A Decade of Discovery
MACPADS 10th Anniversary Conference
th

On August 8 MACPAD will be celebrating its tenth anniversary with a fun and informative conference! Top researchers,
doctors, and others will come to Lancaster, PA to discuss the history and future of treatment for PKU. This discussion will
help you learn all about the changes that have occurred over the past decade in treatment, food options and support. You
will have the opportunity to listen, ask questions and really understand the importance of these developments.
Dr. Ray Stevens from the Scripps Institute in California will deliver our keynote address focusing on the developments that
have occurred over the years in PKU treatments. Our adult/teen panel will provide you with their insight into how these
changes have improved their lives. After lunch, we will hear from Dr. Ney and Cambrooke Foods about developments in
low protein foods options. And, Dr. Hunter will discuss developments in maternal PKU. We will have our experts discuss
the treatments that you can expect to see in the future.
During the day, you will have an opportunity to learn about the new National PKU Alliance and visit with low protein
vendors and pharmaceutical companies to hear about their new products and offerings.
We have planned an exciting day for the kids, too. There will be a Children’s PKU Program for kids with PKU. This
program will focus on fun and education! For those children without PKU, we will have babysitting available during the
sessions. Our luncheon will include low protein options for those with PKU.
We hope to see you at the conference. It will be an exciting day. And, if you are in town for the conference, please plan
to come to our family picnic the next day. It will be held at a farm in Northern Lancaster County about 30 minutes from the
conference hotel.
Please help us thank our sponsors:

Abbott Lab

Register Now! Registration form is on page 23 of this newsletter! Or you can register on line @
www.MACPAD.org.
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Agenda
th

MACPAD 10 Anniversary Family Conference
August 8, 2008, at the Eden Resort in Lancaster, PA
“A Decade of Discovery”

Time

Topics

10:00 – 10:15

Welcome and Introductions

10:15 – 10:45

KEYNOTE ADDRESS: PKU – A Decade of Discovery
Review of treatment developments over the past 10 years
Dr. Ray Stevens

10:45 – 11:30

Adult/Teen Panel
Perspective on how these changes have improved their lives

11:30 – 12:30

Luncheon
Visit Vendor Tables; Book signing

12:30 – 1:30

Developments in Low Phe Foods Using Glycomacropeptide
Dr. Denise Ney
Introduction to New Foods for PKU Diet
Leah Alea, Cambrooke Foods

1:30 – 2:00

Drugs in Development for Maternal PKU
Dr. Stephen Hunter

2:00 – 2:15

Break
Visit with Vendors

2:15 – 3:00

Current Treatments for PKU
Dr. Barbara Burton and Elaina Jurecki, MS, RD, Nutrition
Specialist for Biomarin Pharmaceuticals

3:00 – 4:00

Future of PKU Treatment – Panel Discussion
Drs. Stevens, Burton, Hunter, and Ney; Elaina Jurecki

During the conference we will hold two separate Children’s Programs – one for children who have PKU and
one for those who do not have PKU. The Children’s Program is for children age 1 to 12. The age limits for the
PKU program will depend on the number and ages of kids registered. Older and younger children are welcome
to attend the conference.
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and pet!) and hay wagon rides. We also have a
wonderful time meeting new friends, reconnecting with
old friends, spending the day eating, relaxing and
sharing recipes, stories and new ways to get the kids to
drink their formulas…… : )
And, don’t forget the quilt raffle! Every year we have a
beautiful hand quilted masterpiece quilt, made in
Lancaster County, PA, which is raffled off. This year we
have beautiful burgundy, pink and white tones, queen
size quilt (pictured below) and donated by

Log Cabin Quilt Shop
The 21st Annual PKU Picnic (the day after
the conference!)

2679 Old Philadelphia Pike in Bird-In-Hand, PA

Come one, Come All!
st

We would like to invite everyone to our 21 Annual PKU
Picnic on Saturday, August 9, 2009. This year’s family
fun event will be at the Weaver Farm at 1179 Dry Tavern
Rd, Denver PA 17517 from 12PM to 4PM. The picnic will
be held the day after our Conference, so we are hoping
you all will “stay over in Lancaster County” for the picnic.
We ask that each family contribute a lo-pro item for the
buffet. We’d appreciate if you could also label the item
with the amount of Phe so everyone can count
accordingly. If you wish, you can certainly bring items
that are not lo-pro for the rest of your family or to share.

Tickets for the quilt raffle are included with this
newsletter and are $1.00 each. Winner need not be
present to win. Ticket stubs and payment must be sent
to MACPAD, P.O. Box 6086, Lancaster, PA. 17607 and
received by July 31 or brought to the picnic to be
included in the drawing.
We hope to see you there!!
Ken C. Barton Jr.
Picnic Chairperson, MACPAD
Please register for the picnic, using the form on page 21
of this newsletter or online @ www.MACPAD.org.

………………………………………………………
Please remember to notify MACPAD of a change
of your mailing address. Since there is no charge
for this newsletter, your copy will not be
forwarded without a correct address.
We will have a lo-pro buffet, Slushies (new this year),
PKU Bingo, farm animals (the babies are so cute to see
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Introducing: A new book about life with
PKU

“

Our Life’s Experience

NAME

”

A mother tells about her life with 2 daughters, both with
PKU, 1 undiagnosed who is mentally challenged, and
the other who was diagnosed, follows diet and is a mom
and educated as a school teacher and how this has
affected her family’s life.

Anna once wrote “…Esther’s life is not in vain. Yes, she
and the whole family have many frustrations because of
the disability but she has been a great blessing. Her life
could be different and we want to let others know that,
yes, the diet is worth the effort it takes. We know
because we have the treated and untreated”…
For the past 20 years, the Anna and Harvey Weaver
family have graciously welcomed PKU families, in the
central PA area, to their home to enjoy an annual picnic
with a variety of wonderful activities and a delicious low
protein buffet.

Vitaflo, Applied
Nutrition, Cambrooke Foods and MACPAD,
Now, thanks to the support of
Anna’s story has become a book!

“Our Life’s Experience” will

Happy June Birthdays

be available for the first
time at the MACPAD conference on August 8. And,
Anna will be available from 11:30-12:30 to autograph
your copy of the book.

Veronica Perkins
Angelina DeCosmo
Rebecca Schulze
Evan Gill
Victoria Russo
Hannah Rodes
Oliver Pasterczyk
George Cassidy
Annie Gill
Kaitlin Baker
Annie Dirig
Samantha Ranney
Abigail Hume
Cory Madden
Matthew Antonucci
Jackson Ponzo
Zachary James Raitz
Breanna Hardy
Lucas Pochily
Bryan Al Thorjaini
David Abeln
Leah Frommer
Brady Holman
Allen DeNisi
Sheldon Lapp
Christina Purpura
Zachary McEntee
Kyle Stoltzfus
Josh Bigham
Tony Kratochvil
Amelia Martin
Andrew Halushka
Braden Mullen
Wendy Harppinger
Danielle Longo
Frances Del Castillo
Karleigh Davidson
Kacie DePasquale
Debbie Gardecki
Brady Holman
Alex Vickers
Carolyn Delaney
Hannah Hawk
Lisa Roth
Stephanie Krupilis
Ashley Dorion
Lindsay Humphreys
Korben Kiessling
Amanda Cosburn
Jackson Moore
Michael Rurkowski
Sarah Simonson
Haley Rudder
Chad Eilers
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Eastern PA Chapter of MACPAD
Spring Newsletter
Our 1st Annual PKU Sunday Brunch & Easter Egg Hunt
th

On March 15 , the Eastern Pa Chapter of MACPAD held its first event. As families entered the Café they were amazed
with the tables that were overflowing with many options of PKU friendly dishes that their children could enjoy with no
worries. The children were full of smiles as they quickly saw that a corner of the café was transformed into something
similar to an aisle in Toys R Us! And families alike were thankful that they had a chance to share stories and recipes,
while their little ones made new friends that shared similar obstacles in life.
The first annual event for our chapter was an enormous success! After 3 months of letter writing and phone calls to every
Philadelphia sports team, local grocery stores, and three different toy stores, we finally had everything we could possibly
ask for to make this a memorable event for all!
In addition to Silent Auction baskets, Kuvan goody bags for every family, and tons of toy prizes for our Easter egg hunt,
every family also brought a PKU friendly dish for our buffet, which was more food than any of our little Pku’ers could
imagine. Thanks to all of the Philadelphia sports teams, Toys R’ Us, and the Baiada and DeCosmo families, the children
& families went home with over $700 worth of toys and prizes. And a special thanks to our Easter Bunny who paid the
children a visit and took time to get a photo with every family that attended!
Thank you to all of the families who made donations. A special thank you to three local companies that went above and
beyond: Toys R Us of Exton, James J. Anderson Construction Co., and Brian King of Mayfair CDC. For our first event,
our chapter raised over $900. From the roars of laughter, happy smiles, and blissfully satisfied bellies, to the money we
raised for PKU Research, our event was more than a success!

Tons of Toys!

Upcoming Events:
June 29th – Family PKU Luncheon &
Kuvan Information Session hosted by
Biomarin (Willow Grove, Pa)
September 27th – Low Protein Cooking
Demo at The Viking Culinary School
(Philadelphia, Pa)

Getting the food ready

Greg & Kim DeCosmo
with daughter, Angelina (1 yr., pku)

In the News
Kim DeCosmo was recently asked to speak
for The International Society for Nurses in
Genetics. She will speak on November 8th at
Society Hill Sheraton in Philadelphia on a
panel that will discuss patients’ experiences
of genetics and genomics.

*Anyone that is interested in being on the email distribution list to find out more about upcoming family events for the Eastern Pa
Chapter of MACPAD, please email Kim DeCosmo at kimdecosomo@hotmail.com.

6

National PKU Awareness Month 2008!
This year, there are 39 events scheduled across the
country from April through October. Information on total
amounts raised through all of these efforts will not be
known for a few months- but, stay tuned! This is the
largest number of events and we certainly hope that the
financial total is high! More information will follow in the
next edition of “Connections”. You can also see more
pictures of MACPAD events at www.MACPAD.org and
watch the “PKU Activities” page for totals amounts
raised, as the numbers become available.
…………………………………………………………………

MACPAD Southern New Jersey Chapter
Walk for PKU Research! Sunday, May 18,
2008

And walked to support PKU research…
Thanks to Deb Gilliano, Janice Paterno and Desiree
Spinney for a fantastic day! Great Job!

If only, they could have stopped the rain!
We met old friends…

…………………………………………………………………

Considering College

And made new ones….

My first real cooking experience was nothing
special. In fact, I hardly remember it. I can only recall the
nerves in my stomach as I stood over the stove literally
watching the noodles and frozen vegetables boil. My
mom assigned me to make dinner for myself, my brother
and my dad while she was out at a meeting. “You’ll have
to learn to cook someday,” she had said, reminding me
that I would need to learn to cook before I went away to
college. When the spaghetti, tomato sauce, and green
beans were cooked without a flaw, I gained sense of
pride and independence from making a meal all by
myself. Looking back, I laugh at how nervous I was to
make such a simple meal. Only a few years after that
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experience, my skills in the kitchen have grown, and
cooking has become one of my favorite activities.
Sometimes I wish I had been a culinary arts
major in college. (Instead I have 9 more credits to
complete a degree in journalism from Penn State, one
semester early.) This past school year I lived in an
apartment for the first time, and I made sure to bring my
favorite low protein cookbook, Apples to Zucchini by
Virginia Schuett and Dorothy Corry, with me. Cooking
provided a relaxing break from homework in the
evenings and on the weekends. Concentrating on
making a good recipe got my mind off of the project I
had to do or many hours I would be spending at the
student paper later that night. Before my roommate and I
went to the grocery store every two weeks, I would pull
out the cookbook and find a relatively easy recipe and
add the ingredients to my grocery list. Sometimes when
my food was running low, I would throw together my own
recipe from whatever I had in the refrigerator when I had
time to cook. I like the challenge of creating my own
dish, however simple. Each Christmas, I bake low
protein cookies, and at Thanksgiving, I plan and cook
the low protein dishes for our family’s meal.
I’m glad that I have learned to make delicious
meals on my own. By cooking my own dinners in my
apartment, I save money instead of frequently buying
expensive prepared meals. I definitely think that cooking
is an essential skill for PKU patients. By preparing my
own foods, I can have better control over my phe intake
rather than estimating the values of bread or pasta that I
would buy from a sandwich shop or restaurant. While
you don’t have to be great, (and I definitely have a lot of
learning to do!), being competent in the kitchen will pay
off in better diet control and maybe turn into an activity
you love, as it did for me. Just because the foods that I
eat are limited doesn’t mean that cooking can’t be just as
fun or that foods aren’t as delicious as traditional highphe foods.
Cooking for One (or Two)
Preparing dinner for families consisting of PKU
and non-PKU diners doesn’t have to compromise the
desires of those on regular diets or create the burden of
preparing two separate meals. My parents have always
prepared dinners that consists of foods that my brother
(who also has PKU) and I can eat, while including a
meat or high-phe dish that they want as well. For
example, my parents may prepare a dinner of rice,
spinach, and chicken. My brother and I will eat the rice
and spinach and add a low protein roll instead of
chicken. Our portions of the rice and vegetables are
always bigger than the ones my parents take since we
are eating one less item from the “menu”. If my parents
are having a high-phe food like hamburgers, my brother
and I will have low protein burgers instead, and we all
will have a helping of French fries on the side. Although
there is the extra step of making the low protein burgers,

the entire family can have essentially the same meal
with the same preparation time.
It’s also important that non-PKU diners eat the
high-phe foods when PKU patients are present. When I
was growing up, I saw my parents eat foods that I
couldn’t have, which helped me to recognize what foods
were off-limits. When I first went to school and was on
my own in social settings, I knew why other children had
different food than I did, and that difference did not
bother me because I was used to it at home. It’s
important for children to understand this difference, while
still including low protein foods in a meal so that you
don’t need to make two separate meals.
Low Protein Foods for Everyone
My boyfriend, Joe, loves meat and cheese. So
when I offer to make dinner for the two of us, I am
always nervous about the low-protein meal I prepare.
However, I have found nothing but success when
creating low protein meals for those who are not on a
low protein diet. One time I made Joe a stir-fry with
peppers, onions, garlic, tomatoes, and pineapples over
rice with spinach on the side. He enjoyed it so much he
wanted seconds. When it was his turn to make dinner for
me, he made pasta with an olive oil and garlic sauce
with sautéed peppers and tomatoes. He remarked how
much he enjoyed the meal without the usual meat and
cheese in the pasta topping. I have had the same
success with family meals. For holidays or family
birthdays, the meal usually consists almost completely of
low protein recipes. My parents usually make a meat or
fish to add to their dinners, but all agree that the low
protein foods are delicious. Low-protein potato salads
and low-protein pistachio pudding are often served at
large family parties, and relatives are surprised to hear
that the recipe is from a low-protein cookbook. The
surprise may come from the perception of non-PKU
people, especially those who are not exposed to the diet
on a daily basis, that low-protein foods are different or
strange in taste. However, once they taste a recipe, they
realize that is not the case. Almost all of the low protein
recipes, at least in the Apples to Zucchini cookbook,
contain ingredients from the regular grocery store. Low
protein foods do not have to be “weird” concoctions, and
in many cases, should be viewed as options for all
people at the meal.
Getting Creative
I love to come up with my own recipes from the
food I have left in the refrigerator. If there’s a few
vegetables that have been in the fridge for too long, I
sauté them with a little garlic and canola oil and put them
over rice. One of my favorites is sautéed tomatoes
mixed with cooked chopped spinach. When I buy low
protein pizza toppings like olives or peppers, I usually
can’t fit them all on one pizza. When I make pasta, I add
the leftover pizza toppings to the store-bought tomato
sauce along with extra herbs and spices. Having some
fresh ingredients in the sauce makes the pasta taste like
a professionally made sauce from an Italian restaurant.
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Ethan Hennard
Corey James Kirby
Cathy Gill
Lauren Gass
Cathy Keesler
Sergio Basulto
Gina Vaccaro
Katie Keegan
AJ Green
Charley Griffith
Christopher Proutt
Burg Ning Liu
Todd Atkinson
Troy Pulaski
Kenny Barton
Noah Crosby
Reid Tully
Natasha Spiech
Kim McDowell
Sophia Kvam
Jane Campbell
Abigail McDowell
Cody Warren
Brenda Jones
Ian Simmons
Julianna Antonucci

Coming up with your own recipes expands the limitations
of the PKU diet. When you are able to create your own
recipes, you no longer feel confined by dietary
limitations. For example, there is only one type of pasta
sauce I can buy in the grocery store (tomato), but I can
add different spices and vegetables to the sauce for
different tastes, and therefore, I have more than one low
protein option for tomato sauce. This is just one more
reason why learning to cook to some degree is beneficial
for PKU patients.
Low protein recipes do not only have to come
from low protein cookbooks. Recently, I’ve been copying
some recipes down from Better Homes and Gardens
and Women’s Health magazines and adapting them to
low protein standards. If a recipe calls for cheese, I
substitute low protein cheese in my recipe. If there are
nuts or chicken, I omit the ingredients. Again, this
practice provides more options for those on the diet.
Eat Your Veggies!
Although making my first meal of pasta and
green beans seemed a daunting task, I have learned
that handling a PKU diet does not have to be. By
creating new recipes, I can find new meal options in an
otherwise restricted diet. Through sharing low-protein
recipes with others, I have shed the stereotype that PKU
foods are somehow different or not as enjoyable as highphe foods. Like making my first meal, cooking for a PKU
diet is not an insurmountable challenge.
…………………………………………………….....
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MACPAD Western PA Chapter, Saturday,
May 24, 3rd Annual Walk for PKU Research

rd

Happy July Birthdays
Name
Izaak McFadden
Chad Haeberle
Terry Haney
Amanda Waschak
Brandon Niehaus
Ariel Siciliano
Zachary Alwein
Grant Kelly
Christina Boras
Edwin Whaley
Ezra King
Cameron Paolella
Owen Maxfield
Ayden Quiram
Fannie King
Chris Niehaus
Melinda Munson
Hunter Kane
Evan Patterson
Jared Jochimsen
Melinda Fouse
Jared Jochimsen
Jacob Smith
David Wagner

Date
1
2
4
5
5
7
7
7
7
7
8
9
11
11
12
12
13
13
13
15
15
16
16
16

The 3 annual PKU Walk for Research fundraiser in
Pittsburgh, PA. was held on Saturday, May 24! The
weather was beautiful and the day was a huge successwe raised money for PKU research and a grant for the
National PKU Alliance! There were many samples
available provided by low protein vendors, such as EnerG Foods, PKU Perspectives, Applied Nutrition and
Cambrooke Foods. Biomarin’s representative Lynn
Romero and Monica Cengia from Vitaflo joined in the
festivities by presenting information and products.
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We had lots of fun activities for the kids such as arts and
crafts, spin art, clowns and a huge castle jumper. Rita’s
Ice provided a cool treat for all in attendance.

We started the walk off with the oldest PKU person at
the walk, Lindsey Burns and the youngest at 11 weeks,
Natalie Stewart.
Thanks to Erica Burkarth and Stephanie Kamarados for
their assistance with this event. We look forward to
seeing everyone again next year- thanks to all for
making this day such a success.
Gina Stewart, chairman
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MACPAD Ohio Chapter Walk for PKU, Saturday, May 31, 2008
Hello from Ohio!
Once again we held a successful event.
From Caricature Drawings by Dennis Porter
(www.drawme.com) to snow cones, cotton candy & smiling faces. We were lucky enough to have Dr. Ray Stevens
update us on Kuvan and then Michelle Churchill from BioMarin explain the patient program to help individuals with the
cost. We had booths set up from Vitaflo, Monica Cengia, and Nutricia’s Heather Shea and as mentioned BioMarin. We’d
like to thank them all for coming and being a part of our walk. We have proceeds totaling over $15K (and still coming in).
A portion of our proceeds will go to Ohio’s PKU Camp. I wanted to get updated email address’ etc at the walk and ran out
of time. Anyone from my area, if you want to be on the MACPAD Ohio Chapter email list and get updates on future
events, information and fundraisers, or if you’re interested in helping, please contact me at Cribbets@hotmail.com with
your information. Even if you’re not sure if I have it, please send it. A heartfelt “Thank You” to everyone that made our
event successful, from the vendors to our PKU families & my family and friends, to whom I couldn’t have held this walk
th
without! I look forward to “The State of Ohio’s 4 Annual Walk in 2009”. *ask about our weekend stay at the Wolf Lodge
in December of 2008. – Shelly Cribbet, Chairperson, State of Ohio (513) 266-5322
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PKU Awareness at Your School

Josh Horst of Evansville, IN decided to share his PKU
story with his classmates. Josh did a presentation to his
class in February describing his diet and reading the
“Denny the Dragon” story.

MACPAD Upstate New York Chapter Stroll
for Strong, May 31, 2008

An annual event, Stroll for Strong benefits Galisano
Children’s Hospital and the MACPAD team participates
to raise funds for PKU research.

Josh also passed samples of his low protein foods, so
everyone could get a taste. Everyone agreed that his
foods were different but good!
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2nd Annual PKU Picnic
Delaware Chapter of MACPAD
Date: Saturday, June 21st 2008

Time: 12pm-3pm

Location: Lums Pond
1068 Howell School Rd
Bear, DE 19701
Picnic Area 2

Food: We ask that everyone brings one PKU friendly dish and One Regular Dish that we can share with all members.
Please list PHE contents.

Drinks: Will be provided
Please provide your own ice

Cost: There is no cost for the Picnic but there is a $3.00 per DE Registered Car and $6.00 Out-of-State Registered Car
to enter park

RSVP: June 7th, 2008 to mnbamonte@comcast.net or 302-652-4443 or by mail to Noelle Bamonte, 2219 Fairfax Blvd,
Wilmington, DE 19803. Please include your name, the number of people attending, ages of children in your group and the
dishes you are bringing.

Picnic Area: This year our Picnic Area will have a playground for the kids & Jungle John will be there to entertain the
kids. There is plenty of room in the picnic area to set up volleyball, horse shoes or any other activities, so please bring
anything that you would like to set up so everyone can have fun.
We will be having a MACPAD Merchandise Sale, 50/50 and Raffles so bring you lucky charms
.

Name:
Number of People Attending:
Ages of Children:
Dishes:
Number of People with PKU:
Can Help with (Please Circle): Setting Up Clean Up Raffle/Merchandise Sales
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scary and sad as we researched and tried to learn as
much as possible about PKU.
The first year was tough. Matty was our first born and
had levels that were inexplicable and inconsistent. We
experienced a lot of concern and heartache in having to
get additional tests to see if he had any other issues in
addition to PKU. We learned that Matty’s levels were
very calorie sensitive and for about a year and a half we
had the hardest time getting enough calories and all of
his PHE in him. We then started feeding therapy which
made a big difference. Now, Matty is 2 ½ and he is able
to eat a consistent low protein diet to keep in levels in
range.
In retrospect, I wish I could go back and change those
months as our perspective of PKU and knowledge about
PKU has changed and evolved so much.

Getting To Know – Your MACPAD Board
Members- by Aimee Averill
This is an exciting new adventure that we are about to
embark upon together by sharing some additional
information with everyone about the volunteers that
make up our MACPAD Board of Directors. With each
upcoming newsletter edition, we hope to feature a new
Board Member to promote, learn and maintain the
connection that we all hold true to our hearts in
improving the lives of people with PKU.

Our featured Board Member for this
newsletter is Noelle Bamonte. For those of you
that don’t know Noelle, she currently serves as our
MACPAD Delaware Chairperson and is a very active
member of our organization. Read on to learn more
about the Bamonte’s “story”, told by Noelle, in the first
edition series of articles to help share our collective
experiences in our PKU community.
How has PKU impacted your life?
Answer: PKU was something we had never heard about
before. There was no history of PKU in our family. In
fact, when we got home from the hospital and was
looking at my baby record book (where you keep info on
Dr. appointments and weights), I saw a place for PKU. I
guess I thought we were good and didn’t need to even
give it another thought. However, the call followed in
just a few days alarming us that something wasn’t right
with the PKU test results for our son, Matt, When we got
the diagnosis, we were scared to death. So many
questions came to mind such as: Could we hurt our
baby if we gave him something wrong? Would he be
able to live a normal life? Could he have children?
Could we have more children? Those first months were

In the last two years we have met some amazing people
that have helped us navigate the healthcare system and
the in’s and out’s of PKU. So many people truly want to
help and share their experiences. Although you do not
want your child diagnose with anything, PKU has
brought so many wonderful people into our lives. PKU
has just become a little more of a nuisance that a scary
thing. When we go on vacation we need to plan but we
seem like we got a handle on it. I have become a stay at
home Mom and now I want to help anyone that I can
with PKU or any other disorders. No one should have to
go at it alone.
I am lucky to have a family that supports us and a
husband who has learned the diet as much as I have. If
I have someplace to go I know he can do it. I have
created spreadsheets for my husband, Matt, and I to
use. This has made our lives easier. I have also shared
these with other families.
We were concerned about having a second child,
however we took that jump and now have a six week old
baby. Matty has brought so much joy in our lives and is
such a fun and great kid, that we knew we wanted
another child and that Matty would be such an awesome
big brother. Sometime I think Matty is just too smart for
his own good. I look at Matty every day, and I am so
happy to see a healthy energetic kid. He is the same as
the other little boys and girls that he is playing with in
every respect.
2. How has PKU impacted the lives of those in your
family?
Answer: Our families have been great. We just always
call ahead to see what is for dinner if we are visiting
family members for dinner. We try to ensure that Matty
can eat just like all of us. Normally, we are having a
salad and two veggies and he eats whatever we are just
not the meat or chicken dish. I have made extra breads
and his favorite foods and left them at his grandmom's
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house so there is always something available. All of us
are always looking for what he can and cannot eat. My
nieces are all wonderful and ask if Matty can have
something before they give it to him. Although we do not
expect people to change their eating, my sister and
nieces have said, “when we are at the beach and the ice
cream man comes and Matty is with us, we will not get
the ice cream, we will all get water ice so we are all
eating what Matty can have." Some of my nieces are
young so for them to think like that made me feel so
good.
We are a young family and we will have to see how PKU
impacts all of us as we grow. But I think with a positive
attitude and consideration for all us we will do just fine.
3. How did you decide to join MACPAD as a Board
Member? What main focus/goal did you have in
mind when you decided to serve the entire PKU
community by Board participation?
Answer: My interest peaked after we had just been
invited to a DE Spaghetti dinner for PKU. It was being
hosted by DE Newborn Screening and A.I. DuPont
Hospital for Children. This was the first time we were
actually reaching out to meet others. At the same time,
MACPAD had approached me about starting a DE
Chapter. Before I said yes I wanted to make sure we
had the interest in DE to support a new MACPAD
chapter. I found out there was another Mom looking for
the same things that I was and that provided me the
support and encouragement that I needed. We then
accepted the offer to become a Delaware Chapter. I
thought this was a great opportunity to learn more about
PKU and to be helpful to any new parents out there.
Being on the Board allows me to learn about other
chapters, research that is being conducted and have a
voice for the people in DE. I am then able to bring this
information back to my group. Since I have become a
stay at home Mom, this enables me to have an impact
on those who are affected by PKU. I also wanted to be
able to help MACPAD reach all of their goals.

are having the 10th Anniversary Conference with many
speakers. This will be the first time that I will be
attending something in this scale. I would love to see
MACPAD continue to have events like this to help keep
the PKU Community united and help families stay
educated.
5. How often do you meet as the Board? What is
discussed?
Answer: We meet 3 times a year and we talk about
research, funds for research, chapters that can be
created, newsletters, how to help new families, chapter
activities and ideas to reach new families.
6. What has been your most rewarding experience
with MACPAD?
Answer: I love seeing how successful we have been in
raising money for research to better the lives of those
with PKU. I am very excited about MACPAD's
involvement with the National Organization.
On a personal level it has been rewarding to see all the
people show up for events that I and others have worked
so hard to create. We have a committee of several
Moms that make this all possible. April Sharp, Christy
Schulze, Dawn McClymont and Jen Handlin also the
ladies at Newborn Screening have become part of our
team, Betsy Voss and Lori Broome. I am happy to say
that these women have become my friends and are
always will to help and lend an ear.

………………………………………………………
The Louisiana Annual Walk for PKU
Research
Saturday, May 31, 2008

4. How do you envision MACPAD growing in the
next 5 years? Regionally / Nationally / Locally
Answer: I would love to see more involvement from
families so we all have a voice in our chapter (This is DE
Specific along with created an event for May to help
raise funds for National PKU Awareness month). This
would allow us to continually grow as a group and have
a support system at our hands. I would love for Matty to
have friends with the same diet and someone to talk to
that understands exactly what he is going through.
I hope to see MACPAD continue to raise money for
awareness and research. And stay a strong voice in the
National Chapter. We as a group can make wonderful
things happen. We have done so many wonderful things
and I just like to continue to be part of that. This year we
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Update on the National PKU Alliance
The National PKU Alliance is now official and has been
formally incorporated! We have managed to achieve our
objective through lots of hard work and the dedication of
many volunteers who came together to create the
organization. Many thanks to those of you who
contributed financially to the first years start-up budget!
The mission of the National PKU Alliance is to improve
the lives of individuals and families associated with
phenylketonuria through research, support, education
and advocacy, while ultimately seeking a cure.
NPKUA is currently forming through the combined efforts
of PKU families from all around the United States. This
group has established the following purposes for forming
a National PKU Alliance:

To advance research relating to the
treatment and/or cure of PKU by raising funds and
distributing funds, establishing a Research Development
and Review Committee, and providing publicity for
products that will benefit individuals with PKU.
To support local PKU organizations
by encouraging and assisting in the development of new
PKU
organizations,
working
with
local
PKU
organizations on fund raising and educational
campaigns and acting as a liaison among local PKU
organizations in order to encourage networking and
identifying treatment issues and working on possible
resolutions.

To educate others about PKU and the
issues faced by individuals and families by
communicating best practices for treatment and other
information to local health care provider, creating
communication pieces and other material for use by
local PKU organizations and others, encouraging
children and adults to stay on diet, sponsoring national
and international conferences, and providing current
information to PKU organizations about recent
developments in treatments and protocols.
To advocate for all individuals with
PKU by working toward the enactment of PKU friendly
legislation, seeking coverage by insurance companies
for treatment, and aligning with support groups for
related metabolic disorders to promote common goals.
To
contact
NPKUA,
please
www.NPKUA.org or your local PKU organization.

visit

………………………………………………………..

Awesome August Birthdays
Name
Jessica Schlotter
Erin Morrison
Alexander Stein
Michael Flood
Jack Van Norman
Jennie Cronin
Bryan Townsend
Shane Shuler
Allyson Knepshield
Emily Armentrout
Scott Craig
Clara Riley
Emilie Godard
Allison Zimmerman
Joseph Hoover
Kathy Hunt
Brandon Rios
Cathryne Wheeler
Megan Bair
Austin Conran
Devin DiGeorgio
Zachary Bradford
Andrew Burkarth
Amy Shuler
Patrick Guinan
Patrick Guinan
Taylor Kaminski
Maria Kamarados
Clark Pritchett
Ethan Shaun Guyer
Eric Johnson
Elisabeth Allen
Sean Madden
Tiffany Dennis
Logan Royer
Nolan Laack
Deidra Kline
Harley Maguire
Jennifer Kirkdoffer
Philip Teasdale
Bethany LaPrad
Sean Murray
Madison Kwapich
Austin Shouse
Amos Beiler
Brady Bly
Lauren Petrosh
Jessica Goins
Theo Stiles

Date
1
1
2
2
3
3
4
4
5
5
5
7
7
8
9
10
10
11
11
12
12
13
13
14
15
15
15
15
16
16
16
17
17
18
18
18
19
19
21
21
22
23
23
24
25
28
30
30
31
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CT PKU Walkathon, Saturday, May 17

Thank you also to Donna Jordan for all her time in
putting together such a great event. Thank you Donna!
We raised good money for a great cause! Here is to
making out goal! Cheers!
Christie Conran
Son Austin (2yrs) has IVA

It was so nice to get together for such a great and
important cause. There were 40+ people that attended
our walk this year. The day was beautiful as were the
smiling faces all around us. Our walk went around a
picturesque park in Newtown (Dickinson Park). The
children enjoyed a great singer named Miss Jeanine.

………………………………………………….

Simply Splendid September Birthdays
She entertained all of us with her melodious music that
you could hear all around the park. Our guest speaker,
Crystal, discussed all the wonderful improvements going
on in the PKU world. We sure have come along way.
We would like to thank everyone who made this day
perfect. Thank you to our sponsors who provided
Kleenex and bottled water among other necessities.

Name
Jennifer Jones
Steven Droogan
Amelia Guenther
Angela Kazar
Eric Janda
Batley Clifford
Nicole Gleason
Kacey Brooke Lloyd
Allyson Deihl
Sean Jaquay
Karen Crutcher

Date
4
4
5
5
5
6
7
7
8
9
9
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Malachi Aidan Joshua
Bryce Abshire
Evan Zola
Jennifer Payne
Ryan Purcell
Toni Thatcher
Alice K Wells
Kimberly Hughes
Jackie D'Silva
John Spese
Benjamin Honey
Josh Hardy
TJ Forchetti
TJ Minner
Mary Buchowski
Bryan Huntley
Jessica Martinez
Amelia Martin
Zola Simonelli
Matthew Bamonte
Brianna Modic
Taylor Ann Chandler
Corbin Mason
Jacob Cheek
Mark Boiko
Will Marvin
Gabriel Vega
Gabriel Vega
Avery Kist
Avery Kist
Zouri Liverpool
Kassie Brinsfield
Brenda Rumbaugh

9
10
10
10
10
11
13
13
13
13
17
17
19
19
19
20
20
21
21
22
23
24
24
25
25
25
26
26
27
28
28
28
30

………………………………………………………….

Here are some additional special pictures
from MACPAD “Walks”
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The 21st Annual PKU Picnic!
Please register and join us, the day after the conference.

Yes! I plan to attend the picnic at Weavers Farm, 1178 Dry Tavern Road, Denver, PA 17517
Please complete the section below and return to
MACPAD, PO Box 6086, Lancaster, PA 17607 by July 31, 2008
Or, you may call 717-872-7546 (MACPAD). or visit our website www.macpad.org. to register for the picnic.
If you are willing to provide a food item for the low protein buffet, please see below and indicate an item.
Please remember to bring other foods if you do not require low protein.

Names of adult’s attending_________________________________________________________
Names and ages of children attending___________________________________
Address__________________________________________________________
_________________________________________
Telephone: __________________Email_______________________________
Food item that you will bring for the low protein
buffet____________________________________________________________
If available, please bring a recipe card listing the phe amounts in the dish you are providing.

Directions: From PA turnpike, take exit 21 and follow signs to route 272. Turn right onto route 272
north. Travel approx. 2-3 miles to stoplight at route 897.Turn right onto route 897 south. Travel 4-5
miles to the Weavers Lane. Balloons will mark where to make the right turn! Follow lane to the end to
parking.
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In recognition of PKU awareness month it is with great pleasure that
we invite you to participate in our:

Luncheon for PKU families
Hosted by the Eastern PA Chapter of MACPAD
& Biomarin

Sunday, June 29, 2008
Time: 1 pm-4pm
Angelo’s Sempre Famiglia
41 York Road
Warminster, PA 18974
(215)957-4777

The objectives of the meeting are:




To learn more about Kuvan and how it works.
To meet families who have responded to Kuvan and hear their stories.
To be introduced to the BioMarin Patient Assistance Program and learn how they can
assist you in the insurance process.
Speakers:




Linda Tonyes, RD
St Christopher’s Hospital for Children, Philadelphia
Teresa Shuler and son Shane (Kuvan patient)
Lynn Romero
Clinical Sales Consultant, Biomarin Pharmaceuticals

Lunch will be served including (but not limited to) low protein foods catered by Angelo’s Sempre
Famiglia as well as samples donated by Cambrooke Foods.

To RSVP to this program please call Kim DeCosmo 215-272-9529
or email kimdecosmo@hotmail.com
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A Decade of Discovery
Friday August 8, 2008
10 am to 4 pm
REGISTRATION FORM

All registrations must
be received by July
31st
Please register early to
reserve your child’s
space in the
Children’s Program

Please complete this form and send with the registration fee to the address below. The registration fee is $50 per household
(up to two adults and all children living at the same address). Cost of the Luncheon is $10.00 per person and free for
anyone with a metabolic disorder.
Adult
(check)

Child
(age)

Full Name:

Attending
Children’s
Program?

Metabolic Disorder, if
applicable

Will be attending
Luncheon?
Yes or No

Yes or No

Conference Cost Calculator:
$50 registration per family
$______ = ____ X $10 per person attending
the
luncheon (do not include
those with
a metabolic disorder)
$______ = ____ x $5 per child who will be
Phone
attending
the children’s program
Email
$__________ Total included on Enclosed
Check
Rooms have been reserved for conference attendees at the Eden
Resort (this is a family resort with two pools, a playground
Address

and two restaurants) at the discounted rate of $129.95 for Thursday night and $149.95 for Friday night. Please call as soon as
possible to make your reservations so that you can receive this discount. Please mention MACPAD or Group # 384437. All
rooms have their own refrigerators. A limited number of rooms will be held for MACPAD guests until July 8, 2008.

Best Western Eden Resort Inn and Suites
222 Eden Road
Lancaster PA 17601
Phone: (717) 569-6444
Toll-Free: (866) 801-6430 Reservations Direct
Fax: (717)569-4206
www.edenresort.com Y

Make Checks Payable to:
MACPAD
RETURN FORM and PAYMENT to
MACPAD Conference 2008
PO Box 6086
Lancaster, PA 17607

You can find information about other area hotels at: www.padutchcountry.com
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Serving the PKU Community for 10 years, with chapters in: Southern and Northern New Jersey, Eastern and Western Pennsylvania,
Upstate New York, Delaware and Ohio.

Address: P.O. Box 6086, Lancaster, Pa 17607
Phone: 717-872-7546 FAX 717-872-7546
Email: info@MACPAD.org
Web address:
www.MACPAD.org
Member of the National PKU Alliance

Officers and Directors
President Judy Griffith

Newsletter contributors

Vice President Ken Barton
Secretary Carol Barton

Aimee Averill, , Cambrooke

Treasurer Robert Johnstone

Foods, Carol Barton, Kim

Jill Ambrogio

De Cosmo, Judy Griffith,

Daniel Dunkle

Vitaflo, USA, , Applied

Noelle Bamonte

Nutrition, Christie Conran,

Lori Commisso

Gina Stewart, Ener-G

Jack Doebley

Foods, Lori Commisso,

Deb Gilliano

Michelle Cribbet, BioMarin,

Sharon Johnstone

Jill Ambrogio, Ken Barton

Michelle Cribbet

Jr., PKU Perspectives, Kay

Lisa Lewis

Dunkle, Donna Jordan,

Kay Dunkle

Virginia Harrison, Joshua

Jeanine Stokes

Horst, Noelle Bamonte, K.C.

Kim De Cosmo

Singletary, Dietary

Desiree Spinney

Specialties

Margaret Lunt- Historian
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