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BY DIANA AUTIN

HELPING CHILDREN SUSTAIN
AND MAINTAIN LEARNING

EXTENDED SCHOOL YEAR
SERVICES (ESY)

If you and your child’s IEP or 504 team agree that your child needs ESY services,
the ESY program must be individualized to meet your child’s specific needs.

There is no “one size fits all!

Several years ago, I decided I was ready to
write about my experiences raising a
child with significant intellectual disabili-

ties. I am a poet, and while much of my life over
the last 22 years doesn’t feel like the stuff of
which poems are typically made, the pull of

poetry – the way it can capture experiences in
a different way than prose, provide a different
lens through which to view the world – proved
irresistible. Moment of Departure is the collec-
tion of what I refer to as my “Katie poems.” The
story they tell goes something like this:
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Twenty-two years ago, neither my husband nor I had any
real experience with people with disabilities. He had a
great uncle with Down syndrome who had been placed in

Pennhurst, Pennsylvania’s large state institution, in the 1930’s. We
knew his grandmother had missed her brother after he was
placed there, but little else of that piece of family history. And I
have vague memories of the special education class in my ele-
mentary school. It was in the basement, next to the janitor’s
room, a scary place, meant for what to my seven-year-old self
seemed like scary children. 
Then in 1992, my husband and I decided we wanted a third

child. Our daughter, Katie, was a year old when we adopted her,
and she came with the mysterious labels of general developmental
delays, and mild cerebral palsy. We had no idea what those words
actually meant, but believing that providing a loving home
trumped everything else, embarked on a journey into the unfamil-
iar world of developmental disabilities. 
The true meaning of those labels, for our child, for our family,

became evident only gradually, bit by bit, over time. It was in the
daily, hourly, minute-by-minute chal-
lenges that arose, often without warning,
that we came to an understanding of our
new reality: Katie pulling her hair out in
clumps; her terror of transitions of any
kind; her furious temper tantrums; her
hitting other children without any obvi-
ous provocation; her utter lack of ability
to focus on any one thing; the countless
skills – like dressing herself, or reading,
or looking before she crossed the street –
she never acquired.
It was frightening to see the magni-

tude of her disabilities unfold. That fear, and my growing worries
about the future, as well as the frustration at how hard it was for
her to learn the seemingly simplest tasks, the constant, mind-
numbing repetition of lessons and one or two word conversations,
the lack of sleep, the social isolation, the 24/7 constraints on my
own adult life, could erupt in my own furious outbursts. I saw a
side of myself I never imagined was there, and the guilt and shame
humbled me as nothing else could.
Over time, I’ve struggled to find a balance between teaching and

changing Katie, helping her to “fit in,” and just accepting her as she
is. As she’s gotten older, I’ve grappled with the issue of letting go
and recognizing her adult status, while still finding ways to keep
her safe. Katie can’t tell me what it is she wants in life, what kind

of future she imagines for herself; I can only do an imperfect job
at guessing based on what I see makes her happy, or not.
And while things have certainly changed for the better for peo-

ple with developmental disabilities, the reality of being perceived
as “different,” as “other”, as “less than,” is still there, maybe spo-
ken in gentler words, but communicated in a thousand ways by a
society that values intelligence, productivity, and independence
above all.
The issues of race, like those of adoption, are part of our story,

but less a focus than they might have been if Katie’s intellectual
disability wasn’t as pronounced as it is. The attempts to keep her
hair braided and styled were abandoned when she started pulling
them out until she was bald, and while our different races may get
the first glance when we’re out in public, it is her odd behaviors,
the way we still have to hold her hand to wind our way through
crowds, that holds the attention of strangers. 
Despite all these challenges, however, there have been won-

drous and unexpected gifts. I have learned that even with the
extent of her intellectual limitations, Katie knows how to commu-

nicate what she wants and needs, her
sense of humor, her joy in life, her
empathy, her unconditional love for oth-
ers. She’s taught me to listen carefully to
the unspoken word. Katie doesn’t judge
people for what they can or cannot do,
how they dress or how they look; she
connects to the human essence of
everyone she meets them. Katie keeps
me – and anyone who has had the priv-
ilege of getting to know her – grounded
in what matters most in this world.
What has always drawn me to poetry

is how it helps us to see the fundamental truths that are often hid-
den in the details of our daily existence. My hope is that the poems
in Moment of Departure have done that in a way that resonates for
anyone who knows the struggles and joys of caring for a child with
special needs, whatever those needs may be.•
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My hope is that the poems in Moment of Departure
resonate for anyone who knows the struggles and joys of caring
for a child with special needs, whatever those needs may be.


