
Going blind

Michael Seyfrit

(Ed note: The following
waspreparedfromfourdrafts writ-
ten by Michael Seyfrit as he went
throughtheprocessofbecomingto-
tally blinddueto CMV retinitis. The
conditionwas broughton by AIDS
withwhichhehadbeendiagnosedin
Januaryof 1991.The CMV retinitis
hadbegunin Januaryof1993, and
had left him completelyblind by
April of1994.

Mike diedon May 29, 1994.One
weekbeforehisdeath,he hadasked
hisfatherto gethim dressedand to
takehim to thepiano. Heplayedfor
thelast timeon Monday,May23for
only a minuteor two.)

F
or thepasttwo years,I have
beendealingwith the prob-
lems of going blind due to
CMV Retinitis, oneof sev-

eral complicationsbrought on by
AIDS. Friendshaveconvincedme
that I should set down someof the
problemsandsolutionsI havefound
alongthe way. Sincethis diseaseis
quite likely to affect a fairly large
numberof peoplewith AIDS in the
future, it seemsworthwhile to de-
scribeat least a part of my experi-
ence.

Goingblind isnotfun. Visualsig-
nalsandneedsareparamountin our
lives.Replacingall thefunctionsour
vision performswith suitablealter-

natives(or decidingthat certainof
them are unnecessary)takes some
time. Once you have convinced
yourself that it is possibleto live
with AIDS as a chronicillness (no

For thepasttwoyears,I
havebeendealingwith
theproblemsofgoing

blind dueto CMV
Retinitis, oneofseveral
complicationsbrought

on byAIDS.

meanfeat for many) andhaveman-
agedtofigure outsomesortof more
or less stable modeof living, the
choiceis just howto live during the
visionloss.I don’tknowaboutmany
others,but I’ve beenthroughseveral
alternatives,and found most lack-
ing.Forexample,would it beagood

tainly one of the most constructive
skills ablind personcanhave,but at
the outset,no onereally believeshe
will go completelyor functionally
blind. As the awful truth beginsto
descend,it mayalreadybe too late.
In my case,I was soafraidof losing
my mode of personalexpression
(composingmusic) that I started
Braille lessonsearly so I could use
the Braille notationfor writing mu-
sic,andwould thus not belimited in
my work by the lossof sight. Unfor-
tunately,I havefound that I havea
lack of fine sensitivity in thefingers
on onehand,andcan only readwith
onehand, andthat quitehaltingly. It
is quitea challengeto keepatit, and
finish the correspondencecourse,
now that I know that I can never
learnto useBraille with facility. So
now come the options. I can use
Braille for labels, for exampleto la-
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idea to learn Braille? This is cer-
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bel my medicinebottles,andthis is
of greatuse.But, how can I com-
pose?Some blind composers,I’m
told, rely mostly on the use of a
micro-cassetterecorder,both for
dictation and to takenotes of tele-
phonecalls etc. This has its draw-
backs,though,becausetapeislinear,
andnot easily indexed.Then there
arethe otherelectronicaidssuchas
Braille lap-topcomputers,or regular
onesfor thoseof us who still type
betterthanwe Braille, readingma-
chines (to speakwritten text), laser

Onceyou have
convincedyourselfthat it

is possibleto live with
AIDS asa chronic

illness (no meanfeatfor
many)andhave

managedtofigure out
somesortofmoreor less
stablemodeof living, the
choiceisjust how to live
during the vision loss.

andsonardevicesfor mobility, etc.
At somepoint you haveto askjust
how much stuff will be of use in
howevermuchtime yousurvive.

If I becometotally independent
with all my new skills, anddie the
nextweek,haveI usedmy time the
way I’d like? Onthe otherhand,if I
assumeI’ll die next month, and
don’t learn theseskills, either I’ll
die,or spendtherestof my life with-
out any of theseskills. Hmmm. A
quandary!

I’ve takenasortof middle-of-the-
road approach.I’ve learnedgrade
one Braille poorly, but enoughto
identify pills, talking book tapes,
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etc., andrely on a secretaryfor mu-
sical dictation and general office
functions.I’ve decidedthat I’ll live
howeverlong is allotted to me, and
to pursue the things that are most
importantto me as best I can. I’m
also convincedthat the generalor-
nerinessof my characterandmy cu-
riosity will keep me alive longer
thanI maybe really preparedfor, so
I justkeepgoing,andit seemsto be
working out fine.

Undoubtedly,manyof theseaids
will becomemoreusefultomein the
future, butfor nowI havesettled,for
themostpart,on usingthecomputer
equippedwith aspeechoutput,and
provisions for cursor movement
control.Thereare severalsuchpro-
gramsfor bothMACs andPCs.I’m
hoping to get a lap-topsoequipped
on which to keep schedulesand
othersuchinformation.

In the courseof loss of vision,
there are several other things that
can becomeuseful. Local service
agenciesprovidemobility andorien-
tation training, and you can begin
this while thereis somesight left.
Usingtaperecordersto takenotesis
very helpful, and memorizing the
telephonedial or padwill bea great
aid.

Early in my experiencewith
CMV Retinitis, friends asked me
whatit “looks” like to begoingblind.
This was a difficult questionto an-
swerfor two reasons.First, my two
eyes experienceddifferent phe-
nomenon,andsecondly,at the time
I was not completelythrough with
the process.In my case, one eye

In thecourseof lossof
vision, thereareseveral

other thingsthatcan
becomeusefuL

beganto be affectedfirst. A gradu-
ally descendingblacknesslike a
darkhorizonfell throughmyfield of
vision over a period of about four
months. It’s progresswas so slow,
thatI thoughtI’d besparedtotal loss
of visionin thateye (at thattime, the
least myopic). For someperiod of
time,I hadatiny sliver, likeathumb-
nail clipping, of peripheralvision at
thebottomof theeye.Unfortunately,
thisportionof theeyewas incapable
of seeing color, and responded
mostly to motion.Thus the remain-
ingvisionwasof little use.Theother
eyewent througha muchmorevar-

TheAmericanJournalof Hospice& PalliativeCare
May/June1995



ied process.At first, the field dimin-
isheda bit as hadthe othereye,but
thenoneday, I saw a batchof hori-
zontalparallelbarsthatweresimply
black. When viewing televisionor
other well known objects, the bars
would slowly dissolve with each
new picture, due I believe, to the
brain’s interposingwhat “should”
have been in the view. Later, that
groupof barscollapsedintoacentral
clump that resembleda seahorse.I
rememberthat eachday I’d wake
andlookup attheceilingto seewhat
new shapeswere present.The cen-
tral “seahorse”grew globs that re-
sembleda fictional sea dragon,and
thento changing,but unidentifiable

Whenthe vision was
nearly gone,andfor

sometimeafter it was
totally gone,I “saw”
thingsthat werenot

actually there.

shapes.No longerwasthebrainable
to “fix” the imagesit saw. Next, a
darker bar bisected the field from
sideto side,andanothershorterbar
developedbelowthefirst one.Along
the way, the distortion of theretina
was suchthat for a time I saw “El
Grecco” images,and later, images
abovetheupperbarthatwereshifted
severaldegreesto the left.

Whenthevisionwasnearlygone,
andfor sometimeafter it wastotally
gone, I “saw” things that werenot
actuallythere.With my eyesclosed
or open,I “saw” movingblackblobs
on adarkpurple field, which gradu-
ally becamelessand less distinct.
There were also three “shining
spots” that looked like light bulbs.

They were not always present,but
cameandwentfrequently.Thereare
still sudden “lights and lightning-
like patterns” (these in red and
green) that occur much less fre-
quently.Also, the wholefield some-
times appearsso bright that for a
second,it seemsas if a searchlight
is shiningdirectly into my eyes.I’m
told thatall of thesethingswill even-
tually diminish,andleavemewitha
less interesting, though less star-
tling, dimness.

Later, I reachedanotherpoint in
the progressof the CMV Retinitis.
Manyobjectsreflect light, andsince
I cannow only see light, I cannot
alwaysdecidewhatthepatchoflight
represents.Justafew minutesagoI
came into my office to type these
few paragraphs,and thought the
light comingin throughthe window
was the computerscreen.I nearly
missedthe chair at the computer
sincethecomputerscreenis abouta
foot to the right of the window. Be-
causeof thelight reflections,andmy
not thinking, I have, several times
misseda door whereI intendedto
go, and found myself at the next
doorway in anotherroom. It’s the

For sometime, I’ve
thought that the

experienceofgoing
blindfrom AIDS-related
CMV andothercauses

are materially different.

ring later in life, diabeticblindness
is usuallyaslowdegenerationof the
mostsensitiveportionof theretina,
that is, the portion wherethe most
exacting work is done—reading,
sewing,etc. In diabetes-causedloss
of vision,theprocessusuallyoccurs
over severalyears,and is by some
accountsbarely noticeableso that
accommodationto its changesare
nearlyimperceptible.CMV retinitis
also hasthis in commonwith dia-
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little thingslike this,(andthebruises
thatresult) thatare taxing.

For sometime, I’ve thoughtthat
the experienceof going blind from
AIDS-related CMV and other
causesare materially different. I
supposethat the closestothercause
might be diabetes.Usually occur-
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betic blindness:Blindnessis not the
only thinghappeningto yourhealth.

The moderatepaceof the proc-
ess,taking from severalweeksto a
year or so, means that there is a
continualadjustmentto bemadeto
accommodatethe loss of vision. I
keepthinking thatit mightbe better
to getthe processover with, andbe
totally blind so that I could get on
with other concerns.There are so
many skills I’d like to learn that
might be helpful. Becauseof our
statisticallyshortlife-span,it is hard
to decidewhichskills wouldbemost
useful—Braille, cane mobility,
guidedogs,computerterminals,etc.
—thereareanumberofpossibilities.
Forexample,as I mentionedearlier
in this discussion,I had thought I
would learnBraille, andbe able to
readit well by the time I could no
longer read print. Unfortunately,
various complicationsfrom AIDS
keptmefromdevotingthenecessary

Vision is really the
principal sensefor

relating to the world
around us.

time to that effort. Also, my finger
sensitivityon theright handhasgot-
ten worse, so I haverelied on tape
recordingandsecretarialhelpin my
musiccomposition.

Vision is really the principal
sensefor relating to the world
aroundus. It allows us to scanour
environment,to search through a
book for the place we left off, to
avoidthefurniture, to spreadpeanut
butteron asliceofbread,tomanipu-
late the dialsor buttonson our ra-
dios, microwaves,televisions,anda
hostof otherpiecesof equipment.It
allows us to be “in” everythingwe
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view. Blindness, as it progresses,
shrinks our view to a very small
space.

I havea catheterinstalledto aid
in giving myself the daily intrave-
nous medications that have been
prescribed.Findingtheproperplace
to insert the needleto draw up the
flush solution from it’s containeris
a real chore.Finding theproperin-
gredients,measuringthem, and
properlymixing themto bakeacake
presentsanumberof challenges.Re-
membering exactly where every-
thing in the refrigerator and cup-
board is locatedis likewise a very
real problem.Rememberingto put
everythingbackin it’s properplace
(and even more difficult, getting
othermembersof the householdto
remember)is alsodifficult.

Routineinformationflow hasbe-
comeharder,too.I can still retrieve
themail fromthemailbox,butI must
wait for someoneelse to readit to
me.Currentinformationaboutlocal,
national, or world events must be
receivedsecondhandor from radio
or television. Recently published
bookssuchasthoseon thebestseller
lists aregenerallynot availablewith-
out asignificantdelay.Writtencom-
municationhasbeendrasticallycut
backfor me. I amforced to live in a
partial information vacuum,and to
live alife thatis muchmoreinternal
thanbefore.

I’m not sayingthatthesedifficul-
ties are not surmountable—many
blind peoplelive quite successfully
by themselves.However, in most
cases,they havebeen educatedin
schoolsfor the blind wherecoping
with theseeverydaymattersis part
of the curriculum. With AIDS in-
ducedblindness,we are facedwith
the dreadful uncertaintyabout the
remainingweeks,months,or years

we will have. How much effort
shouldwedevoteto learningcoping
skills, andhowmuchshouldwede-
pend on others to be our “eyes?”
Should we forget the pursuits we
havepreviously enjoyed,or spend

With AIDS induced
blindness,wearefaced

with thedreadful
uncertaintyaboutthe

remaining weeks,
months,or yearswe

will have.

the time neededto learn to partici-
pate,evenwithourblindness?I have
foundit quitetaxingtolearntomove
about in my own house,using my
hearingandtouch more and more.
The diseaseprogressesslowly
enoughthat one day seemsnot so
differentform thepreviousonein so
faras sightcapabilitiesis concerned,
however, things are getting worse.
Two weeksago I could, on bright
days,usewindows in the houseto
get my bearingsandavoid missing
thefurniture. Now, I can’t.

Lest I be accusedof simplelazi-
nessor sloth. I havefoundthatI can
do morethingsby myselfthanI had
thought would be possible. There
seemto havebeenmanymilestones
alongthe way in the approximately
one and one-half years since I
learnedthatblindnesswas to come.
Eachhasmarkedaparticularloss of
functionor capacityI hadtakenen-
tirely for granted.In mid-November
1993, I had to quit conductingThe
DesertPeach,for which I hadcom-
posedthemusic.

I could no longerkeepmy place
in themorecomplicatednumbersof
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the musical. In December,I hadto
quitdriving atduskor atnight, since
I didn’t feel safe.In January,driving
becameimpossible at anytime.
(Luckily, my lover obtainedhis

While I seesolutions to
mostof thedifficulties I

haveencountered,
(providedI live long

enoughto acquirethe
skills needed)the issue

ofcreativeoutput is
moredifficult.

driver’s licensebeforeI hadto com-
pletelyquit driving.) I beganto use
screenenlarging programs on my
computer, and obtained a larger
screen.I could no longer readany-
thingexceptvery largeprint by Feb-
ruary, and by March, could read
nothingat all. I bumpedinto alot of
walls andfurniture. (Thecoffeeta-
ble hasaspecialfondnessforan area
justbelowmy kneecaps.)

There are a few observations
aboutpersonalcontactsthat I have
noted since becomingblind. I am
now only moderatelyinterestedin
whatpeoplelook like, andmy prin-
cipal recognition skill hasbecome
theirheight(wherethevoiceis com-
ing from) and the quality of the
voice.Unfortunately,I havealways
beenweakon rememberingnames,
althoughI rememberedfacesvery
well. That is, of course,totally gone
now, andnamesare all youhaveto
useforcommunicationin acrowded
room.At asocialorpublicgathering,
I have to try to rememberwhere
everyoneis sitting, or to say their

name when starting a conversa-
tion—somethingthat makes ordi-
nary social conversationquite dif-
ferent. It is funny, andabit startling
to open the front door, expectinga
particularpersonorservices,only to
havesomeonerushin, givemeabig
hug, andstarttalking a mile a min-
ute,while I try togetahandleonjust
whotheyare.Voiceswith verysimi-
lar soundsarealsodifficult andit is
dangerousto makeassumptions.

Thephonetakeson anewimpor-
tanceas amethodof keepingin con-
tactwith friends,and(often distant)
friendsbecomeapart of your “sup-
port group” rather than the people
nearyoubut justout of reach.Look-
ing up “unlisted” telephonenumbers
is difficult withouteitherBrailleor a
computerrolodexat your disposal.

While I see solutionsto mostof
the difficulties I haveencountered,
(providedI live long enoughto ac-
quire the skills needed)theissue of
creativeoutput is more difficult.
Shall I startalargeconcerto,only to
beunableto finish it? CanI accepta
commissionandbe able to deliver
theworkin areasonabletime?I have
founddictatingmusicextremelyte-
dious,andalsoinaccurate.A simple
glanceatapagewouldhavetold me
before that I was writing in the
wrong measure,but with a com-
puter, and an amanuensis(person
with handsandsight to operatethe
computer) things are forbiddingly
slow. PerhapsI shouldsticktopiano
music or music for soloinstrument.

I had hoped that having AIDS
wouldallowmetousemyremaining
strengthandenergyfor composing
and promoting my works, but it
seemsthat keepingtrack of health
carepaperwork,(which,of course,I
cannotreadfor myself) hasproven

to be suchalargetask,andcompos-
ing somuchmoredifficult andtime-
consuming, that I am afraid it is
oftenjustavoided.At leastI wasable
to finish afew largeworks,andcom-
posedand produceda musical be-
fore my sightwas totally lost.

Whereis all the sci-fi promiseof
direct connectionsto the brain?

The disease progresses
slowlyenoughthatone

day seems not so
differentfrom the

previousone in sofar as
sight capabilitiesis

concerned...

Geordi,I could sureuseyour visor
now!

Mike diedon May 29, 1994. He
hadwrittenfour articlesconcerning
his struggle with CMV Retinitis,
noneofwhichhad beenpublished.
This is a distillation of thosefour

writings.
In one of the earliest of Mike~s

writings, hewrote thesewords:
“I try not to let myselfget too

rundownevenin pursuit of various
‘dream’activities I movetoward,so
I can recoverfrom eachinfectious
setbackand renew my activities. 1
also think that having strong inter-
ests,perhapsan abidingpassionfor
something,is essentialto longevity.
Withoutthis, thelack ofinformation

flowing in, and the d~fflcultyof so
manyroutine daily activities would

makeliving too muchwork.”
Mike~cpassionfor music,andhis

drive to compose,extendedhis life
well beyondwhatit mighthavebeen
without theseinterests.
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