
emember how you viewed 

parenting BC (before children)? 

And then you had kids (or started

working with them). For most of us,

our perspective changed drastically.

And then some of our children

entered the world of special education. Suddenly, the role in our

kid’s education that many of us had anticipated—helping with

their homework and attending the occasional parent/teacher 

conference—became a fantasy. Our reality was learning federal

law and sitting down with a team of “experts” to write a 

document, the Individualized Education Program (IEP), that

determines the very essence of our child’s education. Another 

big change in perspective.  

Different perspectives give us new knowledge that we might

not otherwise attain. This is true with special education. By 

learning how other members of the IEP team experience the

process, we can come to a new level of understanding that 

will help us more effectively obtain the appropriate services 

our children deserve.

Like many other parents, I became an active player on my

child’s IEP team. The Individuals with Disabilities Education 

Act (I.D.E.A.) gives parents of children receiving special educa-

tion specific rights to participate in the process. But my initial 

experiences upon entering the maze of special education were,

shall we say, less than ideal—confusing forms, complicated

processes, mysterious terminology.  

I did have the benefit of an 18-year career designing, 

building, and supporting marketing databases for organizations.

These databases helped people make sense out of large amounts

of complicated information and thus make better decisions. 

The perspective I gained from my professional career (helping

people understand and use information to make better decisions), 

combined with the perspective from my special education 

experiences (a crummy IEP and the conviction that there must be

a better way), became the catalyst for starting Fape Solutions, a

business that helps parents and advocates make sense out of the

jumble of information contained in a typical IEP. Our approach

gives our customers the knowledge that empowers them to be

more effective advocates for their kids.    

Sometimes we learn different

perspectives just in the course of liv-

ing our lives (e.g., if your child partic-

ipated in Special Olympics, now you

know more about Special Olympics).

But at other times, we must take it

upon ourselves to gain the knowledge

that comes from different points of view. In the case of our 

children’s special education, most of us are not teachers, 

administrators, or professional advocates. Yet it is as important

for us to understand their perspectives as it is for us to know the

laws (I.D.E.A., state regulations) and the process (school policies,

IEP forms). The school professionals on each child’s IEP team are

ultimately responsible for delivering the services that are meant to

make special education truly special. We may often disagree with

the perspectives they have, but if we understand “where they are

coming from,” we have more knowledge to advocate for our kids.

This knowledge is important, because the stakes are very high. 

Here is a simple suggestion

for gaining invaluable perspective

into the IEP process. Go to 

someone else’s IEP meeting—of 

a friend, peer, or perhaps some-

one in your local support group.

It’s the best training you’ll get for

the price, which is only an hour

or two of your time. Try to 
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“Walk a mile 
in my shoes…” 

-Neil Kurshan

R

“Knowledge 
is power.”

-Francis Bacon 

“The problem 
with special 

education is that it 
is neither special 
nor education.”

-B. Blatt

continued on page 44 ➞
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system. Should proposals be deemed to be more clinical than

basic-science in nature, applicants will be notified and encour-

aged to submit for the next round of funding in six months. 

Notification: All attempts will be made to notify awardees

by March 15, 2005. Funding will follow within a reasonable

time thereafter, provided award acceptance, award 

administration and applicable human or animal subjects 

documentation is submitted in a timely manner. Successful 

and unsuccessful applicants will receive reviewers’ comments,

when provided. 

Submission guidelines: There is no application form.

Applicants who wish to respond to the National Fragile X

Foundation’s RFA should submit a proposal no more than 

10 pages in length, excluding references, budget and other 

supporting documents. This proposal needs to include specific

aims, background, previous studies, research plans and 

references. Proposals should be, at a minimum, in an 11 pt.

Arial or 12 pt. Times New Roman typeface with half-inch 

margins. In addition, the CV of all key personnel should be

attached. In the case of funding requests for support of 

post-doctoral fellows, both the CV of the fellow and of the

mentor must be attached.

Questions: Contact Robert Miller, executive director of 

the National Fragile X Foundation at: 1-925-938-9300, or at

NATLFX@FragileX.org. A copy of this RFA, along with 

additional information regarding previously funded research

applications, can be found on the NFXF’s website, under the

“Research” menu at www.FragileX.org. 

Legislative advocacy

Finally, our commitment to research will continue to include

a comprehensive advocacy campaign to assure that our elected

officials in Washington devote the resources necessary to fund

additional scientific research and address the far-reaching public

health implications of fragile X.

So, as we acknowledge this national day declared by

Congress to promote and support fragile X research, we invite 

you to join us in this exciting effort. While we continue our 

support of the fragile X community with record levels of funding

for awareness, education, and research, our board remains 

committed to doing even more. Please help us continue to 

increase our research funding. 

Research Funding by NFXF

NFXF Commemorates National Research Day continued from page 32 

continued from page 33

continued from page 39

understand how each person in the meeting participates (or does

not), and why. You’ll be amazed at the fresh perspective you’ll

have when you attend an IEP meeting that’s not about your

child. You’ll be able to help another parent see things they other-

wise might not. And, perhaps most important, you’ll appreciate

the value that an objective IEP team member can bring to the

process, and you’ll make sure you always have such a person

attend IEP meetings that are focused on your child.  

In subsequent NFXF Quarterly articles, I’ll take a close look

at the perspective of three groups that work hand-in-hand with

parents to deliver effective special education for their children: 

1) Teachers and other professionals who work directly with 

our kids, 2) school administrators, and finally 3) advocates and

attorneys. I hope to shed some light on how other participants

view the IEP process, and in doing so, improve our collective

ability to obtain the best possible educational outcomes for all

children receiving special education services. 

Editor’s note: This article series originally ran in Arc InSight,

a magazine focused on children and adults with special

needs. Steve McKee currently serves as vice-president of the

NFXF and as chair of its Awareness Committee.
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