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“CONNECTEDNESS” PART TWO

In the last edition of PTI Press, we were pleased to share the story of Madison, a sixth grader with severe food allergies and
her life-protecting group of friends. In this edition, Madisons mom, Jennifer Anderson, shares her story of nding her own
sense of connectedness as a parent working with educators. Well also build on the ideas we offered in part one to help
students with disabilities nd connections in school and in their communities, focusing this time on involvement in extracur-
ricular activities, volunteerism, clubs, and organizations.

< FROM ROCKY ROADS TO
REWARDING RELATIONSHIPS
ONE FAMILY'S JOURNEY TO A STRONG PARENT-SCHOOL CONNECTION
Jennifer Anderson, a Central lowa Parent

It seems like every fall as the start of
the new school year approaches, | get
that familiar feeling of dread, but not
for the usual reasons. Not for the an-
nual shopping trip for school supplies
and clothes, or trying to get everyone
back into aroutine including a bedtime,
or even because it means that another
summer has slipped away. No, at our
house a new school year signals IEP
(Individualized Education Program)
time. My husband, Doyle, and | have
three children: Colten, a senior, Cody,
a sophomore, and Madison (Madi), a
sixth grader. The IEP road is a road
that is frequently traveled at our house
due to the fact that all three of our chil-
dren have an IEP. Our two sons have
dyslexia and our daughter has multiple
medical issues the scariest being her
food allergies.

It’s Been a Rocky Road

The IEP road has not been a smooth
one for us to travel in the past. We
have had more than our fair share of
problems. There always seems to be a
new challenge. Every school year we
have found ourselves trying to get ac-
commodations met or trying to work

things out with the school getting
our son more help to learn to read,
making sure his teachers were follow-
ing the accommodations in his plan,
being told our daughter would have
to be home-schooled, and convincing
skeptical educators that her allergies
are really life-threatening.

My husband now knows when | am
starting to show signs of IEPitis. Be-
fore school started this fall, he and 1
were discussing the upcoming school
year with another batch of the new
teachers, and thinking about every-
thing we have had to endure just to get
here. He made a comment that caused
me to stop and really think. He said,
We were given Madi to help lead the
way for the other kids and families
that are going to come after us. We are
going to make it easier for them, by

ghting so hard for her. Now, | am a
typical wife and | know what happens
to a husband s head when you admit
he s right. But | am going to chance
it this one time he was right. We
have helped so many families already.
When people nd out about Madi they
tend to get curious and ask questions.
Those questions usually lead to them
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knowing someone who also has prob-
lems and that leads to opportunities to
help.

Sometimes the Most Important
Thing is to Just Listen

We start conversations. We give out
specialists phone numbers when there
is a need. We talk to people who do
not know what step to take next. And
we know how important it is just
to be there to listen. Sometimes the
most important thing you can do for
someone is to just listen to their story.
They may have everything else they
need, except just knowing that they
are not alone out there. We are glad
to be there to offer our support until it
isn t needed any longer. Then we stand
back and have the most incredible feel-
ing knowing they can make it on their
own. And then it hit me! We could not
have helped other families if someone
had not helped us out along the way.
Look at all of the people that have
helped us over the years! There is one
person in particular that has earned a
great deal of respect from our family
for all the help he and his staff gave us
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during the last school year and all the
support they have continued to pro-
vide for us this year.

The Best School Year Ever

The 2007-08 school year was the best
school year our daughter had ever had
despite missing more than thirty- ve
days of school. It is my belief that
it all started with the support that we
received from the Fair Oaks Middle
School principal, Mr. Jess Matsen.
Mr. Matsen and the team of teachers
that he had picked for Madi met with
us while she was still in fourth grade.
This was the rst sign that the year
we were starting was going to be dif-
ferent.

To understand why it meant so much
to us, you need to know that on May
1, 2007 Madison had an anaphylactic
allergic reaction and she was Life-
Flighted to Blank Children s Hospi-
tal in Des Moines. From there she
was referred to a pediatric allergist,
Dr. Martha Hartz, at Mayo Clinic in
Rochester. There we got the diag-
nosis of a lifetime. Madison had an
anaphylactic allergic reaction due to
airborne milk protein when she sim-
ply walked though the kitchen while
we were cooking. We were frying
mushrooms in butter, and by heating
the butter, or manipulating the pro-
tein by heating it, the milk protein be-
came airborne. When Madi walked
through the kitchen she inhaled the
airborne milk proteins causing the
anaphylactic reaction. Dr. Hartz in-
formed us that Madison was the rst
child to be diagnosed with this so it
was going to be a learning process for
all of us.

Invited, Welcomed,
and Respected

My husband and I invited (okay, ac-
tually we begged) Madison s primary
pediatric physician, Dr. Debra Bixler
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from Blank Children s Physicians in
Des Moines, to come to Madison s
school to talk to the staff about Madi-
son s food allergies. Dr. Bixler agreed
and took time off work to make the
considerable trip to Madi s school
to discuss Madison s allergies and
other medical issues. Mr. Matsen
welcomed the opportunity of having
Madison s physician at the school.
He invited several people that he felt
would need this information to attend
the meeting.

Dr. Bixler took her time explaining al-
lergic reactions. She drew pictures on
the dry erase board to illustrate what
happens to Madison as she talked her
way though an allergic reaction. We
were surprised when Mr. Matsen took
out a notebook, started asking ques-
tions and taking notes. He not only
asked us what accommodations she
needed but he asked why she needed
them. He asked about her diagnoses
and how each one affected that part
of her body and how that would affect
her in school. He showed my hus-
band and me a great deal of respect
when he accepted our answers when
he could have just as easily asked Dr.
Bixler for con rmation on all of the
items that we addressed.

Setting the Tone for Success

Because Mr. Matsen was so at ease,
the rest of the staff attending the
meeting also seemed to feel at ease.
They soon joined in with their own
questions and concerns. | felt that Mr.
Matsen taking everything seriously
set the tone for the entire staff. The
meeting was a huge success because
there was such an open dialogue be-
tween the school staff, Dr. Bixler, and
ourselves. And all this was happen-
ing before Madi was even a student
in his building.

After the meeting, Mr. Matsen took

things into his own hands and started
the process to get the building ready
for Madison s accommodations. He
kept us informed on the progress of
the things that needed to be changed
within the building throughout the
summer. This proved to us that he
was serious about having everything
in place so that Madi would be able
to attend school on the rst day of
middle school.

Mr. Matsen wanted the entire staff at
Fair Oaks Middle School to have some
knowledge of Madison and her aller-
gies, so he had all of them assemble
in the library before the school year
started, and invited Madi and me in
to explain to them what food allergies
were and how to deal with them on
a daily basis. Madi did a wonderful
job. She stood in front of this group
of adults and showed them how to use
an Epi-Pen and a Twin-Ject [auto-in-
jectors used to treat  anaphylactic
shock].

Watching Your Child Find
Her Voice

Madison answered questions for Mr.
Matsen and some of the staff. For the
rst time ever Madi was included in
the discussions of her care. She was
given the opportunity to tell people
what it was like to be her. What a
wonderful experience to get to watch
your child nd her voice for the rst
time ever. Mr. Matsen gave Madi the
opportunity to have that voice.

One of the main concerns for the
school was where Madi would eat
safely. She could not eat in the lunch
room if any dairy products were being
cooked. Mr. Matsen located a room
where Madison and a small group of
her friends could eat, so Madi would
not be eating in the cafeteria where
she might run into problems. Be-
cause her friends were allowed to eat
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with her, Madi s anxiety level de-
creased and some of her feelings of
being so different were eased. Mr.
Matsen suggested that some of the
other girls in Madi s class also be
allowed in the special lunch room to
see what it is like and learn about
Madi s allergies. One new girl came
in each week and had lunch with the
regular group of girls. This helped
everyone become more comfortable
with each other and expanded Ma-
di s base of friends. We felt that this
man genuinely cared and that he did
not see our daughter as a problem
to overcome, but as someone he was
there to help. This was the rst time
we had felt that way since she had
started school.

A Safe Environment
to Learn In

The teachers he had chosen also had
questions. They wanted to make sure
Madi had a safe environment to
learn in. They sat through several
movies about allergies to get more
information. When Madison s pri-
mary pediatrician wanted to be sure
Madi would be safe if something
were to happen to her in school,
these teachers stayed after school for
even more training. They learned
what signs to look for in case of an
allergic reaction and what steps to

take if something did happen. This
was the rst time many of them had
seen an Epi-Pen. They tried giv-
ing Epi-Pen shots to an orange for
practice, and | showed them how
to give oxygen if the need were to
arise. These teachers encouraged
each other through the whole pro-
cess and supported each other when
someone made a mistake. It was
incredible to watch these ladies and
know that things were going to go

ne if there was a problem, because
they were there for each other and
they were all there for Madi.

They also made changes in the
way things were done in the class-
rooms. Food parties are dangerous
for Madison, so they came up with
other ways to reward the students.
They asked for a list of foods that
Madison could have for treats and
for a way to check the ingredients to
see if they were safe. Having them
ask was great having them follow
through and provide safe treats was
outstanding. The usual pizza and
popcorn parties would not happen
with her class. Oh, the relief that
came over me when that decision
was made. The ve Red Team

teachers did so much to ensure
Madison s safety that I will never
be able to thank them. They gave
me the gift of knowing they would
help keep Madi-

OUTROENIDEAS?,

Attention! Parents and Educators!

If you're having TROUBLE resolving DIFFERENCES over educational services
and issues, try using a RESOLUTION FACILITATOR to get things going again.
An OBJECTIVE third party can help SMOOTH
out the rough spots and SPEED you towards a
SUCCESSFUL outcome for all involved.

CALL the ASK Family Resource
Center for more INFORMATION

(B18) 2484713

son safe through-
out her 5th grade
year.

Working
Together to
Achieve a
Solution

Our5thgrade jour-
ney was not with-
out a couple of set
backs, but it was

the most success-

ful year Madi has had. By working
with Mr. Matsen and the staff things
went smoothly even when problems
did arise. It was easy to listen to the
reasons things could not be done or
if things had to be changed when
he explained there was a legitimate
reason. He took the time to tell us
why things were the way they were
and then as a group we discussed
what steps to take next. By work-
ing together to achieve a solution,
even the set backs were easily man-
aged. Madi had the opportunity
to have teachers care about her and
her environment, and to help ensure
that she had a very successful year.
Madi grew as a person, and became
very accepting of the questions that
go with the unusual diagnoses. We
feel it all started with Mr. Matsen.
It was because of his attitude and
effort that Madi was able to have a
safe and a successful academic year.
Madi is in 6th grade this year and
her success has continued.

Managing IEPitis

Currently my IEPitis is manageable
thanks to that successful school year.
To this day | am not sure if Mr. Mat-
sen knows how much it meant to us
to have him show us that rst sign of
support and understanding after ev-
erything we had been through. As
parents, we were allowed to watch
as our child came to discover her-
self and even start to accept who she
is and what comes with her medi-
cal conditions. There have been so
many people who have helped us
get to where we are that we cannot
possibly count them all. Our list of
people that we need to thank has to
start with Beverly Fisher, a former
Director of Instructional Services
at AEA, and Sondra Price, a for-
mer nurse consultant at AEA, for all
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