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Losing Milly

<> The bride, Nicole Reyes, and the groom, Michael
Dadich, and their attendants seemed blissfully unaware that a par-
allel festivity was taking place at their wedding reception outside
of Chicago in September 2000. It was a reunion of the Roulettes
and the Latin Dons. The honored guest—bathed in affection,
laughingly recalled memories, and blinked-back tears—was Milly.
Her old neighborhood girlfriends and guyfriends are all middle-
class suburbanites now, filled out and gray. They see each other
from time to time at weddings and funerals, but when the word
got around that Milly was coming to the wedding of Mona
Reyes's daughter, calls poured in from the whole gang asking for
invitations.

I have not seen Milly so happy in years. | pushed her in her
wheelchair from table to table, with her foster sister Lori video-
taping as | asked her old pals for their favorite Milly memories.
There was a constant theme: as president of the Roulettes, she

was bossy, “the dictator,” “the headmistress,” but with everyone's
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Parkinson’s Unity Walk in New York, to Mexico, on ocean

cruises. And [ plan them. Purchases, trips, and visits from our

daughters are the current version of the Old Milly’s projects. In

fact, they are more important. Anticipation and fulfillment help
eep her alive.

Milly can still make me angry. Sometimes I'm exhausted from
work and she decides at 11:00 P.M. that she wants to rearrange her
clothes closet. | yell at her that for God's sake why couldn't she do
this during the day with one of her ladies? But I end up doing
what she wants just to make her happy. | do not know how much
longer I will have her, so I treasure tasks | used to find unpleasant.
If she needs to go to the bathroom, we “dance” to the toilet, and
it's a chance for me to hold her. When I change her disposable
underwear, | view it as a chance to do stretching exercises. We
make a joke out of the enemas she needs three or four times a
week. [ tell her, “I know you'd do the same for me," and I get the
wide-eyed look that I love. Milly usually wakes up earlier than |
do and immediately wants to turn the TV on. If she can't find the
remote, [ hunt for it, click it, and bury my head under a pillow. |
tell her to report to me if something’s happened | should know
about.

Because of communications difficulties, | do not know com-
pletely what she is thinking. We tried microphones and voice am-
pli’ -s, but they didn't work because Milly can't articulate well.
W- tried two rounds of Silverman Method speech therapy,

wi involves deep-breathing exercises, but they've produced

no .ung-term improvement. Singing sometimes warms up Milly's

voice for a few words of speech, but the next ones can't be under- .

stood. We have tried various computer-based voice synthesizers

but they are either too complicated or require too much manual

dexterity for Milly to operate. Stephen Hawking, the British as-
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trophysicist stricken with ALS, uses one of these machines. But
when Milly and | tried something like it, we concluded that one
had to have Hawking's IQ to program it. Also, the electronic
voices built into these machines are hard to understand at best,
and given Milly’s tendency not to use a space bar between words,
what came out was gibberish.

I thought at one stage, what about magnetized letters, the
kind parents put up on the refrigerator door to help children learn
the alphabet? I got some at a toy store but couldn’t find a metal
board for Milly to arrange them on. On a visit, her sister Alex
suggested a cookie sheet. A good idea, but it proved unwieldy. |
bought several Scrabble sets, but it was hard for Milly to move
letters very fast. | bought a children's computer, but when Milly
touched any letter it raced repetitiously across the screen.

Finally a speech therapist suggested a paper alphabet chart,
laminated in plastic, and we've been using it ever since, though it's
sometimes hard to follow as Milly drags her finger across the
page. Sometimes, too, she spells words backward or scrambles
them. She means "“WHAT" but spells "HATW.” Recently I've
rigged up laptops with desktop keyboards in the kitchen and bed-
room, and she communicates by punching out words in forty-
eight-point type, though she often hits the wrong key and never
uses the space bar. And we've recently acquired a nifty small com-
puter, an AlphaSmart, which we take with us outside the house,
though it presents the same problems. Milly cannot nod or shake
her head well, so she raises one finger if the answer to a question
is yes and two if it's no. We play Twenty Questions a lot. | cannot
hear her at all if we are driving, so we've invented a system: she
holds my index finger, and | run through the alphabet. She
squeezes when | get to the right letter. It takes a while to spell out
a message, but the system works.

Losing Milly 189
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