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2 THE SIII-T- POINT

I sat in the examin tion chair as the eye doctor, a short,

friendly man with black glasses, pl ed carroons for Ronan on

his iPhone nd {lashed a series of lights in Ronan's eyes. "He's

got good fixation," he s id. Ronan squirmed in my lap. Creat,I

thought, he can see. But behind this feeling of relief was a surge

of panic-why, then, as he having these delays? I handed

Ronan to Rick and sat in a chair nearby.

"Let me jtrst check his retinas," the doctor said, and hit the

liqhrs. I could see Ronan's little eyes flash in the dark, and then

Rick's. Th doctor carefully approached Ronan and peered

r:tr.. ::r. ..,-.s usrnq a special light.

Cr ror'. rhe doctor said. "Oh, boy" was what my father

hai .ard *'hen the doctors told my parenrs about my birth

defect, u.'hich resulred in the amp rarion of my left foot. I
gripped the sides of the chair and felt the foor drop away. The

doctor flipped on the lights and said, "I've only seen this one

other time."

"What is it?" I asked, but I could see from his face that it
was disastrous.

"Hey, little guy," Rick said, and turned Ronan to face him.

"Rick," I said. My hands were sweating, trembling. "RickJ"

"He has cherry-red spots on the backs of his retinas," the

doctor continued. "I've only seen thir one other time in fifteen

years of practice. Ir's -Sachs." He paused, "I am so sorry,"

"What's that?" Rick asked calmlv, but rhen he quickly had

to attend to me because I was wailing. I had wet my pants. The

doctor calmly called for a nurse.
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"I was testedl" I shouted. "I had the :.

genetic counselor asking, 'Are vou l.-''''

head. "I want the Tay-Sachs test an\'\\:

Had I, in this moment, instantly gene::i

mitigate the present hortor?

"I don't know," the doctor said uncc-:

he mrght cry. I stared at him. "Did Il " I =.

but of course he would not know. He tt l'

rve'd just met, not the person who had a:

shook his head and cleared his throat' l

the standard prenatal screening for Ta" -

nine most common mutations-those l''-

nazi Jewish population-but there a:e :

known mutations. I would have needei :

DNA and errzyrrle test or requested thr: -

I had not known to ask for either oi l:-'.

of my being a carrier were "astronc,---.-

must be carriers for a child to inherrr T='

but by testing one of us, we thought r".. 
"

"My mom, my mom," I said to R.r;'

then taking Ronan from him. I clur;.

my shaking hands ov". his head. his :

guy, little guyi'I said. He squirmed ;:::

ro swallow him, to try to return h1m :

be safe, but of course he'd never be.

"Where's my mom?" I was shourini :'

mom. Whete's the Phone? Give me tl'



,,'auoyd aqt aru e^rg (auoqd aql s,areqA 'tuoru

dur ypr ot paau I,, 'rou Surlnoqs se,u L.(ruoru ftu sa.raq16,,

'aJaql ua^a lou (aJEs uaJq .re^ru P,eq ssJno) Jo tnq 'uEs f,q

P.arl rlar{.41, lpoq lur ol uIFI urntar ot lrt ol 'urrq .4{ollE.4{s ol

a8rn atp pet11 'pa133r8 pue peru;rnbs ap1 'plES I ,,dn8 ayrrrl dn8

rltt]1,, 's8a1 re; srq 'stur? slq 'peaq slq n^o sputq Surlegs ltu

Suruunr 'uos ltu 1€ peqllnlr I 'rulq ruory ueuo1 8urryr uaqr

put urJ€ srq Surddr:8 '>pr1 ot prrs L,'uroru lur 'urour 1141,,

'sesEg Jno Suuaaor a.ra.tr r,4{ rtiSnotlt f,^t'snJo auo 3ur1s:1 lq rnq

'qsr.,ua{ sl )rl1 'sq:eg-le1 trrequr cl1 ppp e ro; srrr.rrt) aq tsnru

sluerrd r{log pue ,,'ptrrurouolJse,, a.ram .rarJJEf t Sureg ftu ,yo

sPPo eql PIol sE.tt I 'aseql Jo raqlra roj IsE 01 u.4rou>l lou Peq I
'pa:uanbas eq VNCI dru rerlr parsanba; ro tsat :rudzua pue VNCI
uoll€ulgruor B loj >lse ol PaParu r,{eq Plno/v\ I 'suollElnlu u.&ou>l

prrpunq auo ueql arour ere araql lng-uortrlndod qsr.tra{ rzeu

-a>lqsy aqt Suorur puno; asor{l-suortetnur uorlrruol tsorrr ruru

aql stratap lluo sqreg-le1 :o; Suruaa:os pteuard prepuets 3rll

Itt{t ureal ralEl Plno.{r I 'lEoJrl} srq PareaP PUE Peaq srq >looLIS

aH '1s31 arll palalsruruPr PErl orlrlr uosrad arll lou 'leur tsn( p,a,tr

ueru E 'Jollop ala aqr s€.,lr. aH ',&{ou) tou ppo^L arl asrnof, Jo tng

'arro,L lryanbs E ur pe>lst J ,,(I plc,, 'rurq le porEts J dr rg8nu ar1

Jr sE pa>[ool put 'llurel:aJun prts :o]rop aqt ,,'l{oul t,uop L,

irolroq luasa.rd ailt ate8rtru

ol &t or l:ouraur r patr.rauoB dltuelsur 'lurruoru srqt ur 'I peH

(I pErl rO'pres p,1 ,,'le,ulue rsar sqrrg-le1 aqt tue.lr I,, 'ptarl

lur 3urryqs put ,,(rlsr.ue[ nol ery, '3ur1se ]olasunor rrlaua8

oql Parsgularuer I .,'lsat eqr Perl I,, 'Pelnor{s I ,,ipa1s31 sE..rl L,

C ClUOA CNINNi]I ltI-L ]C)

-asJnu

aga .srurd ltu la,r,r, peq 1 €urlrEa ses
peq lyrymb ar{ uarlr rng dprJrr papr

.,.&ros os uE I,, .pasned aH s.srpes.
uaauy ur aurrf rerlto auo mp uaas ^{Jo

ar{J .,,seurlar slq Jo $IlEq arp uo d
.,i{rIU,, €ulguratf 'firn1ea.a5 arai, ,,o
'rury elEJ o1 uEuotJ Peurnr PuE EEs l

lr lEr{] erEJ srrl urou 3es plnoJ I mq l

euo srqt uaas lluo a .t, pJEs puE ,rt1l
aq1.le,ne dorp rooB arp rlg puE rIeF
I 'roo3 t1e1 ,{ut go uorrrmfue + ur
rlr.llg lur tnoge sluered iu p1o wr
rerlreg lur ier#a se,r .l("q qO_ 

I* 
_

ZIF{IE
Pe;aad pue ueuou parpeordde riIIlF
uaql puE .>lrEp eqt q qssE sa.ra ap41 su
aqr 1I{ Pue 'prus .rsDop 

"r{r s.5guoar sn

'lq{eau r1Erp E u_r

papueri 1 qslepp asatp Burauq JrI sEi
a8rns e se,lr jarlor Jo Buryaal sr. tp pu-rp(

l7vat2.de1 lur ur paru-nnbs Eeuog EE!
seg,, .sala suEuo1 ur srq84yo sslns E

uo ueuo1 roJ suoouer palqd.$sssp I
']-rogs e toDop ala arlr se rrsqr rrorrgE

JN]Od 1'I]IS EHJ



THE STILL POT\T

"We11, what can we do about it?" Rick asked, glancing be-

tween me and Ronan and the doctor, digging in tl-re diaper bag

for the cell phone, but I knew enough about Tay-Sachs to know

that there was nothing at all for us ro do and that my life, the

life as a new and hopeful mother, was over.

The doctor looked at the two of us. "No, I'm so sorry," he

said. "There's no way to fix it."

"They die," I stuttered. I had the sensation of skin falling

awav from bone. I hugged Ronan more rightly. "They. Die."

I ',r rnred to vomit, and my grip on Ronan was scaring him. I
.. -..:i r'...' rrms slrqhtlrr

-,\--.=:, 
R.L;k asked. "Surely-"

' Ther Jre.' I saLd firmh- in a high-pitched voice, and this

time he understood that I meant Ronan, 1fi21 ft6nxn-our boy,

our baby, our child-would die. The w,orld was broken, and the

1[13s ef s5-Ronan, Rick and I-were falling into its mourh

litr"te damage begins in tbr womb and progresses rlui&\, leading to de-

mentia, deteased interartion with the environnrcnt, seizures, spastrcitl, and

ewntualll death. Parallss, blindness, deaJness, loss oJ allJacuhres. The doc-

tor showed us a laminated medical photograph of normal reti-

nas, and then another set rvith red spots drawn in the center of
diseased retinas, ruined eyes. Another doctor checked Ronan's

eyes again, stoically, to confirm the diagnosis. "Yes, I'd agree

that it's Tay-Sachs," he said, and quickly left the room.

Hearing these details of Ronant prognosis, I suddenly,

weirdly, remembered meering a boy called Ronan ar Trinity
College on a warm, rarny day in Dublin in Ic)94 and deciding

OF THE TURNING !YORLD
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on that name for my future child. I remt

and warm, in my own, and the blond c

short of his eyebrows. For years I wrote

scrawls across notebooks like a lovesick

and over again the name, tracing the cu:

fingering a magic stone. And as if the gl

son were speaking directly into mr- e::

hnes: lJeh a Cleating in m1 Mind f As ,i -,

to match is-Ssam b1 Seam- f But could r,,

didn't fit; it wasn't right. My brain r, as

stopped. How could I still be alive, rn :

given this knowledge? It was grotesQur'

not be happening.

When our son's diagnosis-his de:-:

delivered, I felt all of the knorvn ri'or,i

splitting apart. The walls of the docri:

beige but purple, glittering, meltins, cl--.

like phantoms, moving in and out of r .

of watet and pinkish-white sedatives'r:--

their palms, promising relief and obi,'

but staring, whispering Take tbts. l: '' 
,

lown. My voice: not mine. The chairs ''',

ing blue and had moved across the rcL'=

heart, which was simultaneouslt'beat :.

nally reached my mother on the Ph.o..

her but no words left my mouth. \1' -

face was cold, I had swallowed mv Lrr.1 .-
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rIIF, STILI- POINT

thery's nothing to do? Are ytt sure? I mn't belieye there's nothing we can do,

Rick was saying. Action was required, ir seemed, but acrion was

useless.

Yet in my blown-apart mind I was already brokering a deal.

IJ yu take TaySacbs Jrom Ronan, I will do anlthing 1ou ask. l'll stick a

knfe in anlone\ beart, kill an) person. just sa1 the word, Jesus, Zeus,

God, G-d, Allah, anyone. LJseless bargaining wrth a higher

porl,er I had long ago stopped believing in. To my own horror,

I prar-ed as I had as a child in church, as I had as a young theo-

-,:,i-i.i rn clrvinitv school, and I was so overwhelmed, so out of
;--. :; j'.. so iul1v in the dream of disbeliefl that I actually be-

irere d ior a momenr that it might work.
"Whatever we can do," the doctor said in a barely con-

trolled voice. "You just let us know." But what could he-or
we-do? There was nothing to do. He filled our heads with

more inform2li6n-nx6es of doctors, specialists, $eneticists-
while Rick and I sat on uncomfortable chairs and clung to each

other in the overheated, badly lit room, repeating each other's

first names,

Finally, with Ronan carried between us in his car seat, we

stumbled out of the examinarion room as if groping our way

through a dark tunnel instead of the well-lit hallway.

"WhI is the foor wet?" I asked Rick. Ronan gurgled and

burped in his car seat.

"It isn't," he said. "It's carpeted. This is carpet."

"Be careful," I insisted. "Don't slip. Don't drop the baby!"

"I've got him. Im fine. ft's fine."

OF THE TURNTNC WORLD

"Take cate," the nurses said with trer

passed their station.

Riding home in the backseat, clutchinl

giggling in his car seat, oblivious to his

thought I can't believe llm awakeJor thk. I don't t

I was filled with a pulse-pounding ter

phoria of disbelief. My chest was hot,liquir

I felt gleaming and {lattened. I'm sure I had

reminded myself. h\ a mistake; it must be. Tl:re

looked as real to me as those on The Jets

alteady on their way from Cheyenne, Wyo

rven-hour drive, and I called them nearl

until they arrived, when I stumbled, wailir

arms, sedated but sti1l writhing, out of tir

panic and fear. I repeated "blackness," ovel

I could feel it descending. I put my hands ,

shield myself. I called my closest friend
.r?t into the phone. I'm bere, they promise

fttlxr,k a ti;ket, tell me what I can do.

I couldn't eat or think, and when I mor

torrh in my room. I threw a chair at the w
mr bare foot. I knelt on the foor and hit

rood until Rick pulled me up, and then l

&e wall. Rick and I met with Matt, the

Frtment at the arts school where I teach u

trlr I rememb er very little about the convr

I ratched Rick expiain to him why I wou
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8 f FID STILL POINT

for the next few weeks, and struggling not to cry, I was think-

ing of friends who had lost parents and children, and I kept

asking Rick, again, if I could use his phone. I have to rall thnn, I
pleaded, clawing at his jacket. And tell them that I know their bearts,

that I know them now. And then, finally, I slept.

As news of Ronan's diagnosis spread, our house on Sol y Luz

Street, "street of sun and light," in Santa Fe became a busy

p1ace. its ow,n 1ittle planet. Baskets offood arrived at our door.

i'-,.:.r.- cal1s poured in. My friend Emily booked a ticket from

,- - : r: :.r LLi 1\'e ln a matter of days. A constant furry of
.-^.-...-.-. :.-;..-1 shrch I checked compulsively, as if sending

.-nf,r1s ,rrie .r norrnal, functional person would save me from

flcing reality. I nibbled at some Danish that my friends I-isa

and David had sent from Los Angeles. My fnend Tara called

me every hour from Phoenix.

I took Ronan for a walk in his front carrier pack, crying

behind a pair of diva sunglasses. I stopped wailing, except ar

night, when I wouid cry myself inro a pit and then sleep there,

shallowly. When I woke up, I feh as if I'd spent the night in a

cold, skinny ditch by the side of some lonely road. Ever1, morn-

ing the sky was bright blue and mocking, the trees along the

walking trail outside our house still bare, everyrhing brown.

The world blue-brown but black, like a bruise. We felt bear up,

pressed down. The world had a wild, new, terrifying clarity. I
thought of these lines from "The Elm," by Sylvia Plath: A/ow 1
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break up in pieces that Jl1 about like clubs f A 
'",''.

tclerate no by*anding: I must shriek. They re:

again in my head like a ticker tape, like a r:r

from a future haunted version of m}'self.

In Boston my ftiend Weber went onlir

rronal Tay-Sachs and Allied Diseases \s

on our family's behalf. Mothers of chili

Tav-Sachs started calling me from pho:

;odes I didn't recogniTs-msrns from

\31i, Jerse/, California. I talked with the:r

rnd under the covers with Ronan, swea!:il,

I learned details of what his care wou1,i .

:ath chairs, seizure medications, sucllc.-

cne mom's description that Tay-Sachs "

slow' fade" and that Ronan would nor i.
ro be sharing, suddenly, such a Lfe-a-:.

\ e rv worst experience-with people I - =

ared that this dynamic meant that all r:-.

appeared. Inslead rt was what do 1ct, '.;-

.;i..rre and ys, thery's hopeJorJuture thildre', t

',ll eter experienrc and yu will survi^;e i '.:' ,

.;ll me anytime and ask me an1 question ar,'1 I

:.m bere. No platitudes ("What doesnr -<,

-.rrongerl"), no annoying, schmaltzr- ps-: -

Iike "When God closes a door, he ope-.

Weber gently asked if I Planned ''
Uh. . . I don't know. .' mavbe-" I stu::.
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space," she said. "You can always decide later." I didn't think

much about it at the time. I talked to the other moms with

terminally ill babies, I took Xanax, I sobbed and bit my lip, my

sheets, my hands. And then I got out of bed, and, to my grear

surprise. I starred ro write.

You feel your obligation to a chr1i .

you have seen it and held it. -{nr -

face is a claim on you, because r.'-

help but understand the singuL:r::

the courage and loneliness of ir. B-:-

is truest of che face of an infanr I -

that to he one kind oF.isron "' ,-

as any.

-Marilynne 
Robin

hat could I say about mY son. -r-:

the wake of Ronan's diagnosis) i'

tiri' short days, learned from the other =
lren with Tal'5r.1r. or similar diseas'-s

u'ithout a future, knowing that vou * r,l -'-

rorturous bit? Could it even be called pa:t'

rhing else, and if so, what) As I sat dor'. :


