally (Wolf-Schein & Schein, 1997). AIM does
not re quire stu dents to have com mu ni ca tion skills
at the start of teach ing, but it is de signed to es tab -
lish and strengthen com mu ni ca tion in what ever
forms suit a par tic u lar stu dent. 

Intervention

As sess ment find ings lead di rectly to in ter ven -
tions tar geted to achieve spe cific long-range goals
(see the sidebar for a list of long-range goals re -
lated to eat ing). De tailed step-by-step in struc tions

de scribe how to teach skills and eval u ate a stu -
dent’s prog ress to ward each goal. In for ma tion
about readi ness ac tiv i ties as well as the vo cab u -
lary cov ered (e.g., “eat,” “spoon,” “chew,”
“good,” “watch,” “feel,” “swal low”) and a list of
nec es sary ma te ri als (e.g., chair, ta ble, bowl, spoon, 
semisolid food) are also pro vided for each
long-term goal. 

The in ter ven tion steps are tai lored to the needs
of stu dents with widely vary ing abil i ties and chal -
lenges, and stu dents can move through the steps
at their own pace. For ex am ple in the area of
drink ing, some stu dents may need help learn ing
to suck from a bot tle, while oth ers re quire help
hold ing a glass in de pend ently. Each area be gins
with very ba sic skills so that all stu dents can ex pe -
ri ence suc cess. The cur ric u lum is flex i ble, and be -
cause AIM deals with typ i cal daily ac tiv i ties, it is
pos si ble to work on skill de vel op ment in sev eral
ar eas dur ing the day. 
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AIM Long-Range Goals: Eating

1. Swal low semi liquid (strained/blended) foods.

2. Swal low semisolid foods that do not have to
be chewed.

3. Chew and swal low semisolid foods.

4. Chew and swal low solid foods.

5. Eat fin ger foods.

6. Eat hold ing a spoon with the fist.

7. Eat hold ing a spoon with the fin gers (stan dard 
po si tion).

8. Eat hold ing a fork with the fist.

9. Eat hold ing a fork in the stan dard po si tion.

10. Spread with a knife.

11. Cut foods with a knife.

12. Cut foods with a knife and fork.

13. Eat a va ri ety of foods.

14. Eat with el bows off the ta ble.

15. Use a nap kin.

16. Open con tain ers or un wrap food and re move
food.

17. Serve food to self.

18. Pass food to oth ers.

19. Se lect and use ap pro pri ate uten sils for dif fer -
ent types of foods.



Daily Assessment

The AIM cur ric u lum uses daily as sess ment
forms to keep track of a stu dent’s goals and re cord 
his or her prog ress. They can be shared with all
adults who in ter act with a stu dent (e.g., fam ily
mem bers, care givers, and ed u ca tors) to keep ev -
ery one in formed about the stu dent’s skills. Daily
as sess ment iden ti fies in struc tional tac tics that fail
as well as those that suc ceed. By re view ing as sess -
ment find ings over a num ber of days, ed u ca tors
can de ter mine whether their spe cific strat e gies are
suit able for a stu dent and the tasks be ing taught.

Some times ed u ca tors be come im pa tient when
they hear that they are ex pected to do reg u lar as -
sess ments. They may also feel they have enough
pa per work al ready and do not need more. In our
ex pe ri ence, these at ti tudes dis si pate once AIM is
put into place and used for a brief pe riod of time.
Teach ers and other class room staff eas ily learn the 
as sess ment pro cess. They find it takes lit tle time,
and the time it does take is am ply re paid by the in -
for ma tion gained. The as sess ments lead di rectly to 
in ter ven tions, so their value quickly be comes ap -
par ent.

Reassessment

Fun da men tal to AIM is the cy cle of as sess -
ment-in ter ven tion-re as sess ment. The ini tial as sess -
ment form has sev eral col umns, so at any point
teach ers can con duct re as sess ments to see how
much prog ress a stu dent has made (Wolf-Schein
1998). Con tin u ous mon i tor ing pro motes and
main tains prog ress to ward de sired goals. 

Conclusion

AIM pro vides fre quent op por tu ni ties to de -
velop daily liv ing and com mu ni ca tion skills in re -
al is tic, mean ing ful con texts at home and at school. 
Be cause learn ing oc curs within ac tiv i ties such as
eat ing, dress ing, and per sonal care, in which most
stu dents are typ i cally in volved ev ery day, in struc -
tion does not re quire spe cial times or prep a ra tion.
It takes ad van tage of times of the day that are not
of ten con sid ered to be teach ing times. AIM can be
fun for teach ers be cause they can use it to help
stu dents be come more in de pend ent, and by giv ing 
im me di ate feed back through con tin u ous as sess -
ment, AIM en hances suc cess for both ed u ca tors
and learn ers.

For more in for ma tion, con tact Dr. Enid Wolf-Schein.
Phone: 954-978-1368. E-mail: scheinej@aol.com.

Ed i tor's note: Dr. Jerome Schein, a co-au thor of this
ar ti cle and one of the de vel op ers of AIM, passed away
on April 16, 2010.  Dr. Schein con trib uted greatly to
the fields of deaf ness and deaf-blind ness and we are
very sorry to hear of his pass ing.
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For Your Library

Clerc Scar (On line Mag a zine)
Clerc Scar is an on line pub li ca tion of the sign ing
com mu nity run by John Lee and Adrean Clark.  It
in cludes es says, po etry, fic tion, and art work by
deaf and deaf-blind au thors and art ists. Web:
www.clercscar.com. 

________________________

Child-Guided Strat e gies: The van Dijk Ap proach 
to As sess ment (Guide book & DVD)

Catherine Nelson, Jan van Dijk, Teresa Oster, & Andrea 
McDonnell. American Printing House for the Blind,
2009.
This prod uct con sists of an easy-to-use guide book
with an ac com pa ny ing DVD that fol lows the as -
sess ment of a baby, a young child, and a teen ager
us ing the Van Dijk ap proach.  Avail able from the
APH.  Phone: 800-223-1839. E-mail:  info@aph.org.  
Web: aph.org.

________________________
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En vi ron men tal De scrip tion for Vi su ally and Dual
Sen sory Im paired Peo ple (Book)

Riitta Lahtinen, Russ Palmer, & Merja Lahtinen. A1
Management UK, 2010. 
This book pres ents tech niques to pro vide en vi ron -
men tal de scrip tion of ex pe ri ences to deaf-blind
peo ple, rang ing from life ac tiv i ties to ar tis tic in ter -
pre ta tions.  It in cludes ideas for get ting started,
prac ti cal tips for var i ous cat e go ries of de scrip tions,
and ex am ples that il lus trate de scrib ing the en vi ron -
ment in real-life sit u a tions for dif fer ent in di vid u als.  
Avail able from the Ear Foun da tion in the UK
(www.earfoundation.org.uk/shop).

________________________

CHARGE Syn drome: An Over view (Webcast)
This webcast ex plains the phys i cal, sen sory, and
neu ro log i cal is sues shared by many chil dren with
CHARGE and how these is sues can af fect their suc -
cess in school. 
Web: www.perkins.org/re sources/webcasts

________________________

Run, Play, Move: A Plan ning Model to Cre ate
Phys i cal Ed u ca tion Ac tiv i ties for In di vid u als with 
Dis abil i ties (Book)

Matt LaCortiglia. Perkins School for the Blind, 2009. 
This book and com pan ion DVD pro vide an over -
view of the Foun da tion, Aware ness, Im ple men ta -
tion, Eval u a tion, Re fine ment (FAIER) model to
cre ate and adapt phys i cal ac tiv i ties for in di vid u als
with dis abil i ties. To or der go to
www.perkins.org/pub li ca tions or call 617-972-7308.

vvvvvvv

Announcements
National Leadership Consortium in Sensory

Disabilities (NLCSD) Project

This pro ject, funded by the U.S. De part ment of Ed -
u ca tion’s Of fice of Spe cial Ed u ca tion Pro grams, will 
pro vide a unique doc toral study ex pe ri ence for up
to 25 qual i fied in di vid u als com mit ted to the ed u ca -
tion of in fants, tod dlers, chil dren, and youth who
are deaf/hard of hear ing, blind/vi su ally im paired,
or deaf-blind.  Full tu i tion and a min i mum of
$20,000 an nual liv ing sti pend will be pro vided to
NLCSD Fel lows for up to four years of full-time on
cam pus study while they earn their doc tor ates at
con sor tium uni ver si ties. For more in for ma tion go
to www.salus.edu/nlcsd/in dex.html.

________________________

Workshops on the Communication Matrix

Or e gon Health & Sci ence Uni ver sity’s De sign to
Learn Pro jects is of fer ing low-cost work shops, of -
fered in 1 ½–hour and 3–hour for mats, on us ing the 
Com mu ni ca tion Ma trix.  The costs are as fol lows:

u Free for or ga ni za tions within 2–hour driv ing
time of Port land, Or e gon;

u Flex i ble pric ing for non-prof its and school dis -
tricts in the Pa cific North west, based on travel 
costs;

u For dis tant sites: $2,000 for 1 ½ hours or $2,500 
for 3 hours, in clud ing travel costs.

These work shops are of fered with sup port from the 
U.S. De part ment of Ed u ca tion, grants H327A070047 
and H133G070129. For more in for ma tion con tact
Darlene Schultz (503-494-2732 or
schultda@ohsu.edu).

________________________

Research Participation Opportunity for Parents
of Children With CHARGE Syndrome

Laurie S. Denno, MA, BCBA is a doc toral can di date 
in ap plied be hav ior anal y sis at Simmons Col lege in
Boston.  She is start ing her dis ser ta tion re search in
deaf-blind ed u ca tion and will be work ing with par -
ents of chil dren with CHARGE syn drome who are
con sid er ing a psy chi at ric con sul ta tion be cause their 
chil dren have not re sponded ad e quately to other
treat ments (e.g., be hav ioral, com mu ni ca tion).  As
part of the pro ject, Laurie will pro vide a self-teach -
ing pro gram to par ents to as sist them in speak ing
ef fec tively with a psy chi a trist dur ing a con sul ta -
tion.  For more in for ma tion, con tact Laurie at
laurie.denno@verizon.net or
http://mysite.verizon.net/vze14kmrc.

________________________

Described and Captioned Media Program
Initiatives

The De scribed and Cap tioned Me dia Pro gram
(DCMP) is pleased to an nounce the launch of two
ini tia tives to raise aware ness about the im por tance
of ac ces si bil ity:

u Lis ten ing is Learn ing
(www.listeningislearning.org) and

u Read Cap tions Across Amer ica
(www.readcaptionsacrossamerica.org)

Visit the DCMP website to learn more about why
cap tion ing and de scrip tion are ben e fi cial to lit er acy
and en hance the ed u ca tional ben e fits of class room
me dia at www.dcmp.org.
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