MACPAD Chapters NOW in Western PA, Ohio,
Northern NJ, Upstate NY and Delaware!
We are very excited to announce that MACPAD has been asked to form “chapters” in several
areas where individuals dealing with PKU can have access to others with the same concerns.
PKU moms and friends are thrilled about the new project and some have stepped forward to
volunteer to be chairperson of a chapter. These small groups will be sponsored and monitored by
MACPAD but will have autonomy to plan and execute their own events!
Let me introduce you to the “chapter chairman”.
Erica Burkarth, being assisted by Gina Stewart, is from Pittsburgh, PA. She is an enthusiastic,
well-organized mom of 2, 1 with PKU. Erica is planning their second annual “Walk For PKU
Research” on Saturday, May 19, with Tiffany Althof, as chairman of the walk. A holiday cookie
exchange will be held in December. Anyone living in the Pittsburgh area that would like to help
Erica or attend an event should contact her at 412-364-1779 or erica_burkarth@hotmail.com.
Michelle Cribbet has agreed to be the chairman of the Ohio chapter, with Ami Wodzisz acting as
secretary/treasurer. Michele and Ami are eager to “make a difference” Ohio has lots of plans.
nd
First, their 2 annual “Walk For PKU Research” on Saturday, May 19, then on June 23, The First
Annual Car Show. September 9, there will be a state of Ohio family picnic and December 1 from
9-1, a cooking demonstration sponsored by Vitaflo. For more information, you can contact Shelly
at 513-266-5322 or cribbets@hotmail.com
Noelle Bamonte is from Delaware and will have Dawn McClymont as her partner. Because DE is
a small group they are planning to do recipe and cookie exchanges, have a potluck dinner and
assist with the NJ “walk”. You can contact Noelle at 302-652-4443 or email
mnbamonte@comcast.net.
Lori Commisso and Lori Van Kirk are from upstate NY. They are both excited to be a part of the
MACPAD expansion and have lots of ideas. They plan to participate in the local clinic fund drive
and have a cooking demo and a cookie exchange. They also plan to pilot a “Newborn Basket” in
their area. The basket will contain cookbooks, lancets, a food list book, scale etc- everything that
a new mom with PKU needs. You can contact Lori @ lori-joe@eznet.net
Jill Ambrogio along with Suzanne Purcell are heading up the Northern NJ chapter. Both are
energetic and excited to take on this project. They plan a metabolic Potluck dinner, a Racing for
PKU Picnic, a night at the Somerset Patriots, apple picking and a holiday cookie exchange. You
can get in touch with Jill @ 908-369-5231 or jillambrogio@hotmail.com

Continue reading for information on new products, PKU research, and so much more!
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The Second Annual National PKU Awareness Month
Co-Sponsored by; BioMarin

Pharmaceutical, Cambrooke Foods, Nutricia, Ross
Metabolics and Vitaflo!

Following is a list of scheduled events, as of the printing of this newsletter. You may contact your local
group or visit www.macpad.org for updated information.
New Jersey- “Walk for PKU Research”, Sunday, May 20, 2007 at Washington Lake Park in Washington
Township, NJ. Chairmen- Deb Gilliano, Janice Paterno and Desiree Spinney. Sponsored by MACPAD.
nd

Ohio- “2 Annual State of Ohio “PKU Walk-A-Thon”. Saturday, May 19, 2007 at Miami Whitewater Forest
in Harrison, OH. Chairman- Michelle Cribbet. Sponsored by MACPAD.
Cruise For PKU Saturday, June 23, 2007 in Whitehall, OH. Ami Wodzisz chairman. Sponsored
by the Ohio Chapter of MACPAD.
nd

Pennsylvania- 2 Annual “Walk for PKU Research”, Saturday, May 19 at North Park, Pie Traynor Field,
Pittsburgh, PA. Chairman- Tiffany Althof. Sponsored by MACPAD.
Illinois- “Walk-A-Thon on Saturday, May 20, 2007 at 10:30 at Busse Woods, grove 32 in Elk Grove, IL.
Chairman- Lisa Irgang. Sponsored by the PKU Organization of Illinois.
nd

Missouri- 2 Annual Bowling for PKU. Chairman- Cara Shouse. Further information to follow.
Sponsored by USMD.
Texas “Walk for PKU Research”. Saturday, June 2, 2007 at Bear Creek State Park in NW Houston.
Chairman- DeAnna Harner. Sponsored by United in Support of Metabolic Disorders (USMD).
Minnesota 2
TenEyck

nd

Annual “Motorcycle Rally for PKU”. Saturday, July 21 in New Ulm, MN. Chairman- Doug

Tennessee “Walk for PKU”. Saturday, May 20 at the Nashville Zoo at Grassmere from 1-5. Sponsored
by the Tennessee PKU Foundation.
Virginia “PKU Walk-A-Thon” Saturday, May 19 in Virginia Beach, VA. Oanh and Mike Foust,
Chairmen. Sponsored by Ryan’s’ PKU Foundation.
Michigan 2nd annual “PKU Walk”. Saturday, May 19 at Central Michigan University, Field Finch House
in Mount Pleasant, MI. Chairman- Sandy LaPrad. Sponsored by Michigan PKU and Associated
Disorders.
Florida-“Walk for PKU Research Saturday, May 5 and “Golf Tournament” Saturday, May 12. Sponsored
by USMD.
Indiana- event to be determined. Chairman- David Speich. Sponsored by Indiana PKU Association.
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students with special diets, but the larger the
school, probably the less likely that they will
accommodate you individually. However, Penn
State, which does not make foods for special
diets, always offers a vegetarian dish with every
meal. There are always vegetables and fruit
available. When visiting a prospective school,
make sure to have a meal in a dining hall. Then
you can see how much available food is on your
diet. Also, check to see if the dining halls do
make special foods for special diets.

Considering college?

Refrigerator: Having a freezer and/or refrigerator
in your dorm room is especially useful to store
low protein foods throughout the semester.
When I go home for break, I usually make some
low protein pizza slices and buy low protein
bread and low protein cheese, and bring them
back to campus. See if schools provide
refrigerators or allow you to bring a minirefrigerator of your own.

Then consider these ideas from
Virginia Harrison
My square Styrofoam container of
French fries didn’t look like much compared to
the giant plate of wings sitting on my friend’s
table. It was last year’s Super Bowl party, and I
was the only one not eating hot wings. “What do
you mean you can’t eat chicken?” my friend had
asked when I declined to chip in money for the
plate of wings they were ordering. I calmly
explained that I had PKU, and the protein-rich
fowl was definitely not on my diet. “Well, I’ll buy
you French fries then,” he offered.

Restaurants/Grocery Stores: On your campus
visit, make sure there are restaurants and
grocery stores not far from campus. Once you
move off campus, as I will be doing next year,
you will probably be relying on restaurants rather
than the dining halls for food. Make sure there
are several restaurants you will be able to order
from. Also, a grocery store is very important.
Since restaurant options will probably be limited,
make sure you can easily access a store with
food other than typical convenience store junk
food. Next year I will be taking my favorite low
protein cookbook up to school with me, and I
plan on making lots of low protein vegetable
dishes, soups, and snacks. Not only is this
healthy, but I will have a chance to control what I
am eating. I will be sure that every ingredient is
on my diet, and I will be able to calculate the
amount of phenylalanine in each serving.

In my two years at Pennsylvania State
University, caring for my low protein diet has not
been a burden in any way. Before coming to
campus, I was a little nervous to see people’s
reactions to my diet and was worried that I
wouldn’t be able to find enough food that I could
eat. My anxieties were quickly dismissed once I
realized that everyone was very receptive to my
diet and that there was plenty of food. PKU has
not prevented me from participating in any
activity with my friends nor have I felt like an
outcast in social settings, even in restaurants.
As you transition from caring for your
diet at home alongside your parents to caring for
your diet independently at college, you should
keep in mind your diet requirements while
looking at prospective colleges. Although my
dietary restrictions did not factor completely into
my college choice—I chose to go to Penn State
because I loved the school—you want to make
sure your school will meet your dietary needs.
Then you will not only be confident in your ability
to care for the diet, but also be confident in
yourself.

How far from home?
Although you may want to attend a school
completely across the country, it may be easier
to stay closer to home. Penn State is three
hours from my home, so I know that in an
emergency, I can always go home to get extra
formula or special foods. Also, being close
enough to return home for holiday breaks
enables me to stock up on formula and food
once every couple of months. If I went to school
in California, for example, I may not be able to
travel all the way to Pennsylvania during short
holiday breaks to bring back extra food. Also, it
would be difficult to take all the food and formula
I need for the entire semester on the plane with
me at the beginning of each semester. If you do

What to look for
Dining Halls: First of all, find out what foods are
served on campus. I have heard that some food
services are willing to make foods individually for
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plan to travel with any special foods or formula,
get a doctor’s note and keep it with you at all
times. When I travel for spring break, I will be
bringing my gram scale and my formula, which
is in the form of a white powdery substance
before I mix it with water. Especially with today’s
strict rules about traveling with certain
substances, I will probably need a doctor’s note
to pass security.

Fabulous February Birthdays
Courtney Unger
Taylor Staffa
Chaislynn Hauck
Dalton Prior
Benjamin Beranek
Madison Hostetler
Mary Fisher
Ginger Bechard
Evan McClymont
Shaun Mattern
James Kruvalis
Mason Quiram
Anthony Edson
Michael Chirigos
Greg Orris
Gregory Chappell
Jodi Pickering
Rylee Oglesby
Jacob Graver
Ryan Foust
Theron Feeser
David Esh
Daniel Gilbert

Explore and be Creative
Sometimes it can get repetitive eating the same
types of foods every day. So, change it up.
Instead of looking at a bowl of chicken noodle
soup and saying, “It’s not on my diet,” take a
bowl and scoop out all of the chicken.
Sometimes I buy sandwiches that are already
made and packaged, and I just pull apart the
sandwich and take out all the meat or cheese.
I’m usually left with bread, lettuce, and
tomatoes, but it’s a nice change of pace from the
usual salad and pasta. While visiting the dining
halls on your college visit, make sure there is
enough variety so you can explore a little, too.
Establish a Routine
Almost every college advisor will tell you that
creating a daily routine is important to adjusting
to college life. The same goes for caring for a
special diet. When I wake up in the morning, I
always take my first serving of formula. I take my
next two glasses of formula at about the same
time every day. It helps me remember when to
take my drinks so that I don’t forget a serving
during the day. Once a routine is established,
caring for the diet isn’t an extra chore, but
merely another part of your daily routine.
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The Muzz And Me Traveling Through
The Pioneer Days Of PKU Together
nd

We should start with my birth on 2 December
in 1958 in Australia, apparently I was a healthy
and beautiful baby so I am told but I suppose all
mothers say that about their babies.

Don’t be Shy!
Lastly, don’t be afraid to tell others about your
diet! Everyone I have met at school has been
genuinely interested in PKU. Like my friend who
bought me French fries for his Super Bowl party,
people will be willing to include you in whatever
they are doing and will be conscientious of your
diet when planning menus. Also, don’t be afraid
to tell your roommate about your diet to
eliminate any awkward questions about food or
your formula. In a college setting where all
people come from diverse backgrounds, a
special diet will just seem like another piece of
the puzzle.
/////////////////////////////////////////////////////////////////////////////

Apparently I was slower to roll over, crawl, walk
etc and my mother started to grow concern as
her gut instinct told her that there was something
that wasn’t quite right with me and words can
ever express how courageous and amazing my
mother is by being so persistent with the doctors
in a time that information about anything wasn’t
at arms length like it is today via technology
such as computer and e-mail.
Just recently people living on any sort of diet
may it be medical or by choice is now accepted
by society. My mother took me to see my
General Practitioner so many times during my
first two years of life but it wasn’t until she gave
birth to my sister and had been separated from
me for about four days she really noticed how
bad I was as I was in a “world of my own” and
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wasn’t able to respond to my parents or anybody
at all. I would start to rock back and forward,
bang my head on the floor but I had the
intelligent locked away to have my hands down
on the ground to protect my head.

Marvelous March Birthdays

I became so bad that I had convulsions or fits
when at that stage my mother took me to a
children’s hospital in Sydney to find out what
was wrong with me and of course to understand
what was causing all these problems with me.
The doctors at the children’s hospital tested me
for every complaint just like the G.P and every
test proved negative. At first they thought that I
was deaf, or Autistic but they soon ruled that
out. At this stage my mother was extremely
scared but also frustrated, as she knew that
something was wrong with me and she wasn’t
going to rest until she found out what. If you
know my mother she follows through on
everything she starts and of course she was
totally motivated for the challenge.

Allison Joan Wodzisz
Lane Chabarria
Robert Schreck
Kammie Harmon
Christopher Skiles
Amanda Bracero
Connor Anderson
Julie McMullin
Louise Martin
Paul Mattingly
Rose Mularadelis
Julia McGoldrick
Abigail Myers
Dylan Resnick
Matt Verdecchio
Christian Thornton
Gabrielle Fennimore
Zachary Loy
Brendan Larkin
Rebecca Lehman
Kelly Meyer
Antonio Hernandez
Tony Lashlee
Ian Shaw
Jada Boyd
Brooke Paolella
Courtney Alexander
Hailey Kirk
Stephanie Stremer
Michael Racette
Devon Resnick
Logan Orr
Stephanie Smith
Laura Carolina
Gina Liscio
Jessica DePasquale
Virginia Harrison
Claire Kelly
Deanna Miller
Karan Scott
Keri Stout
Elizabeth Heinz
Daniel Schultz
Stephanie Stahl

My mother then started to pick these doctors
brain and finally she asked if there is a new
illness that has only recently came to their
attention and of course the doctor said as a
matter of fact we only receive a journal last night
from Dr Richard Koch describing how to test for
Phenylketonuria PKU. They went on to say that
there wasn’t any point in testing her as the
damage has been done and the only thing that
you should be doing is to place her in a home
and then concentrated on your other child, which
was my sister.
My mother was so amazed to be spoken to like
that and told them that she wanted me tested
and she will do everything to make sure that I
had a good life. The test for PKU was a litmus
test so my mother then had to take the litmus
paper home and then put it in my wet nappy to
see if it changed color. Debbie Colyer

////////////////////////////////////////////////////////////////
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Special Sale 2006 National PKU
Awareness T-Shirts-Adult Large and
Extra Large
$3.00 @ www.macpad.org
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COMING SOON!
The 20th Annual Picnic at the Weaver Farm in Denver, PA
Saturday, August 4
Experience all the fun of the past years- hayrides, low protein buffet, pony rides, meeting old friends,
barrel train, PKU Bingo and more! Register at www.macpad.org ,activities, 2007 picnic registration or
contact picnic chairman, Kenny Barton Jr. at 717-464-3033 or TAZKBJR@aol.com
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compliance! Applied Nutrition was then founded
by Rick and Maureen Finkel and is located in
Cedar Knolls, New Jersey. All medical food and
formula research, development, testing and
production occur on site at this facility.

Getting to Know You!

Applied Nutrition’s founding basis was that taste
is an extremely important piece of the puzzle. That
thought process and passion continues today by
creating new food products and formula’s to
improve the taste and convenience of following the
PKU diet.
Applied Nutrition – Did you know?
Applied Nutrition employs a full time employee
that has PKU named Sarah Foster. Sarah’s insight
to the world of PKU and the daily struggles that go
along with following a low protein diet have been
instrumental in the design and development of
products that reach the PKU community from
Applied Nutrition. Sarah is part of a whole team of
experts that exist from dieticians, formulation
experts, scientists, and nutritionists to even an
insurance expert to help with coverage issues.

Getting to Know You is our new column featuring
news and information about the businesses that
make life easier for the PKU community. We hope
this helps you feel more informed and connected
with the companies that strive to make our world a
better place for the PKU community.
Please read on to learn more about Applied
Nutrition and the developments they have worked
to share with us:
Applied Nutrition

A Partner in the PKU Community

– A Little History

It is obvious that Applied Nutrition is dedicated to
the needs of the PKU community and enjoys being
involved with and partnering with the PKU
community. One example of this is by supporting
clinics locally, regionally and nationally by keeping
them stocked with product samples and
information support resources.

As we all know, it is hard enough to stay on the
PKU low protein diet and the early formula’s
developed contained all of the necessary nutrients
required to supplement the diet but it seems as
though they didn’t think much about how it tasted.

Additionally,
Applied
Nutrition
provides
complimentary in-home product samples so people
can feel comfortable with a new formula prior to
making a switch. If someone does choose to
switch to PhenylAde, Applied Nutrition can
provide the first shipment free while you await a
new prescription. To learn more about this, just
call 1-800-605-0410.
Applied Nutrition understands that formula is a
very important and personal thing and offer
answers to any questions one may have about
PKU or the Applied Nutrition line of products.
Sandra Maltzman is the on staff Dietician and she
personally calls back patients with questions and
aids those without a metabolic dietitian to find a
clinic so they can return to diet and benefit from
treatment.

Rick, Doug and Mike

In 1993, Rick and Maureen Finkel asked a simple
question: “What would happen if formula actually
tasted good?” That idea led to a scientific study
by a team of metabolic professionals at OHSU
evaluating the relationship between compliance
and taste. The end result produced the formula
PhenylAde Orange Crème and the conclusion was
that a great tasting formula does equal better
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Need More Information?

Betsy Voss. She is a fervent advocate for everyone
in the state. Every state should be so lucky to
have the people we in Delaware have to help us.
We are a small state and until recently we had
never had a statewide gathering of families. Well,
Betsy and everyone else at newborn screening
fixed that problem and in November we had our
first annual PKU dinner and we had a wonderful
time. Now, Betsy has come through for us again.
The nurse at my grandchildren's school asked
that when they had their next in-service day would
Betsy and one of the newborn screening
coordinators and Christy speak to the nurses about
PKU and newborn screening? They not only
spoke,
they
provided
a
power
point
presentation about PKU. It was supposed to be a
very short questioning period, but the nurses
asked so many questions, they were there for 2 1/2
hours. The nurses were so impressed with the
presentation, that they asked if they could provide
the same experience for the statewide meeting of
all the school nurses that meets in the spring. This
will enable them to speak to all the school districts
in the state. Dover Air Force Base has a large
military population and the PKU population varies
greatly by the number of children who parents are
stationed at the base.

Sandy at work

Information about the medical food products
available from Applied Nutrition can be located at
www.medicalfood.com. The site also has recipes
that are specially designed to add variety to the
regular PKU diet. Here you will find PhenylAde
brand PKU formula information, a link to request
samples and our email (info@medicalfood.com) for
Q&A with our dietitian, Sandra Maltzman.
Recently launched was www.dietforlife.com, an
online ordering website for the new low protein
food line, Maddy’s.
Maddy’s has recently
expanded their selection menu to include a new
product line “Maddy’s Homestyle”, which includes
low protein Cake Mix, Cookie Mix and Blueberry
Muffins! On the site are recipe tips and fun games
for the kids.

I don't know how the schools in all of your states
handle the PKU diet, but we have been very lucky
here in Delaware. It wasn't always this way, but as
parents, you just have to approach the school and
explain to them what you need for them to do.
When Christy first moved to Dover and her school
district they knew nothing about PKU and didn't
plan on carrying any special food. Once they
realized they could help with very few problems,
they were more than willing to help. They adopted
Cambrooke's school lunch plan program and
everything is working very well. It just goes to
show that parents do have to take an active part in
their children's school lunch program. Unless
parents let the school know what they need, and
how they can get it, they will not get the help they
need and deserve.

Applied Nutrition is always eager to hear
everyone’s thoughts and ideas and feedback is
encouraged. Every product developed is because
there was a need not being fulfilled. If you have an
idea for a new product or an improvement to an
existing product you can call 1-800-605-0410 or
email us at info@medicalfood.com, to add your
input. Sandra Maltzman and Aimee Averill

//////////////////////////////////////////////////////////////////

Anyone who would like more information on this or
a copy of the power point presentation, please
email me at AskGrandmapku@aol.com and I will
be glad to provide you with any information
necessary. Margaret Lunt

Grandmas Corner
It is time for another bit of wisdom from Grandma
and I will do my best to provide some help and
guidance for everyone. Recently an event took
place in my daughter’s school district that I think
should interest everyone. My daughter happens to
teach in the same school that her two children
(both have PKU) attend. The lady in charge of
helping all of us to deal with newborn screening is

//////////////////////////////////////////////////////////////////
Remember to contact MACPAD with
changes in address!
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Help Us Find the Answer!!!!
Support the 6th Annual New Jersey PKU Walk-A-Thon

When: Sunday, May 20, 2007 10:00 to 3:00
Where: Washington Lake Park, Greentree Road, Washington Twp., NJ
More than just a Walk-A-Thon, this event has something for everyone!
So, bring your friends and family and support a truly worthy cause!

Schedule:
10:00am Registration, Meet and Greet
11:00amMagic Show
11:30am Speaker- Dr Raymond Stevens, Ph.D. The Scripps Research Institute in La
Jolla, CA
11:50am National Anthem
12:00pm Walk for PKU Research
1:15pm Magic Show
2:15pm Silent Auction and Raffles begin
3:00pm Closing Ceremonies

All Day Activities:
Cooking demo by Diane Sullivan from Cambrooke Foods
PKU Food and Product representatives
Pony Rides
Face Painting
Music/DJ Entertainment
Balloon Art
Train Rides
Reynolds Racers
Dunk Tank
Craft Tables
And, so much more!
Sponsored by MACPAD
Call Deb Gilliano for details or to help 609-970-4596 or email gillboys333@aol.com or email
RJFDPaterno@verizon.net
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WALK FOR PKU RESEARCH SPONSORED BY THE MID-ATLANTIC CONNECTION FOR PKU AND ALLIED
DISORDERS, INC.

2nd Annual State of Ohio
PKU Walk-a-thon
Saturday, May 19th from 10:00am til ?
Miami Whitewater Forest
Harrison Pike, Off I-74, Dry Fork Exit
$2.00 Park Admittance Fee

When:
Where:

Schedule:

10:00am-11:00am

11:00am-11:15am

Check in & turn in donations, a T-shirt will be given to any walker
that is present with a donation of at least $25.00, one shirt per
walker please
Speaker, Raymond C. Stevens, Ph.D.
Stevens Lab from The Scripps Research Institute in LaJolla, CA

11:15am-11:30am
11:30am–12:30pm
12:30pm-?

Guest Speaker, Growing up with PKU & adjusting as an adult

Walk for Awareness & Research
Social Gathering, feel free to bring your favorite PKU recipes to
sample, low protein snacks and water will be provided

Come join us for a day of fun, children activities, etc., bring your lawn chairs and an umbrella
if needed!
The park has two easy paved trails. One trail is 1.20 miles & the other is 7.80 miles. Feel
free to bring your bikes or roller blades!
If you have any questions or need directions, please contact Shelly (Sprague) Cribbet @
(513) 266-5322 or by e-mail, cribbets@hotmail.com
More information about the Walk can be found on the MACPAD website, www.macpad.org
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family requests or phone contacts. Our
clinic estimates two new families each year.
We are working on donations for the basket.
The basket will contain items like MACPAD
cookbooks, food list, and a scale just to
name a few.

Upstate NY Chapter of MACPAD

When contacted about forming a MACPAD
chapter the end of last year, I was both
excited and a little nervous. The excitement
was due to the chance to provide
opportunities for families affected by PKU to
socialize, share stories, ideas, cooking skills,
and raise money for research.
The
nervousness was due to adding to my
already busy schedule, but I believe most
everyone these days are involved in lots of
activities.

So to summarize, we are slowly getting
organized, but are now looking forward to
st
fun and eventful 1 year. We have had
wonderful support from our clinic. I want to
specifically thank MACPAD for all their
support so far and this opportunity to form
this group in upstate NY. Lori Commisso

///////////////////////////////////////////////////////////

In December of last year, an initial note was
sent out to everyone attending the
Rochester clinic and the response was
overwhelming. Our first planning meeting
was held on Jan 21 of this year and we had
a total of eight adults attend. We have
decided to organize at least two events this
year, a picnic and a cooking demonstration,
and are putting together a newborn/new
PKU parent welcome basket.

Awesome April Birthdays
Alicia Kimbrell
Joseph Shields
Denise Feeley
Ashleigh Ginter
Stephanie Bradley
Jennifer Klimek
Lauren Goss
Andy Ross
Luis Hernandez
Jennifer Guerriero
Danielle Whitley
Raymond Waters
Jayse Beverage
Luke Weishaar
Shyla Davidson
Mary Elizabeth
Xavier Kaiserian
Rose Snyder
Anna Marie Jordan
Michael Joseph
Donnita Fox
Jonathan Stanfel
Laurie Small
Evan Inserra
Jack Murphy
Cassie Harner
Kenneth Allen
Taylor Lennox
Taylor Rogers
Sean Finnegan
Kayla Salmon
James Foster
Grace Elizabeth
Stephanie Garcia
Aidan Bell
Krista Byrne
Sara Rodes
Sat Guru Singh
Noah Cabrera
Sam Nolinske

Our first event will be a picnic. We are
planning on having a picnic on June 2, the
same day of the ‘Stroll for Strong Kids’. The
stroll is a benefit for the Children’s Hospital
where our clinic is located. The stroll has
lots of entertainment for everyone to enjoy.
We plan on walking as a team and wearing
our MACPAD t-shirts. We will follow it up
with a picnic at the same park.
We are also planning on holding a cooking
demonstration and cookie exchange event.
Apparently, we have lots of great cooks and
we are hoping that we can provide a venue
where we can share some of the cooking
talents as well as feast on the results! In
addition, everyone loves a cookie exchange
especially before the holidays so we may
also include the exchange with the cooking
demonstration event and try to hold it
around Thanksgiving.
Finally, there is a real need to provide more
support for new parents in our area. We are
putting together newborn/new PKU parent
welcome baskets for families in our area.
We are organizing a committee of
volunteers willing to do initial visits if the
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The Status on Research of Tetrahydrobiopterin (BH4) for the Treatment of
PKU from BioMarin Pharmaceutical
The Steps to Develop a Medicine
Step 1 - Preclinical Testing – Laboratory and animal testing
Step 2 - Investigational New Drug Application (IND) Prepared and Filed – If the filing is accepted by the
Food and Drug Administration (FDA), testing can begin in humans
Step 3 - Clinical Trials, Phase 1 – Healthy volunteers to understand safety and dosing range in humans
Step 4 - Clinical Trials, Phase 2 – Small number of patients who have the disease or condition, to learn more
about proper dosing and the drug’s safety and efficacy
Step 5 - Clinical Trials, Phase 3 –A larger number of patients who have the disease or condition is studied to
further evaluate safety and efficacy
Step 6 –New Drug Application (NDA) Prepared and Filed–data obtained in preclinical and clinical studies
is analyzed and filed
Step 7 – Regulatory Review – The regulatory agency reviews all of the drug’s chemical, preclinical and
clinical testing data and then makes a determination as to the drug’s safety and efficacy
If the regulatory agency approves the NDA, the company can then move forward and make the new medicine
available for physicians to prescribe to patients



Cofactor Therapy with BH4: BH4 is the natural cofactor that fuels the activity of the PAH
enzyme. All humans (excluding those with primary BH4 deficiency) naturally produce
BH4. Clinical research on BH4 has proven that when additional BH4 is given orally to
people with PKU, their mutated PAH enzyme is activated to break down additional
phenylalanine (phe) and blood phe levels are reduced.



BioMarin Clinical Trials
o Completed Trials
- Phase 1 and Phase 2
- Screening Study - to identify BH4-responders using Sapropterin
Dihydrochloride (the generic name for BioMarin’s BH4 product,
shortened to “Sapropterin”)
- Phase 3 Study - to evaluate efficacy and safety of Sapropterin in
lowering phe levels
- Extension Study - to evaluate long-term safety and dosing range
o Trials In Progress
- Diet Study - to evaluate effect of Sapropterin on phenylalanine tolerance
- BH4 Deficiency Study – to study effect of Sapropterin in primary BH4
deficiency patients
- Extension Study - to evaluate long-term safety
BioMarin Phase 3 Study: Results from BioMarin’s Phase 3 trial were presented at
several recent medical meetings. In the trial, blood phe levels of patients on Sapropterin
versus those of patients on placebo (an inactive tablet) were compared to assess
whether Sapropterin plays a role in lowering phe levels. The results showed that
Sapropterin significantly decreased blood phe levels, with an average decrease of 236
uMOL/L (3.93 MG/dL), versus no decrease in the placebo group. The side effects of BH4
were mild and temporary.





The FDA has granted BH4 Fast Track designation. This is important because it will
facilitate the development and review of the drug. Julie Wilson
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2nd Annual Pittsburgh PKU Walk-a-thon
When:
Where:

Saturday, May 19, 2007 at 11:00am
North Park, Pie Traynor Field

Schedule:
11:00-11:30am

Check in & turn in donations

11:30-12:30pm Potluck lunch, vendors, and kids’activities
12:30-12:45pm Speaker, Dr Reuben Matalon, PhD from
The University of Texas
12:45-1:15p

Prizes and Raffle

1:15-2:00pm

Walk and playgroup

Contact:
Directions:

Tiffany Althof (412-606-3676)

Please see MapQuest or email:
talthof@comcast.net

16

etc. We were thinking early fall for this
event depending on participation response.

Hello from the State of Ohio!
My name is Shelly and I’m the proud
Mommy of a one-year old lil girl named
Hannah Rae!

We cannot have any event without the
support from the PKU Community so please
contact me at cribbets@hotmail.com or by
cell (513) 266-5322 with any thoughts,
questions,
suggestions
and
contact
information. I’d like to start a database of
e-mail address’ etc. so that I can share
information, research and event related.
We look forward to making new friends!
th
We’ll see you May 19 !

Hannah has Classical PKU. When my
husband, Rick, and I found out that Hannah
had PKU, we had the normal reaction, why
us?, was it something we did? and then the
big one…. What in the HECK was PKU!
Immediately I hung up the phone and ran
downstairs to the Internet…. HUGE mistake.
All I could find was the negative aspect of
PKU. It was then and there that I decided
that I wanted to be apart of the positive
aspect of PKU and let other new mommy’s
and daddy’s know that PKU is ok.

Shelly Cribbet, Chairperson, State of Ohio
Chapter of MACPAD

///////////////////////////////////////////////////////////
Marvelous May Birthdays
Skyler Searfoss
Kaylee Downey
Krista Hirons
Ariana Spinney
Meredith DeRemrigro
Jessica Conti
Jessica Zimmerman
Elliot Althof
Allen Heyler
Michael Atkins
Jacob Stasen
Kathleen Bellini
Hannah Worley
Joshua Turner
Christopher
Brian Phillips
Mariah Jones
Haley DePasquale
Claire Zimlinghaus
Cecilia Mercurio
Zachery Wilt
Matthew Demsey
Micheal Esh
Reagan Hall
George Kamarados
Ally Hall
Elizabeth Kaden
Austin Shultz
Sophia Hostetler
Jessica Smith
Glenn Samuels
Logan Persee
Cameron Barnes
Stephen Hazuka
Erli Shima
Olivia Rose
Natalie Ryba
Danielle Barckett
Brian Loughlin

I started my quest by volunteering to help
plan the First Annual Walk for the State of
Ohio for awareness and research. Due to a
family in Hillsboro having to step down, I
was fortunate enough to be able to plan the
whole event, proudly raising around
$10,000.00. Raising the money was nice,
but my heart still laid in awareness, so I
contacted MACPAD asking what else could I
do to help. That is when Ami Wodzisz
(another proud PKU Mommy, Alison is
almost one) and her husband Nick decided
that we wanted to form our own Chapter of
MACPAD for the State of Ohio. That way
we could continually be active in helping
others that live with PKU.
Our Chapter has several events coming up
th
that we wanted to share with you. May 19
nd
will be our 2 Annual PKU walk at 10:00 am
at Miami Whitewater Forest, and then Ami
and Nick will be hosting our First Annual
PKU “Cruise In” being held at CarQuest in
rd
Columbus on June 23 . We are also in the
planning
stages
for
a
cooking
demonstration, sponsored by Vitaflo, on
st
December 1 ; this is an all day event, so
please mark your calendars. Lastly, we
wanted to have a simple picnic for no reason
at all other than a chance for all of us to get
together, exchange recipes, ideas, support
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The Benefits of Group Travel
Updated Passport Information – What you need to know
’07 PKU Cruise
Want to have the time of your life on your next vacation?
Group travel is a great way to develop camaraderie among friends, family members, and anyone
sharing a common interest. It brings people together in an atmosphere where they can get to
know one another better. Times alone as a couple, bonding moments with your children and
growing opportunities with friends are all possible. Money-savers and perks of group travel are
great too!
There are many ways to enjoy group travel. Some groups may include your annual family
reunion, an affinity group (i.e. bowling league, wine-tasters, book club, PKU, etc.), a ladies’
getaway, a guys’ golf weekend, or just some families looking to travel together and save money.
This list could go on forever!
Let’s explore some of the benefits.
When you book a group to Walt Disney World, a whole new brand of excitement is available to
you! Groups of 8 or more people (ages 3+ count toward the minimum) staying onsite are entitled
to participate in Disney’s Grand Gatherings program.
 One-of-a-kind experiences may include fireworks voyages, international dinners with
storytelling, African savannah followed by a dinner of African cuisine, and more!
 Custom events for groups of 20+ can be designed for your private celebration as well.
Air and lodging offer advantages for groups.
 Reduced group airfares!
 Assurance that the group will all travel together.
 Lodging discounts negotiated by your travel agent with the hotel.
 Or…save money by booking a large vacation home or condo & splitting the cost among the
adults.
Cruises offer excellent value and awesome perks for groups! In most cases:
 For every 8 cabins booked, based on double occupancy, one person gets to go free*. Or
apply the free cabin to the group to further lower everyone’s fares!
 Some popular perks may include upgrades, cocktail parties, in-room champagne, onboard
credit, free portraits, excursions, etc. for each cabin booked!
 Fundraising for your favorite charity may be a perk option too!
 Great value with food, lodging, and entertainment included in one low price!
 Reserve rooms for business meetings, brainstorming sessions, cooking demonstrations,
informal seminars, etc.
*Free berth is for base cruise fare only. Taxes & government fees still apply.
So when your next vacation is in its planning stages, consider traveling with some friends or
family members and making a group of it. You can contact your travel agent for ideas or ask
about group perks and discounts to the destination of your choice.
With the ever-changing passport law, I wanted to take a moment to update everyone. Currently,
everyone is required to carry a valid passport for air travel between the United States and
Canada, Mexico, South America, the Caribbean, and Bermuda. If you are flying directly to/from a
United States territory, with no stops in between, you will not need a passport. Effective January
1, 2008, passports will be required of anyone traveling by land or sea (including ferries) between
these areas as well.
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My advice is this: If you are planning on traveling by land or sea before 1/1/08, and your travels
will take you anywhere outside of the United States or her territories, I highly recommend carrying
a passport for each family member. In the rare chance that you may need to be airlifted back to
the United States for medical reasons or evacuation purposes, you must have a valid passport to
get home.
Have you heard about this year’s PKU Cruise? Imagine…7 nights in the Eastern Caribbean
aboard a Carnival Funship! That’s right! We’re offering warm Caribbean sands, clear waters,
exotic ports, fantastic sightseeing and shopping opportunities galore! This itinerary departs from
th
Miami on June 30 . It includes a day at Half Moon Cay (Bahamas), and visits to the ports in St.
Thomas, San Juan, and Grand Turk! Inside, oceanview, and balcony cabins are being held for
this event, and deposits are due at booking. Take advantage of the great value that cruises offer!
Book your PKU cruise vacation today! For more information, contact me directly at (877) 3325235 or info@escapeitall.net.
Remember…great memories are made one vacation at a time!
Vicki Racette
PKU Mom & Owner of The Travel Center
www.escapeitall.net
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BioMarin expects to apply for NDA (New Drug
Approval) with the FDA (Food and Drug
Administration – the organization that
approves all medications within the United
States) for Phenoptin in the second quarter of
2007.

Getting to Know You

But – what does that really mean? It means
that the PKU community has a partner
biotechnical
pharmaceutical
development
company that is applying for new drug
approval of Phenoptin, which may lead to a
commercially available medication to treat
PKU in the future. New Drug Approval can
take years to complete however, we are
optimistic that positive research regarding PKU
is occurring and will continue to enhance our
knowledge and treatment of this disorder.

Please read on to learn more about BioMarin
and the invaluable developments they have
worked to share with us:
BioMarin – A Little History

BioMarin has shared this exciting information
with us to keep us aware of their commitment
to the PKU community and also to educate us
on the process of drug discovery, research,
safety and medication tolerability.

BioMarin develops and commercializes
innovative biopharmaceuticals for serious
diseases and medical conditions. In 1997,
BioMarin was founded by both private and
public investors with significant capital
investment involved to allow their proprietary
enzyme technology to be further developed for
the treatment of numerous diseases and
conditions, including genetic diseases such as
PKU.

A Partner in the PKU Community
BioMarin continues to hold a strong
commitment to the PKU community by
partnering every year with many advocacy
organizations, providing educational materials,
speakers, and sponsorships as well as
providing information at annual meetings for
the PKU treating professionals.

BioMarin is located in Novato, CA north of
San Francisco in Marin County with a staff
of approximately 400 people worldwide.

We are encouraged that BioMarin has also
taken an active role in PKU Awareness Month,
providing give-aways for advocacy groups and
information to provide at events. BioMarin is
always open to discussing potential new
opportunities to support the PKU community
and welcomes that discussion.

Did You Know?
One of the most exciting developments the
PKU community has seen in recent years is
the development and evaluation of the enzyme
replacement therapy drug called Phenoptin for
the treatment of PKU. Enzyme Replacement
Therapy provides patients with the enzyme
they are naturally lacking, such as patients
born with PKU.

More Information
BioMarin offers two website resources for
additional information:

If you haven’t heard or read about the
development of Phenoptin – please keep
reading – the information is exciting and
moving at a rapid development pace
(according to the research and development
community). The FDA has granted Phenoptin
Fast Track designation, which is designed to
facilitate the development and review of new
drugs that are intended to treat serious or lifethreatening conditions and that demonstrate
the potential to address unmet medical needs.

The BioMarin Company website offers
additional information on their organization
and research updates at www.bmrn.com
You may also be aware of www.pku.com
which offers the PKU community a
comprehensive website with information
about
diet
management,
disease
background, products in development,
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recipes, clinic locators, discussion chat
room groups and health to name a few.

being carefully examined. Our newly funded
program on the development of an oral
therapeutic is currently going through the
painstaking process of optimizing a molecule
for use as an oral therapeutic. This cyclical
process involves modifying the molecule, and
then testing it to for activity, stability and other
parameters of interest. Each cycle of changeand-assess provides new information that
guides the next round of changes, improves
our understanding of molecule’s effects, and
brings us closer to identifying the best
candidates for clinical development by the end
of the three year project process.

BioMarin appreciates the support and input
from the PKU community and welcomes your
feedback regarding their programs and
informational resources.
Julie Wilson and
Aimee Averill
///////////////////////////////////////////////////////////////////////

Progress Reports from Researchers
Funded by MACPAD in 2006

MACPAD and the PKU community
have been critical supporters of this work and
the funds they provided have been key to
allowing us to further our PKU research, and
enable a larger application to the National
Institutes of Health (NIH). As mentioned
above, we were awarded a three-year $2
million translational medicine research grant
from NIH to convert an enzyme that is naturally
produced in yeast and change it so that it can
be taken in a pill form to relax the strict PKU
diet. Due to NIH funding constraints, they were
only able to fund our grant at the 85% level,
thus leaving us with a significant budget
reduction (15%, imposed on all new NIH
grants) that might have impacted our ability to
perform all the studies we believe are
important to ensure the best molecule is put
forward for further therapeutic development.
We are very fortunate to have the support of a
MACPAD award that eliminated this budget
shortage during the first year of funding. Due
to another budget shortfall at the NIH this year,
we will need similar support in the second year
of the grant and are hoping that we can
continue to partner with MACPAD on this
endeavor. Each and every individual who
participated in PKU/MACPAD fundraising
should strongly feel as though they are a part
of our PKU research team, as much as we the
scientists are a part of your PKU community.
Without this teamwork of fund raising and
research, new PKU therapeutics would never
make it to the individuals that need them.

Dr Ray Stevens from The Scripps Research
Institute in LaJolla, CA received $110,000.
In the fall of 2006, PKU research in the
Stevens Laboratory took a new direction for
several reasons. First, our prior PKU research
has been successful and thus, we need to
continue moving the project forward. Our
basic science research on creating a once or
twice a week injectable enzyme therapeutic for
classical PKU advanced to the stage that it is
now moving along in preclinical studies at
BioMarin Pharmaceuticals.
Secondly, we
obtained U.S. National Institutes of Health
(NIH) funding to convert and improve the
injectable therapeutic into an orally available
therapeutic.
We believe the potential
conversion of an injectable therapeutic to an
orally available therapeutic will be critical for
those individuals with classical PKU allowing
them to improve their quality of life, and regular
injections over a sustained period of time can
be difficult for almost any patient. Not only will
this research help individuals with PKU, but it
is possible that the methods used to create the
orally available therapeutic can also be applied
to other metabolic disorders currently treated
with injectable therapeutics.
Since our last communication with the
MACPAD community, we have continued our
work on PKU therapeutics across several
fronts.
We are establishing the model
biochemical system to evaluate molecule
candidates that will survive the harsh
conditions of the human digestive system,
specifically the acidic pH in our stomachs and
proteases that our bodies use to break down
food products into smaller nutrients. To date,
more than 700 mutants of the enzyme
therapeutic target have been created and
studied, and we have initial candidates that are

--Ray Stevens, TSRI

///////////////////////////////////////////////////////////
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Dr Reuben Matalon from the Genetic
Research Trust and the University of Texas
in Galveston received $40,000

This study has been submitted and we just
heard that it has been accepted for publication
in the Journal of Inherited Metabolic Disease.
We in the acknowledgement we thanked
MACPAD, STAPAD and PADOW. I am
grateful for your support.

The funding we received from MACPAD,
$40,000.00 has been used for double-blind
placebo control trial with Large Neutral Amino
Acid (LNAA).

In the comments from the Reviewers of the
article, the need for longer term period of study
is needed and we are working to get that
accomplished with other centers that are now
excited to join. For the newer project I would
like to apply for your support.

In this trial centers from the Ukraine, Russia,
Brazil and two centers in Italy Padua and Milan
and our center in the US took part in the study.
Funds were used for Biochemical Analysis,
Genotyping and some support for study
coordinators.

Thanks again for your support and I would like
you to be assured that without your help I
would not have gone that far with LNAA.

The preliminary results were presented at a
workshop devoted to this subject at
International Congress of Inborn Error of
Metabolism, Japan, 2006. The presentation
created tremendous interest and many other
centers are now trying to join a longer term
study, which I am coordinating.

Reuben Matalon

///////////////////////////////////////////////////////////

It is important for the members to know that no
funds were used for travel from this grant.
Briefly, there were twenty patients in the study,
ages eleven to thirty two years old, twelve
females and eight males. There were four
patients from the US, five from Ukraine, one
from Milan, two from Padua, two from Brazil,
and six from Russia. The twenty patients were
classical PKU, with the exception of one
patient, who had mild PKU. All patients were
on diet with levels of Phenylalanine that did not
seem acceptable to the treating centers. All
patients showed considerable decline in blood
Phe, on an average of 39% from baseline. The
average blood phe was 15.5 mg/dL
(9

The Northern New Jersey MACPAD
Chapter
We are very excited to have approximately 25
families participating in the Northern NJ
Chapter of MACPAD. The first meeting of the
Chapter was held in early February to discuss
activities for the year.
Many activities are planned, and although the
details are still being determined, the Chapter
is
hoping to do the following:

significant and p< 0.0001. When the patients
were given placebo (blinded) the phe level did
not change considerably 14.7 mg/dL

Metabolic Potluck and Fundraiser in May for
National PKU Awareness Month
Racing for PKU Picnic (to support young adult
with PKU and promote awareness)

The data from the double-blind placebo control
are encouraging, providing “Proof of Principle”
for the lowering effect of LNAA. Since the
introduction of BH4 for the treatment of PKU it
seems clear that BH4 will help mild PKU
patients and maybe only 10% of patients will
need only BH4. Classical PKU patients are not
likely to be helped by BH4. The special
formulation of LNAA we used should be
suitable for ALL patients with PKU.

Metabolic Night at a local/minor leaguesporting event.
Apple Picking
Holiday Cookie Swap
Jill Ambrogio
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Mid-Atlantic Connection
For PKU and Allied Disorders, Inc
Officers
President
Judith Griffith
Vice President
Ken Barton
Secretary
Carol Barton
Treasurer
Robert Johnstone

Address: P.O. Box 6086
Lancaster PA 17607
Phone: 717-872-7546
Email:
Info@MACPAD.org
Website: www.MACPAD.org

Board of Directors

Erica Burkarth
Daniel Dunkle
Deb Gilliano
Michele Guinan
Jeanine Stokes
Michelle Cribbet
Jill Ambrogio
Lori Commisso
Noelle Bamonte
Lisa Lewis
Janice Paterno
Sharon Johnstone
Desiree Spinney
Kay Dunkle

Newsletter Contributors
Virginia Harrison, Debbie Colyer, Aimee
Averill, Margaret Lunt, Deb Gilliano, Tiffany
Althof, Lori Commisso, Julie Wilson, Michelle
Cribbet, Vicki Racette, Dr Ray Stevens, Dr
Rueben Matalon, Jill Ambrogio, Noelle
Bamonte, Erica Burkarth, Suzanne Purcell,
Pam Mansfield, Sandra Maltzman and Sharon
Johnstone
If you have information, or a picture or
article to contribute to the next
Newsletter, please contact
MACPAD. New contributors are
WELCOME!

Historian- Margaret Lunt
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