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By Adrienne Vadell Sturges

B
ack in October 2002, 

I was eight months 

pregnant with my sec-

ond child. My husband 

and I had a beautiful, 

almost 2-year-old daughter, Kaely, 

who was as eager as we were to 

meet her new baby brother or 

sister. I had a relatively uneventful 

pregnancy, and I was starting to 

“nest” – big time. With only four 

weeks left to go, I decided to have 

a mural painted in Kaely’s “Big 

Girl Room.” We went with a farm 

animal theme, and it immediately 

became my favorite room in our 

house. Over the next several days, I 

would visit the room often, both to 

admire the fi nal results and to day-

dream about what our new family 

dynamics would be like once the 

baby arrived. If the baby was a girl, 

she and Kaely would wind up shar-

ing this room growing up, just like 

I shared a room with my younger 

sister.

Exactly one week later, I started 

having labor pains. I walked into 

the hospital at 7:30 on a Saturday 

morning. By 9:05 a.m., I was hold-

ing my beautiful new baby girl. We 

named her Clare Mairead. I recall 

thinking that Clare looked a little 

diff erent than her sister, and she 

kept doing this funny thing with 

her tongue – sort of poking it in 

and out of her mouth. She had 

some trouble latching on when I 

fi rst tried to breastfeed her, where-

as Kaely had no troubles at all. De-

spite these diff erences, I never sus-

pected that anything was “wrong.” 

Clare very much resembled my fi rst 

daughter. They shared their father’s 

nose and mouth. In addition, Clare 

had my straight brown hair and 

fair complexion and was a healthy 

seven pounds, three ounces. Not 

bad for a baby that was a full three 

weeks early! She was moving all 

around and looking up at me. My 

husband and I cried tears of joy. 

She was perfect. Just perfect.

Receiving the News

A couple of hours later, our lives 

were forever changed. A team of 

doctors, nurses and social work-

ers came into my hospital room 

and told my husband and me that 

Clare had been moved to the NICU 

because she appeared to be having 

some trouble breathing and re-

quired oxygen. Panicked, my initial 

instinct was to ask whether or not 

she had suff ered any brain dam-

age due to the lack of oxygen. The 

neonatologist fumbled a bit with 

his words, yet assured me that she 

had not. However, he went on to 

explain that Clare possessed some 

“unusual physical characteristics.” 

I was 34 and, to this day I’m not 

quite sure why, but I blurted, very 

matter-of-factly, “Down syndrome. 

You think she has Down syndrome.” 

He said it was a “possibility.” Later 

that day, a geneticist confi rmed 

that Clare did indeed have Down 

syndrome. We also learned that she 

had two small holes in her heart 

that would have to be surgically 

corrected if they did not close on 

their own.

At the time, my husband 

and I knew relatively little about 

Down syndrome. I knew that it 

was caused by an extra 21st chro-

mosome, and there were certain 

physical characteristics associated 

with it. I also assumed that it meant 

our daughter would be “mentally 

retarded.”

We were devastated. Every-

thing in my being told me that this 

would be bad for my family, and I 

honestly thought that we would 

never be happy again. Some advice 

off ered by a well-intentioned but 

ill-informed nurse reinforced this 

fear.

The night I returned home 

from the hospital, I recall crouch-

ing in the dark, next to Kaely’s crib. 

I sobbed as quietly as I could, so as 

not to wake her, and begged her 

forgiveness for not giving her the 

sibling I had promised. I couldn’t 

bring myself to glance up at the 

mural on the wall, the mural that 

just a week and a half ago had 

been the source of such joy for me. 

It reminded me of all the dreams I 
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had for my daughter and her new 

sibling, dreams that I was now cer-

tain would never come true. 

Almost four years later, I re-

member just how desperate I felt 

at the time, and I wish the “me” I am 

today could go back in time and 

tell the “me” back then just how 

wrong I was.

Finding Clare

The fi rst year following Clare’s 

birth was hectic. It was fi lled with 

what felt like weekly visits to 

pediatricians, geneticists, cardi-

ologists, pulmonologists, gastro-

enterologists, optometrists and 

audiologists to assess a number of 

potential medical issues. Beginning 

when she was 2 weeks old, Clare 

received county-funded services in 

our home in the areas of physical, 

occupational and speech therapy 

and special instruction. And with 

all of this as a backdrop, my hus-

band and I were trying to come to 

terms with Clare’s diagnosis and to 

fi gure out what role it ultimately 

would play in our lives and in our 

family. Most importantly, we were 

struggling to get past the Down 

syndrome and simply get to know 

our daughter.

I now recognize what a sig-

nifi cant role my ego played in my 

early reaction to Clare’s diagnosis. 

It took me a long time to be hon-

est with myself, but deep down I 

was afraid that having a “less than 

perfect” baby would somehow 

refl ect negatively on our family. I 

was afraid people would think that 

something was wrong with us or, 

even worse, with me. Over time, 

I discovered that my early reac-

tions were more about my own 

insecurities than they were about 

Clare or Down syndrome. Once I 

could fi nally admit that to myself, I 

received more in return than I ever 

could have imagined possible. It is 

only then that I truly opened myself 

up to experiencing what an amaz-

ing, wonderful person Clare was 

becoming.

Holding On to Hope

Fortunately, when Clare was 

born we came into contact with 

a handful of medical profession-

als who actually knew something 

about Down syndrome beyond 

what the textbooks said, and who, 

as a result, were extremely encour-

aging and optimistic about Clare’s 

prognosis. Two instances stand out 

for me.

First, Clare’s neonatologist of-

fered some insight, “Right now you 

see 99 percent Down syndrome 

and only 1 percent baby. In just a 

short period of time, you will begin 

to see 99 percent baby and only 1 

percent Down syndrome.” We didn’t 

believe him at the time, but he was 

right. As time progressed and Clare 

began to meet all of the usual mile-

stones, albeit at her own pace, the 

fog started to lift, and we began 

to see Clare for who she was and 

not for her diagnosis. I no longer 

saw a “Down syndrome baby,” but 

Over time, I discovered that my early reactions were more 

about my own insecurities than they were about Clare or Down 

syndrome. Once I could fi nally admit that to myself, I received 

more in return than I ever could have imagined possible
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a baby – my baby – who happened 

to have Down syndrome. We soon 

discovered that Clare, like the rest 

of us, was overwhelmingly unique, 

with her own set of traits and 

characteristics, likes and dislikes, 

strengths and weaknesses.

Second, when we asked Clare’s 

geneticist, who is known for not 

pulling any punches, what the 

best-case scenario was that we 

could expect for her, he immedi-

ately responded, “The sky’s the 

limit.” He went on to explain that it 

wasn’t too long ago that parents 

were advised to place their child 

with Down syndrome in an institu-

tion. None of the therapies that 

are regularly provided today even 

existed, and children with Down 

syndrome weren’t provided an 

education. Today, he explained, 

with early intervention services 

and inclusion in the classroom with 

typically developing peers, experts 

are fi nding that the IQs and overall 

potential for individuals with Down 

syndrome is much higher than ever 

imagined possible. So only time 

would tell.

We decided then and there 

not to impose, or allow others to 

impose, artifi cial limits on what 

Clare would be able to learn or ac-

complish. We would hold her to the 

same high standard as our other 

children; we would expect her to 

do her very best. In return, Clare 

has continuously exceeded our 

already high expectations of her on 

an almost daily basis. We are hope-

ful that Clare will graduate from 

high school with a full diploma one 

day and that she may even go on to 

college, assuming that is what she 

chooses to do. Regardless of what 

path she takes, we’ve come to fully 

expect that Clare will lead a happy 

and fulfi lling life as an adult.

Living in the Present

All of the initial doctors’ visits 

indicated that Clare was a relatively 

healthy child, as are most children 

with Down syndrome. Shortly after 

her fi rst birthday, Clare underwent 

a surgical procedure to repair one 

of the two holes in her heart, the 

other having closed on its own. 

Everything went well, and her heart 

is no longer a concern for us. Other 

than that, Clare’s biggest recurring 

medical issues have been refl ux 

and constipation, which, although 

stress-inducing at times, are treat-

able by medication.

Kaely and Clare have a younger 

brother, Kieran, who recently 

turned 2. They keep my husband 

and me more than busy and enter-

tained. Our home is fi lled with the 

chatter, laughter, banter, stamped-

ing and semi-controlled chaos one 

would expect to fi nd in a house 

with three children under the age 

of 6. And I’m happy to report that 

Clare is right there in the mix!

Today, Clare is very much a 

typical 3 ½-year-old. She rides the 

bus in the mornings with her big 

sister to our local public school, 

where the girls attend preschool 

and kindergarten, respectively. 

Clare is one of 12 students in her 

class, which consists of children 

with and without disabilities. Three 

afternoons a week, she attends a 

private day care program (with her 

younger brother), where she is the 

only child in her class with a disabil-

ity. But she hasn’t let that hold her 

back and, fortunately, neither has 

anyone else. Clare fi ts right in with 

her classmates and thoroughly 

enjoys being one of the gang, run-

ning, playing and jumping on the 

playground. She began jumping 

a few months ago, and she hasn’t 

stopped since! She is outgoing, 
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funny and smart. Yes – smart. She 

is curious, inquisitive and has an 

incredible memory.

Clare is playful and has a great 

sense of humor; her smile and 

laughter are absolutely contagious. 

My husband and I always discuss 

how diffi  cult it is to stay mad at 

Clare when she misbehaves, espe-

cially when she looks up at us, all 

squinty-eyed, with that toothy, ear-

to-ear grin. She gives the best hugs 

in the world, hugs that make all my 

worries and stress simply fall away.

While we have some extra 

weekly therapies and semi-annual 

doctors’ appointments, for the most 

part, our daily lives have remained 

very much “normal.” The weekdays 

are busy and hectic, with both my 

husband and me working full-time 

jobs and spending our spare time 

transporting the kids to and from 

various programs and events. Our 

nights are fi lled with making din-

ner, playing with the kids, getting 

ready for bed and reading books 

together. I’m sure that most parents 

could relate equally well to our 

weekends, when we are faced with 

a barrage of birthday parties, play 

dates, family outings and activities.

Looking back over the past few 

years, our lives indeed changed 

dramatically after Clare’s addition 

to our family, but the changes have 

been overwhelmingly positive 

ones. My husband and I have come 

to look at virtually everything in our 

lives through diff erent eyes. Now 

we are much more likely to notice 

all the little details making up our 

days. We have been blessed with a 

keener sense of what truly matters 

in life and what is just “fl uff .” Every 

day we feel immensely blessed and 

let all our children know just how 

special they are to us. I feel that 

we have become stronger, kinder 

and more sensitive to other people 

and their individual issues. We are 

more understanding and respectful 

of people’s diff erences. And – in a 

word – we are happier. It’s hard to 

explain, but it’s true. Our lives have 

taken on additional meaning, ad-

ditional focus.

And I’ve come to understand 

that Clare is no less a miracle simply 

because she has Down syndrome. 

I believe with all my heart and soul 

that Clare is exactly as God in-

tended her to be. Given the choice, 

we wouldn’t change a single thing 

about Clare. We think she’s perfect. 

Just perfect.

Adrienne Vadell Sturges, her husband Kev-

in and their three children live in Dickerson, 

Md. She is an attorney in Gaithersburg. You 

can reach her at avsturges@aol.com. 

Additional Information

There are local support groups and other community organizations 

directly involved in providing services to families of individuals 

with Down syndrome. If you would like additional information, or if 

you would like to contact a support group in your area, contact the 

National Down Syndrome Society (NDSS), www.NDSS.org, 800-221-

4602 or the National Down Syndrome Congress (NDSC), www.ndsc-

center.org, 800-232-NDSC. 
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