
When Maddie Lewis was born full term and healthy six 
years ago, everything seemed storybook perfect. By the 
time she was nine months old, however, the tale began to 
take an unexpected twist. Maddie wasn’t crawling, and 
her language abilities, along with other skills, were slow-
ing. Concerned, her mother, Kelly, had her evaluated, 
and Maddie began receiving early intervention services. 
Shortly thereafter, in January 2003, Kelly received the 
news that her first-born child had 
epilepsy and global developmental 
delay. 

The news came as a shock, but 
Kelly was determined to rewrite the 
story into something with a better 
ending than was foreshadowed. 
She’s doing it in part by focusing on 
literacy. “Literacy is universal,” she 
says. More than just being able to 
read or write, it is a key component 
of learning, development, com-
munication, and a richer life. “It’s 
not only about being understood, 
it’s about being able to comprehend 
your world,” Kelly explains.

For Maddie, the oldest of three children, both diagnoses 
influence her ability to learn. Global developmental delay 
affects her fine and gross motor skills, social-emotional 
development, daily skills, and cognitive abilities. Her 
epilepsy manifests as absence seizures—short, subtle 
slowdowns in her brain. Kelly describes the seizures as 

like a “pause/play” button that slows Maddie’s processing 
and learning.

“Focusing long enough to absorb a letter or sight word 
has been hard for her,” Kelly explains. “The seizures slow 
her cognition, and she processes at a slower pace.”

To compensate, Kelly uses several approaches to help 
Maddie learn. One way is by focusing on multiple learn-

ing styles—visual, auditory, tactile, 
musical, kinesthetic, and more. 
“Maybe looking at an apple isn’t 
enough,” Kelly says. “Maybe she 
needs to hold an apple, bite it, do an 
apple puzzle. She needs to wake her 
body up. 

“There’s more than one intelli-
gence,” Kelly adds, “so I might put 
clay on a plate and have her write 
her name in it. She sees it and feels 
it; she moves and controls it with 
her finger. You look at your child’s 
primary way of learning, but that’s 
not all you use. You raise the bar 
so they don’t feel intimidated but 
challenged.”

Another approach is to help her look at picture books 
and talk about what she sees. It improves Maddie’s 
“ability to recognize pictures, what’s happening in it, and 
generalize it into her environment,” Kelly says. “If you 
can’t understand the picture and what’s happening, you 
can’t associate it with the label or the letter.”
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When you first discover that your young child has a dis-
ability, it can feel overwhelming. Eventually, however, you 
find your bearings, see the long view, and begin to ask the 
questions: Where do we go from here—and how do we get 
there?

The specific answers, of course, depend on your particular 
situation. Certain principles, however, can guide you as you 
discover that decisions made now have long-term implica-
tions for your child later in life.

For Judy Swett, one of PACER’s early childhood parent ad-
vocates, the journey began 23 years ago when her daughter 
Joanna was born 10 weeks premature. With developmental 
delays and developmental ataxia, a brain abnormality that 
affected her balance and coordination, Joanna faced an 
uncertain future. “The only thing the neurologist knew for 
sure was that he could not tell us how this would impact her 
life,” Swett says. 

That was when Swett realized it was critical to have a vision 
for her child and to make every decision based on it. “I 
decided to treat her as if she’d be able to do everything,” 
Swett says. “I was determined that she would learn to walk 
and run and do all those things other kids did.”

That realization led to her first insight. “Decisions you 
make along the way will support or detract from the 
vision you have for your child. Don’t settle for less. 
Even not knowing your child’s potential, maintain high 
expectations,” Swett says.

The path wasn’t always easy, but Swett didn’t walk it alone. 
Guiding her was her second insight: Seek inclusion and 
enlist the support of the community. 

“I assumed Joanna would benefit from 
being involved in activities that other 
children in our neighborhood were 
involved in,” Swett says. That meant T-ball 
and softball, as well as swimming and 
gymnastics lessons. From age 2 until she 
went to kindergarten, it meant attending 
an Early Childhood Special Education 
(ECSE) classroom program and finding 
supplemental support. “The primary goals on her Indi-
vidualized Education Program (IEP) were in the areas of 
speech-language, yet ironically, she was the only child in the 
classroom who had any language skills,” Swett recalls. “In 
order to give her time with typically developing peers who 

could encourage her communication skills, I enrolled her in 
our church preschool program one day a week.” 

When it came time to choose a kindergarten program, it 
also meant looking for a school that valued inclusion. “As 
it became more apparent that she was struggling with math 
and reading, we added some time in a resource room so 
she could get some one-to-one instruction,” Swett says. “I 
learned to work with her IEP team to modify her goals  
and services as the academic expectations became more 
challenging.”

In junior high, Joanna’s need for addition-
al educational support became even more 
apparent—and Swett discovered a third 
principle: Find other adults to play a 
role in her development. “Joanna was 
very firm in her desire to be included in 
challenging classes. She had a great case 
manager who helped us to see the need 
for Joanna to learn how to advocate for 

herself with teachers. This was great training for her high 
school years and eventually for when she went to college,” 
Swett says.

“As Joanna entered high school, we had to work a little 
harder to include her in the advanced curriculum so she 
could take international baccalaureate classes,” Swett says. 
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“I learned the value of hiring tutors,” she adds, noting that 
the vision she’d had for her daughter was coming true. 
“Because we had set high goals from early on and had not 
set any limits on Joanna, she had no limits on herself,” Swett 
says. Her next goal was college and a career in child care. 

It all paid off. From a tiny preemie, to a toddler with a diag-
nosis of developmental ataxia and later pervasive develop-
ment disorder, to a family and community that never gave 
up, Joanna graduated from St. Paul College in December 
2008 with an associate degree in child development and a 
3.95 GPA. Joanna is now an assistant teacher at the child-
care center where she worked in college. 

“Joanna has been successful because she learned to see 
herself as having different abilities rather than a disability,” 
Swett says. Many people—from school, the community, and 
the college—were involved and supported Joanna along the 
way. “Together we created a positive vision for her future 
and took the steps needed to fulfill that vision.”

PACER’s free, online training, “Serving Diverse Families: Strate-
gies for Early Childhood Service Providers,” is now available 
as an archived Webinar on PACER’s Web site. Geared for early 
childhood intervention or early childhood special education pro-
fessionals who work with parents from a culture different from 
their own, the comprehensive training shows how to help the 
family determine outcomes based on their own concerns, needs, 
and priorities. It also includes “Practical Tips for Successful Inter-
actions,” a panel presentation and Q&A by PACER’s multicultural 
parent advocates. You’ll find it at PACER.org/pacerwebinars.

PACER Center has published a series of free brochures for outreach 
to families from diverse cultures who may have concerns about their 
child’s development. The materials are in Hmong, Spanish, Somali, and 
Russian. English versions are directed to American Indian and African 
American parents and also accompany each order of translated materi-
als. The eye-catching brochures feature culture-specific photographs 
and family-friendly language. There is space to affix a label providing 
local contact information on the back page of the brochure. Funding 
for the project is provided by the Minnesota Department of Education 
through the federal State Personnel Development Grant. For more 
information about ordering hard copies, please contact Barb Ziemke at 
bziemke@PACER.org or at 952-838-9000.
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Predicting what’s going to happen next in a story is also 
part of learning and literacy. “A child has to be able to 
sequence—to listen to a story and know what’s coming,” 
Kelly says. “She needs to learn how to anticipate and be 
able to describe what she sees. One of the tools we use 
is taking pictures out of a magazine and focusing on the 
subject, the noun, and verb. I say, ‘tell me a story.’ It gets 
her to think about what she sees—are the children in the 
picture happy or sad? Are they running?” When she can 
do that, she has increased her attention, and that means 
she can better focus and learn. By looking at people’s 
faces and body language in a story, Maddie also learns 
nonverbal cues of communication. 

At school, Kelly has worked closely with staff to identify 
ways to reach specific literacy goals for Maddie. They 
made her a classroom helper to help her attend and learn 
sequencing. They changed her speech and occupational 
therapy to focus on letters and are using computer-based 
literacy games to support reading and literacy skills. 
They’re also finding library books on audio so she can 
pace herself.

Literacy also helps Maddie learn about herself and her 
feelings. One book she loves is “Today I Feel Silly & 
Other Moods That Make My Day,” by Jamie Lee Curtis. 
A fun rhyming book about emotions, it ends with the 
question “how do you feel today?” and includes a mood 
wheel where readers can manipulate a character’s eyes 
and mouth to show their own emotions. “The most im-
portant thing I can give my child is self-love,” Kelly says. 
“I want her to know her feelings.” When Maddie reaches 
that last page, “she now actively says, ‘Here give me the 
page, I’ll tell you,’” Kelly says. “We end our day with it. 
She is able to self-reflect. If she can do that, she can get 
her needs met.”

Literacy is more than knowing letters and words and 
reading. It is the main character in a lifelong story about 
learning, communication, self-awareness, and fulfill-
ment. By finding a variety of ways for Maddie to gain 
those literacy skills, “I’m creating her potential,” Kelly 
says. “You want the child to love learning like a dog to 
a bone,” she adds. “It’s a lifeline to maximize the child’s 
potential into the future.” “
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