Websters’ Dictionary defines “Connections” as “an association, a part of a thing that joins, coherence, the
logical linking together of words or ideas”. Our MACPAD newsletter is just such a “Connection”. Our 18
member volunteer Board of Directors, and members are connected to many individuals, low protein
suppliers and many events. This newsletter will highlight several new Connections and revisit some of our
current ones. We have chosen to connect to “Grandparents” in this edition.

The Original Connection
In 1998, Judy Griffith and her sister, Laura were the original incorporators of The MidAtlantic Connection for PKU and Allied Disorders, Inc. After attending a conference held
by The New England Connection for PKU and Allied Disorders, they believed there was a
need for a similar organization in our area. The organization began with Judy, her family
and other interested families sitting around a kitchen table 11 years ago. At its
inception, MACPAD represented 21 PKU individuals. Today MACPAD has 655 members.
Judy became President in February 2001 assuming the role from her sister, Laura.
MACPAD members had grown to about 200. Under Judy’s direction, MACPAD has
connected by holding 3 major conferences, and beginning in 2003, yearly walks to raise
money for PKU research. These events connect people by hosting speakers currently involved in PKU research and provided a forum
for giving up to date information to PKU families. As MACPAD has grown, seven local chapters have been formed throughout the
region to connect people in various geographic areas within our region. These chapters provide local events to raise funds for PKU
research and various events to connect PKU individuals. Judy has overseen the writing and publishing of two widely used PKU
cookbooks.
Under her guidance, MACPAD has raised over $521,000 for research, connecting us to the researchers who are interested in helping
manage PKU. In June, 2008, the National PKU Alliance was formed with Judy being an integral part in its creation. Judy has been
elected to be Vice President of the Alliance. While Judy will remain on the MACPAD Board of Directors, she will be stepping down as
President and retain a seat as our National PKU Alliance representative.
We all thank Judy for her service as President of MACPAD, for her continuing service as a MACPAD Board member and wish her
the best of luck in her new volunteer position as Vice President of The National PKU Alliance.

Thanks for all you do, Judy!

At the February 21, 2009 Board of Directors Meeting,
Sharon Johnstone was elected the new President of MACPAD.
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Connecting to the PKU Community

MACPAD Delaware Chapter

”Grandmom and PopPee “

Events Since Last Meeting
Spaghetti Dinner
We had another successful Spaghetti Dinner that was held in November. Many families attended and we had presentations by
Cambrooke Foods and Delaware Division of Health. In addition, we had AI Dupont Hospital for Children touch base on Kuvan. They
reported on results they have seen, and how families could move forward if they were interested. We would like to thank the
companies that made this event a success: Biomarin Pharmaceuticals, Cambrooke Foods, Taste Connections, Vitaflo and Applied
Nutrition. This year we had Kids’ Corner. The children were entertained by a clown. Crafts were also provided by the McClymont
Family.
I would like to thank the following individuals for their continual support: Betsy Voss, Lori Broom, Jennifer Handlin, Dawn
McClymont, Sally Milbury Steen, The Teat family and Susan Gallagher. These events are a success due to family participation.

Upcoming Events and Events in Planning
Spring 2009

Education Information to the School Districts

The Delaware School District Nutritionists meet once a year for a conference. If the agenda for this has not been set, we will be
working to have Cambrooke Foods attend the conference to educate the nutritionists on their School Lunch Program. This would
hopefully help all the families in Delaware inform the schools of the need for a PKU friendly lunch.

Summer 2009

Blue Rocks Baseball Game

We are working with Vitaflo for a Formula for Fun Event. The plan is to have a meal and a day at the local Minor League Baseball
Park. Planning is underway, and I will communicate all the information on the Blue Rocks game as the plans continue.

Fall 2009

2nd Annual PKU Golf Tournament
th

Date: Thursday September 10 2009
Location: Rock Manor Golf Course
1319 Carruthers Lane
Wilmington, DE 19803
This event is held to raise money for MACPAD and PKU Research. Our first year was a success and we are hoping to make this year
bigger and better.
If you are interested in any of the above events or you would like to help with planning or the day of the event, please contact
Noelle Bamonte at mnbamonte@comcast.net. Family involvement is key to having a successful support group.
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MACPAD Western PA Chapter

WALK FOR PKU RESEARCH
4th Annual Pittsburgh PKU Walk-a-thon
Welcomes The North Star Kids



A Broadway-style song and dance revue of past and present hits performed with live accompaniment.



Pittsburgh's own NSK have been singing and dancing throughout Pittsburgh and the Tri-State area for the past two decades.



The NSK have been featured live on stage with Celine Dion, Barry Manilow, Kelly Clarkson. The North Star Kid's have performed
for the Pittsburgh Steelers, the Pirates, and the Penguins.

Pittsburgh, Pennsylvania
(North Park, Pie Traynor Field)
May 23, 2009 at 1:00 pm

Contact Erica Burkarth for more information.
erica_burkarth@hotmail.com
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MACPAD Ohio Chapter

WALK FOR PKU RESEARCH SPONSORED BY THE MID-ATLANTIC CONNECTION FOR PKU AND ALLIED
DISORDERS, INC. * a portion of the proceeds will be donated to Ohio PKU Camp

4th Annual (Now Southern Ohio’s Walk)
When:

Saturday, May 16th, 2009

Where:

Miami Whitewater Park
$2.00 Park Admittance Fee

Schedule:
9:00 am to 10:00 am

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

10:00 am to 10:15 am

Welcome and Melanie Hunt speaking about PKU Camp

10:15 am to 10:30 am

PKU Group Photo

10:30 am to 11:00 am
11:00 am to ?

Walk for Awareness & Research
Social Gathering
Feel free to bring your favorite PKU recipes to sample/share, low protein snacks and water
will be provided.
Have PKU food that is not being used? Let’s swap…bring it.

*A prize will be given to the family who brings the most pop tabs. Our MACPAD Chapter will be
donating them to Cincinnati’s Ronald McDonald House*
Come spend your morning meeting and socializing with other PKU families. Brings chairs and umbrella’s if needed. The
Park has two easy paved trails. One trail is 1.20 miles & the other is7.80 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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WALK FOR PKU RESEARCH SPONSORED BY THE MID-ATLANTIC CONNECTION FOR PKU AND ALLIED
DISORDERS, INC. * a portion of the proceeds will be donated to Ohio PKU Camp

1st Annual Northern Ohio
When:
Where:

Schedule:
9:00 am to 10:00 am

Saturday, May 2nd, 2009
TBD
Directions will follow
$2.00 Park Admittance Fee

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

10:00 am to 10:15 am

Welcome and Speaker

10:15 am to 10:30 am

PKU Group Photo

10:30 am to 11:00 am
11:00 am to ?

Walk for Awareness & Research
Social Gathering
Feel free to bring your favorite PKU recipes to sample/share, low protein snacks and water
will be provided. Have PKU food that is not being used? Let’s swap…bring it.

*A prize will be given to the family who brings the most pop tabs. Our MACPAD Chapter will be
donating them to the Ronald McDonald House*

Come spend your morning meeting and socializing with other PKU families. Brings chairs
and umbrella’s if needed. 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 email, cribbets@hotmail.com or Missy Badalyn @ missyb2275@aim.com
More information about the Walk can be found on the MACPAD website, www.macpad.org
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2ND ANNUAL PKU MANIA AT MIELE EVENT!
For National PKU Awareness Month!!

This event is for PKU research and is sponsored by the Mid-Atlantic Connection for PKU and Allied Disorders (MACPAD) –
Northern NJ Chapter
When: Saturday, May 30, 2009
Where: Miele, Inc., 9 Independence Way, Princeton, NJ 08540
Time: 10am – 3pm

Please bring a low
protein dish!

Schedule:
10 – 11am
11 – 11:30am

Check in and Registration
Chapter Update

11:30 – 1:30pm Potluck lunch
1:30 – 2:30pm

Kids Activities

2:30 – 3:00pm

Prizes and Raffles

For more information, please contact:

Jill Ambrogio
jillambrogio@hotmail.com

Suzanne Purcell
ksp918@aol.com

908-369-5231

908-754-6458
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Date: Sunday, April 5th
Time: 12:00 – 3:00pm
Place: The Silsby Room of
Fame Fire Company

Please bring your family and join us for some food and fun. Come enjoy time with your PKU neighbors in the Eastern Pennsylvania region!
There will be a delicious Sunday brunch buffet, raffle tickets to win low-protein foods and gift certificates from companies such as
Cambrooke, Maddy’s, and Lil’s Dietary Shop, as well as a family fun Easter egg hunt! There will be a table of PKU friendly food samples and a
table hosted by Applied Nutrition and Biomarin.
th

*Please RSVP by March 6 to Kim DeCosmo

kimdecosmo@hotmail.com or (610-466-9049)

We are asking families to show their creativity and share their food ideas by
bringing 1 PKU dish suitable for a brunch. Don’t forget to label your dish with
the PHE amount!
When you rsvp, please include the type of dish you will bring so we don’t have too
many duplicates (fruit tray, casserole, breakfast dish, muffins, etc.)

“Mimi and poppop”
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MACPAD Upstate New York Chapter

13th

PKU Picnic
and Participation in the
Annual Stroll for Strong Kids

To: PKU Patients, Families and Friends
The Golisano Childrens Hospital Clinic of Inherited Metabolic & Genetic Disorders and the Upstate Chapter of
MACPAD will again be participating in the Stroll for Strong kids and holding a PKU Awareness picnic on May 30,
2009. The money raised by our group will support the kids and families dealing with PKU. All individuals with PKU,
their family, their friends and anyone else who would like to come is invited to walk as a group to help us raise
money and take part in a PKU friendly picnic.

When:
Where:

Saturday, May 30, 2009 from 9am - 3pm
Genessee Valley Park
Rochester, NY 14611

Stay tuned for more details!
Questions or comments can be made to Lori Commisso at 6122 Hanover Rd., Farmington, NY 14425, via email at
Commisso@frontiernet.net, or via phone at 585-742-3377.

“G-Dad”
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Additional Upcoming MACPAD events include:
*********************************************

Annual Summer Picnic at the Weaver Farm in
Denver, PA- Saturday, August 1, 2009

Shaun Mattern
Ethan Hipsley
James Kruvalis
Mason Quiram
Ali Warnick
Anthony Edson
Tracy Beck
Michael Chirigos
Greg Orris
Gregory Chappell
Jodi Pickering
Jacob Graver
Rylee Oglesby
Ryan Foust
Ian Brown
Theron Feeser
Daniel Gilbert
David Esh

14
14
15
15
16
18
19
19
20
20
23
25
25
26
26
27
28
28

“Gram”

MACPAD Upstate New York Chapter will be holding a
th

spaghetti dinner on Sunday, April 26 at 1:00 at the SMS
center located at 95 Ovid Street, Seneca Falls, NY 13148. This
is a new location for upstate New York events and is central
to Syracuse, Rochester and Ithaca. Details are being finalized,
but watch for more details. Questions can be forwarded to
Lori Commisso at jmcommisso@frontiernet.net.
**************************************************

Fabulous February Birthdays
Name

Courtney Unger
Melissa Badalyan
Taylor Staffa
Aaron McCulley
Dalton Prior
Chaislynn Hauck
Cortney Elwert
Benjamin Beranek
Madison Hostetler
Danica Saddler
Mary Fisher
Ginger Bechard
Luke Teat
Evan McClymont
Tara Santimauro

Day

1
2
6
7
8
8
8
9
9
9
11
11
12
13
13

Marvelous March Birthdays
Name
Allison Joan Wodzisz
Lane Chabarria
Robert Schreck
Kammie Harmon
Christopher Skiles
Gracie Kennedy
Kayleen Wilson
Connor Anderson
Amanda Bracero
Maggie Regan
Julie McMullin
Paul Mattingly
Louise Martin
Hunter Renninger
Rose Mularadelis
Dylan Resnick
Matt Verdecchio
Abigail Myers
Julia McGoldrick
Zachary Loy
Gabrielle Fennimore
Logan Handlin
Christian Thornton
Brendan Larkin
Kelly Meyer
Rebecca Lehman
Antonio Hernandez
Tony Lashlee
Ian Shaw

Day
1
2
2
3
4
5
5
5
5
6
6
7
7
8
8
9
9
9
9
10
10
10
10
11
12
12
13
13
13
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Jada Boyd
Brooke Paolella
Courtney Alexander
Hailey Kirk
Brooklyn Hilty
Stephanie Stremer
Michael Racette
Logan Orr
Devon Resnick
Emalee Green
Stephanie Smith
Laura Carolina
Gina Liscio
Virginia Harrison
Jessica DePasquale
Claire Kelly
Don Stanziale
Deanna Miller
Karan Scott
Andrea Pate

14
15
16
18
18
19
20
20
20
20
22
23
23
24
24
26
26
27
28
29

Cristina Marie LaRosa
Keri Stout
Elizabeth Heinz
Stephanie Stahl
Daniel Schultz
Luke Rodrigues

30
30
30
31
31
31

Looking for Exciting PKU Recipes???

A compilation of 185 pages of recipes collected from PKU
families across the Country. Includes lists of phe free snacks,
a menu planning section, along with general guidelines for
menu planning. Only $10.00

Website Review
Remember to visit our website www.MACPAD.org for the
latest PKU Awareness events , dates, locations and contact
persons, from all 7 MACPAD chapters. Information can be
found on the calendar (the most frequently visited location),
along with visiting the PKU Awareness Events page and
clicking on the chapter name to obtain a flyer.
You can enjoy the streaming pictures on the slideshow on the
home page and see if you find someone you know! We have
an average of over 250 visitors a day to the website and hope
you find the information that you need.
Please notify webmaster@MACPAD.org with any changes or
concerns regarding the information posted.

Don’t miss out on the next edition of this
newsletter- remember to notify us of a change of
address!

273 recipes that
are “Family
Favorites”. Most
of the recipes
can be enjoyed
by the ENTIRE
Family! Includes
soups, salads, entrees, vegetables, fruits , snacks and
sweets. Only $18.00
Both can be ordered at www.MACPAD.org , under “shopping”
then “items for sale”. Or you can mail payment to MACPAD,
P.O. Box 6086, Lancaster, PA 17607. You can also purchase
Family Friendly PKU Recipes from Cambrooke Foods.
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MACPAD Northern New Jersey Spaghetti Dinner
and Holiday Party- December 2008

Merry May Birthdays
Name
Bryce Steach
Kaylee Downey
Krista Hirons
Skyler Searfoss
Ariana Spinney
Meredith DeRemigro
Jessica Zimmerman
Jesse Conti
Elliot Althof
Allen Heyler
Michael Atkins
Emily Warren
Jacob Stasen
Kathleen Bellini
Walker Hadley
Hannah Worley
Joshua J.L. Turner
Joshua Turner
Bryce Steach
Christopher Carlson
Brian Phillips
Haley DePasquale
Mariah Jones
Susie Wengerd
Claire Zimlinghaus
Cecilia Mercurio
Matthew Demsey
Zachery Wilt
Reagan Hall
Micheal Esh
George Kamarados
Ally Hall
Marissa Marcellino
Elizabeth Kaden
Kristi Boverhuis
Austin Shultz
Jennifer Doupe
Glenn Samuels
Jessica Smith
Logan Persee
Sophia Hostetler
Sophia Renae
Erli Shima
Cameron Barnes
Stephen Hazuka
Olivia Rose Stewart
Natalie Ryba
Brian Loughlin
Danielle Barckett

Day
1
1
1
1
2
2
3
3
4
4
5
6
7
8
9
9
10
10
11
13
14
15
15
16
18
18
20
20
22
22
24
24
24
25
26
27
27
28
28
28
28
28
29
29
29
30
30
31
31

Santa and his friends enjoying a holiday spaghetti dinner in
South Plainfield, New Jersey.

Thanks, Cambrooke Foods!

Connecting with the Low Protein Suppliers

Pasta Bowl and Halloween Party for MACPAD
Ohio Chapter- October 2008.
Thanks to Vitaflo!
******************************************
New MACPAD President
st

At the February 21 , 2009 Board Meeting, Sharon Johnstone
was elected to be the next President of MACPAD. Sharon will
be replacing Judy Griffith, so that Judy can devote more time
to The National PKU Alliance, as Vice President! Sharon has
been with MACPAD for 11 years and been involved in many
of
the
major
projects.
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Connecting to the PKU Food and Formula Companies

12

13

We hope you will also enjoy reading the inserts that have been included with this newsletter. These
companies support the PKU Community- we need to show them our Connection!
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Connecting Through Experience

“The author, her brother John, Grandmom and Grandpop“

Fresh Thoughts on Living with PKU
By Virginia Harrison
For my grandpop, this particular Sunday was just like
any other. As he did every week, he was waiting patiently for
my grandmom to return her choir robes after Mass. An avid
piano player, Grandmom had been singing in the choir at St.
Philip’s Roman Catholic Church in Lafayette Hill, Pennsylvania,
for more than 20 years. Grandpop would come to 10 a.m.
Mass with her every Sunday and sit by himself in a pew as she
sang with the choir.
On this Sunday about three years ago, Mass had
finished up and the choir members were congregating in the
chapel in the back of church. The chapel was a small room
where the priest, alter servers and choir got dressed in their
robes for Mass. After the Mass, many choir members lingered
to chat after returning their robes, and others, like my
Grandpop, waited for their spouses to go home.
He was standing on one end of the room, waiting for
Grandmom who was at the other end. As he stood there,
quietly and patiently, he overheard another choir member
engaged in an interesting conversation.
The woman was telling her friends that her newborn
granddaughter was diagnosed with PKU, and she sounded
bewildered and concerned. She remarked how she had never
heard of PKU before and wanted to know if any of her friends
had. Grandpop chimed into the conversation.
“I know about PKU,” he said. “My two grandchildren
have it.”
He approached the woman and her friends and
began to tell them about my brother, John, and me. He told
her John was the starting quarterback for his high school
football team as a sophomore, and I was in my freshman year
at Penn State University’s honors college. His words brought

this woman — a stranger — comfort and ease. I truly believe
God put him at the right place at the right time to aid this
woman.
The two exchanged phone numbers, and my family
met the woman’s granddaughter and her parents a few
months later. We talked for hours about growing up with
PKU, and my parents gave them encouragement and advice
that was greatly appreciated. I could almost feel the other
family sigh with relief as we talked because they witnessed
through the examples of my brother and me that their child
could live a normal life.
When Grandpop died on Jan. 21, 2009, this story
was one of the first that came to my mind. In remembering
his character and influence in my life, I think this story
perfectly sums up what kind of a man he was. He was
incredibly proud of all 10 of his grandchildren. I can
remember how his face lit up when I told him that I received
an internship at the Philadelphia Inquirer last summer. I also
remember how he would rave over my brother’s success in
football. He would update neighbors, relatives and friends on
John’s latest stats. He even cried when we gave him a
highlight tape of my brother’s Philadelphia Catholic League
football championship-winning season in 2006.
But this story reveals even more about his personal
character. He had boundless generosity and kindness, from
taking all the neighbors’ trashcans back to their houses after
the trash was collected to talking to a stranger in church
about one of her deepest concerns. He could strike up a
conversation with anyone, anywhere and make them feel at
ease.
He was also a man of simplicity. He served in World
War II as a teenager in the Naval Construction Battalion. He
loved fishing and gardening. He single-handedly built an
enclosed porch, a bedroom and a garage for his house. But
his top priority was his family.
Although he never directly cared for my PKU, he was
always looking out for me. He made sure I counted out my
goldfish when I ate them at his house as a child. He was so
proud of everything I could accomplish despite this disorder.
This story not only shows what a positive impact
grandparents can have on lives of children with PKU, but also
what an influence they can have on others. I’m sure his words
of comfort meant a lot to that stranger in church.
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huge help. When our daughter had her second child, of
course we knew to expect the chance of PKU and we were
not surprised to find out that Stephen also had PKU. Rebecca
likes having someone else with PKU around, but she would do
good either way.

“Grandma”

Grandma’s Corner
A Grandparents Role with PKU
I have met very few families who knew about PKU until that
first child was born.
It has been 11 ½ years since our
daughter received that terrifying call. Rebecca was around 11
days old when we got the call. She was told to rush the baby
to the hospital to be admitted to the intensive care unit. That
certainly terrified us all. The fact that it was a holiday
weekend and everyone that was needed to care for a PKU
child was off didn’t help. Once we got her home from the
hospital and spoke t he people at newborn screening, things
started to improve. Our new born screening doctor and staff
are absolutely wonderful. There are so many questions and
things that we all needed to learn and also a lot of fears that
we could discard.
As grandparents we are in a unique position to help. We are
available to do things that our children can’t when they are
working full time. Even before my husband retired full time, I
was available to care for all the grandchildren. Even if you
work, you could be a huge help on weekends. I have a special
friend who lives in New York, and her grandson lives in New
Jersey, but she spends a lot of time making him special foods
and freezes them.. Then, when they go to visit, she brings it
all t o him to enjoy. He really looks forward to her treats and
visits. I enjoy bread making, so I made the bread for Rebecca.
My husband spoke to the deli section of our grocery store
and they agreed to slice the bread for us with their slicer.
Since I am terrible at cutting even slices of bread, this was a

Since our daughter and her husband both work it is hard for
them to get away to the various PKU conferences around the
country. As a teacher it wasn’t always easy for her to take off
to go to a conference. This is where our role as grandparents
came in. We love to travel and make new friends, so we have
attended conferences from Florida, Pennsylvania,
Massachusetts and Ohio. We have been able to bring back
information about the foods and what the different speakers
had to say. I take my video camera and record the speeches
so they can watch it when they have time. I also think
grandparents just like to help and anything we can do, we are
available to help We go to all the local PKU events and
formed life long friendships with all the families. It is so nice
to talk to other families and find out how they handle things
and compare it to how we do. Many times we find great new
ways of handling situations. Our daughter and her family
moved to Germany a couple of weeks ago, so now, we will
still go to all the PKU events we can and keep her informed as
to what is happening in the PKU world. It is a great feeling to
be able to help in any way we can.
I also like to make candy for the grandchildren. I just buy the
molds and make them anything from Easter Eggs to lollipops.
For those who don’t enjoy that, Dianne Sullivan makes
wonderful candy for our children and grandchildren.
I started saving every recipe that was posted on the listserve
since Rebecca was born. I am in the process of putting them
on cd’s so when they are old enough to be on their own, they
will have lots of ideas. When we first started this there were
only a couple of cookbooks, but now there is a wonderful
array of cookbooks. As a grandparent, don’t hesitate to jump
in with both feet, learn all you can and be as involved with
their diet as their parents are. Most of all at family20dinners
and holidays always make something the PKU children can
have along with everyone else, so they don’t feel different
and that they can have foods just like everyone else. As they
grow, they learn their limitations just like a child with
allergies, so have fun, enjoy them and don’t worry !!
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Connecting to PKU Researchers
Dr. Denise M. Ney, PhD, RD
from Department of Nutritional Sciences and Waisman
Center, University of Wisconsin-Madison
Thank you for the support and the opportunity to speak at
the 2008 MACPAD Anniversary Conference about our
research on GMP (glycomacropeptide), a source of low-phe
protein for PKU. It was a pleasure to meet so many wonderful
PKU families in Lancaster, PA. Congratulations on organizing
a great conference enjoyed by all.
GMP, produced during cheese making, is the only known
naturally occurring dietary protein with minimal phe. Thus,
GMP is uniquely suited to the low-phe PKU diet as an
alternative to synthetic amino acid formula/medical foods
that currently provide the majority of protein equivalents in
the PKU diet. When we began work on GMP, our goal was to
develop a good-tasting alternative source of protein for
people with PKU who consumed an insufficient amount of
amino acid medical food. We have achieved this goal.
Together with the Wisconsin Center for Dairy Research and
Cambrooke Foods, we successfully developed a variety of
tasty, low-phe food products for our clinical studies in
individuals with PKU. These foods include GMP beverage
(chocolate and caramel), sports drink (orange and mangopeach), pudding (chocolate and strawberry), a granola-like
snack bar, and most recently a crispy, cold cereal. Many of
you may have sampled the GMP pudding and snack bar at the
MACPAD conference. These GMP food products provide 5-10
g protein and 15-30 mg phe per serving. Thus, for the first
time we can make low-phe foods that are not low-protein
foods, but rather foods that provide a source of low-phe
intact protein for the PKU diet. These GMP foods are not
currently available for sale.
GMP Diet successfully followed at home with reduction in
blood phe levels
Funding from MACPAD enabled us to complete a 15-week
case study comparing GMP to amino acid formula in an adult
male with PKU that was recently published in the Journal of
Inherited Metabolic Disease. At the beginning and at the end
of the study, the subject consumed his usual amino acid
formula. During the middle 10 weeks of the study, GMP foods
provided a total of 50 g of protein per day from the orange
flavored sports drink, pudding and snack bar. These GMP
foods replaced all of the amino acid formula in the diet. The
subject’s average blood phe level was significantly reduced by
13-14% with the GMP diet compared with the amino acid

diet. More importantly, he enjoyed the GMP foods. Unlike
his amino acid formula which he drank in “one sitting”, he
was able to space the GMP foods throughout the day which
helps to control blood phe levels. In the subjects own words:
“I really think the GMP foods are awesome. They
made my life easier and gave me choices I don’t
have with my regular formula. During the study I
learned how easy it was to be able to take things
with me or grab and go with the GMP, especially the
pudding and bars. One think I think is also good
about GMP for kids is that these foods can fit in with
normal foods so that they don’t have to feel
uncomfortable taking their supplements at school.
They look like foods anyone would eat”.

Future Plans
We are grateful to MACPAD for funding our case study. This
study, along with our NIH-funded inpatient metabolic study
(to be published in the American Journal of Clinical Nutrition
in 2009) and studies that we have conducted in PKU mice
have provided strong preliminary data that was needed to
submit a grant application for a two-site clinical trial
comparing GMP and amino acid medical foods. With a larger
number of subjects using GMP while going about their dayto-day lives, we will be able to determine if GMP foods and
beverages lower blood phe levels and are practical and wellaccepted by individuals with PKU.

Publicity
The European PKU community is interested in our research
with GMP to improve the PKU diet. I was invited to speak at
the European Society for PKU annual meeting in Reykjavik,
st
Iceland in October 2008 and at the 1 European PKU Group
Symposium in Barcelona, Spain in January 2009. It is
wonderful to see the international cooperation and interest
to improve the management of PKU across the globe. Our
GMP research, including the case funded by MACPAD, was
featured on Wisconsin Public Television. This show (10 min)
can be viewed at http://www.wpt.org/inwisconsin. Select
“Past Programs & Links,” then select “In Wisconsin” See drop
down menu for “Transcripts” and select “January 3, 2008.”

Scroll down past “Farm Health Coop” to “PKU Trials.”
Under “related links” choose “Watch PKU Trials – real
media.”
*********************************************
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Donna Santillan, Ph.D., and Stephen Hunter, M.D.,
Ph.D.
Department of Obstetrics & Gynecology, Division
of Maternal-Fetal Medicine, University of Iowa
Hospital and Clinics
For several years, our lab has been working to design a nondietary therapy for maternal phenylketonuria (PKU)
syndrome. In the high-risk obstetrics clinic at the University
of Iowa, there have been several patients who have had
difficulty adhering to the restrictive PKU diet during
pregnancy. In order to help women like these, our lab is
utilizing cellular engineering and cell encapsulation
technology to develop a new therapy that would “boost” the
ability of the body to metabolize phenylalanine.
Phenylketonuria is screened for at birth and afflicted
individuals have a deficient enzyme, phenylalanine
hydroxylase (PAH). Affected individuals must maintain a strict
diet throughout their lifetime to prevent the mental
retardation caused by PKU. We are particularly interested in
using our therapy to prevent the profound effects that
maternal PKU can have on babies.
Maternal PKU syndrome has only emerged within
the last 15-20 years as the first generation of women to
receive dietary treatment as children reach child-bearing age.
These women have normal fertility. However, prior to the
dietary therapy, most PKU patients had profound cognitive
problems and did not reproduce. In maternal PKU syndrome,
the child does not necessarily suffer from the metabolic error.
Rather, maternal PKU causes birth defects in the fetus
because of the high maternal phenylalanine levels that cross
the placenta and adversely affect the developing fetus.
Without strict control during pregnancy, children born to PKU
mothers often have birth defects and severe mental
retardation. Our therapy aims to normalize maternal
phenylalanine levels during pregnancy to protect the fetus
from the effects of maternal PKU disease. High levels of
maternal phenylalanine can affect fetal brain, growth, facial
morphology, and cardiac development.
There is no disagreement that strict control of the
maternal phenylalanine level is better for the developing
fetus and that this control has the best outcome when
initiated prior to conception and is maintained throughout
pregnancy. Dietary control can be extremely difficult during
pregnancy and social support is required to help the mother
maintain Phe control.
Unfortunately, there are few
treatment options outside of diet for maternal PKU.

Our goal is to develop a non-dietary treatment for
pregnant women with phenylketonuria (PKU).
We
hypothesize that cells can be treated to over-express active
phenylalanine hydroxylase (PAH), the missing enzyme
required to convert the essential amino acid phenylalanine
into tyrosine. We have inserted extra copies of the PAH gene
into cells that already express PAH in order to force the cells
to express more PAH protein than they normally would.
These cells can then be protected from the immune system
through encapsulation in semi-permeable polymeric
microspheres. Microspheres can then be injected into the
peritoneal cavity or some other anatomic site. Encapsulating
cells within semi-permeable polymeric microspheres prevents
the passage of low molecular weight substances such as
nutrients, oxygen, electrolytes, amino acids, but prevents the
diffusion or active transport of larger molecules such as
antibodies or immune system cells. The phenylalanine would
be able to diffuse into the microspheres and be processed
into tyrosine that could diffuse back out.
We believe that
therapy with these transplanted encapsulated cells during
pregnancy will normalize the maternal phenylalanine level on
a normal diet therefore should eliminate the mental
deficiencies and birth defects imparted to the child due to
maternal PKU.
Encapsulated pancreatic beta islet cells for the
treatment of diabetes, for example, have proven to normalize
blood sugar levels for up to 1 year in animal models. One
year would provide an ideal amount of time for this therapy
during pregnancy. In addition, there would be no risk of an
immune response.
Together, these factors make the
encapsulation technique ideal for preventing maternal PKU.
We have recently obtained some very exciting
results in our efforts to develop a non-dietary therapy for
PKU. We have been able to generate several stable cell lines
that overexpress phenylalanine hydroxylase, the enzyme
critical for processing phenylalanine. In our experimental
system, we see consistent decreases in the phenylalanine of
cell culture media.
By Day 10, these cells reduce
phenylalanine levels by up to 86% of the original
concentration. We are optimizing our system for using these
cells therapeutically. Our lab will begin testing our therapy in
a mouse model of PKU very soon. We will be monitoring
maternal mice for changes in blood phenylalanine levels. In
pups, we will be measuring biophysical outcomes (weight,
length, head circumference) and cognitive outcomes.
Because we are particularly interested in using our
therapy to prevent the profound effects that maternal PKU
can have on babies, we were extremely proud to have had

18

the opportunity to present our recent findings in an oral
presentation at the Society for Maternal-Fetal Medicine
Annual Meeting in San Diego this January. Less than 10
percent of abstracts submitted were chosen for oral
presentation and we were very honored to have been
selected. The presentation was very well attended and led to
some very interesting discussions. Using the knowledge we
are gaining from our work and these types of scientific
discussions, we hope to improve our therapy and be able to
move into larger studies. Our long-term goal is to move our
therapy into clinical trials and to prevent the birth defects
found in children born to women with elevated Phenylalanine
levels.
There is a great potential for a much broader impact
of this work than only as a therapy for pregnant women with
PKU. Further research is necessary to determine the
potential for long-term use of our therapy for PKU. In
addition, this system could be potentially used to treat many
other metabolic disorders. Our system provides a novel
approach to engineering an artificial metabolic system.
Encapsulated cells could be used to replace single or multiple
enzymes or to produce missing secreted co-factors.
Our lab is very grateful to all of the people who
helped organize MACPAD fund-raising and PKU awareness
activities and to those who participated in them. The funds
from MACPAD were critical in our ability to perform our

research into a non-dietary therapy for maternal PKU.
We certainly hope that our research efforts will one day
benefit the people in your lives afflicted with PKU.

Dr Raymond Stevens
Scripps Research Institute, La Jolla, CA
During the past few years and working with Biomarin
Pharmaceuticals and the Scriver laboratory at Montreal’s
Childrens Hospital, we have progressed the development of
the injectable therapeutic for the treatment of classical PKU
through pre-clinical development and the optimized molecule
is currently being tested in humans. MACPAD funding for this
project was very important for its success.
With this project in the clinical trial phase, we are continuing
focusing our efforts towards the conversion of a once a week
injectable drug, towards an oral pill form of the drug. For this
project, we received a $2.36 million dollar grant (3 years)
from the National Institute of Health where the program was
carefully reviewed and approved for funding at the full level.
After review, we were informed that the funding would be

cut by 15% due to a shortage of funds at the NIH. This
amounted to a significant shortfall in the oral PKU therapeutic
development project this year but supplemental funding was
obtained through MACPAD, Michaux Family Foundation,
Ryans PKU Foundation, and several other donors. Starting
this past fall, we entered our third and final year of this
project and continue to be on track to deliver candidate
molecules for oral therapeutic testing .

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

Day
1
1
1
1
2
5
5
6
7
7
7
7
8
9
10
11
11
11
12
13
13
14
15
16
17
17
17
18
19
19
19
19
19
21
21
21
22
23
23
24
24
26
26
28
28
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Connecting Through The National PKU Alliance
You can reach us at:
NPKUA
PO Box 6324

Lancaster, PA 17607-6324

The National PKU Alliance connects PKU Organizations
This year marks the beginning of the first full year for the National PKU Alliance (NPKUA). Since its creation in April 2008, the
Alliance has made a lot of progress and has begun working on a number of initiatives. There are now 11 member organizations.
Each of these organizations has appointed a representative to the NPKUA board of directors and the board has set its goals for the
next three years.
Here are some of the projects we are working on:
The Advocacy Committee has begun to recruit state contact people who will be responsible for providing us with information about
legislative initiatives in that state relating to PKU. The state contacts will also provide the Board and committees with other
information, as needed, about happenings in the state. The Advocacy Committee is beginning to target states without adequate
PKU legislation to make progress on the goal of improving coverage for PKU formula and foods. Kelly McDonald is the Chair of

this committee and can be reached at Kelly.mcdonald@npkua.org.
The Research Development and Review Committee has begun the process
of establishing a Scientific Advisory Board that will provide
recommendations to the Board on research projects and will help to lead
the future of research in PKU.
The Nominating and Membership Committee is working on establishing
membership criteria and will soon begin recruiting individuals, vendors and
medical professionals to become members of the NPKUA. Dick Michaux,
who can be contacted at dick.michaux@npkua.org, is the chair of this
committee
The Public Relations Committee is working on three major projects:
development of a Public Service Announcement, establishing a new and
comprehensive website, and leading and publicizing events that will be held
for National PKU Awareness month. For more information, you can contact
Judy Griffith at judy.griffith@npkua.org.
We thank everyone who has worked with or supported the NPKUA. The
connections that we have made and continue to make will have a
tremendous impact on all of our lives. We look forward to working with
you!

How you can get involved:


Join a committee



Become an individual, corporate
or professional member



Volunteer as a state contact



Start your own 501(c)(3)
organization to become a voting
member



Hold a fundraising or awareness
event

If you are interested in any of these, please
contact our Admininstrative Assistant, Tara
Ketterman at tara.ketterman@npkua.org.
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Grand Parents Connecting Through The National PKU Alliance
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Serving the PKU Community for 11 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

Officers and Directors
President Sharon Johnstone
Vice President Ken Barton

Newsletter contributors

Secretary Carol Barton
Treasurer Robert Johnstone

Kay Dunkle, Noelle Bamonte,
Erica Burkarth, Michelle

Jill Ambrogio

Cribbet, Jill Ambrogio, Dr.

Daniel Dunkle

Denise Ney, Cambrooke Foods,

Noelle Bamonte

Vitaflo, Kim DeCosmo, Lori

Lori Commisso

Commisso, PKU Perspectives,

Jack Doebley

Ener-G Foods, Ken Barton Jr., Dr.

Deb Gilliano

Stephen Hunter, Sharon

Judy Griffith, NPKUA rep

Johnstone, Judy Griffith, Applied

Michelle Cribbet

Nutrition, Biomarin, Virginia

Lisa Lewis

Harrison, Dr. Ray Stevens,

Kay Dunkle

Margaret Lunt, Nutricia, Kathy

Jeanine Stokes

Piziali, Monica Cengia, Suzanne

Kim De Cosmo

Purcell

Desiree Spinney
Margaret Lunt- Historian
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Thanks for Connecting with MACPAD!
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