A Letter from the President…Jill Ambrogio
MACPAD Volunteers are the best!
National Volunteer Week was celebrated earlier this year, and each year as
it is celebrated, it makes me stop and think of the many great volunteers we
have at MACPAD! I would like to take this opportunity to thank each and
every one of our volunteers for everything you do for MACPAD. Without
you, MACPAD would not exist and would not have reached the one million
dollar milestone this year – one million dollars raised for PKU research and
awareness activities! Did you know that in 2010 alone, more than 63 million
Americans volunteered their time? Recently, President Obama highlighted
the importance of volunteers:

"Volunteers are the lifeblood of our schools and shelters, hospitals and hotlines, and faith-based and
community groups," the President said. "From mentoring at-risk youth and caring for older Americans to
supporting our veterans and military families and rebuilding after disasters, these everyday heroes make
a real and lasting impact on the lives of millions of women and men across the globe."
MACPAD continues to grow and provide valuable resources to the PKU and Allied Disorder community.
This work is all done by volunteers, did you know:


MACPAD has 18 volunteer Board members



MACPAD has 7 Chapters (Ohio, Eastern PA, Western PA, Central PA, New Jersey, Upstate NY,
and Delaware)



MACPAD has over 650 members



MACPAD holds, on average, 15 to 20 events each year, for fundraising, networking, and
education



MACPAD has raised over $1 million dollars for PKU research and awareness activities

It takes many volunteers to make all of this happen! So on behalf of MACPAD, I would like to thank
everyone in our community for all of their hard work and effort in giving back to the PKU community and
making lives better for those that have PKU and those with loved ones with PKU!
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A family becomes famous!

Reprinted with permission of North Hills Monthly Magazine
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Kim DeCosmo- Eastern PA Chapter Chairman
Daniel Dunkle- Finance Committee
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You have been very instrumental in the
success of MACPAD having served as
President, Secretary and currently Vice
President.
What has been the most
rewarding part of your work with MACPAD?
The most rewarding part for me has been seeing
that an organization can be sustained over a
long period of time once it has reached a point
of success. As MACPAD became successful,
more and more people have wanted to work with
us. I am also proud of the integrity the Board
and Officers of MACPAD has shown over the
years and believe this is one of the reasons for
our success. We have always given to the
organization. For example, our Officers and
Board have donated to MACPAD when funds
were needed and have often spent our own
money on things that were needed to make sure
the organization maintained its viability.

Getting To Know You! Meet A
MACPAD Board Member

By the roving reporter
Judy Griffith Interview
MACPAD was formed
when your son was born
with PKU. What were
some of your thoughts
at that time?
When my son was born in
1997 I was struck by how
rare PKU is and I thought
how important it would be for him to know other
kids who were dealing with the same issues. I
knew that a support organization would be the
best way to get to know other families and allow
him to meet other kids with PKU.

How do you account for the success of
MACPAD?
I’d have to say that the integrity and dedication
of our board, along with the continuous efforts of
Robert Johnstone, the Treasurer since
MACPAD’s inception and Sharon Johnstone,
who has served MACPAD in many roles
including President and Secretary have made
MACPAD what it is today.
Without their
commitment to this organization, I am not sure if
MACPAD would still exist today. I appreciate
everything they have done for my kids and every
other person with PKU.

What gave you the idea to form an
organization?
My father and sister and I had attended a
conference sponsored by the New England
Connection for PKU and Allied Disorders where
we heard how important it would be for
advancing PKU treatment to have more regional
and local organizations. On the way home, my
sister convinced me that we needed to form a
Mid-Atlantic organization. I had discussed the
issue with the Dr. and dietitian at the clinic we
attended and knew that most of the other
organizations that had been created in
Pennsylvania had not lasted very long because
it was difficult to get help and support to
maintain the organization over a long period of
time.

What changes have taken place within the
MACPAD organization since its inception?
When we started MACPAD, we had very few
people helping and now we have many. We
also had a membership fee that was removed
after 2 years. We realized that we could reach
more people if we found other ways of covering
the costs and we have been able to do this
successfully. At the beginning, we were not able
to hold events throughout the mid-Atlantic area,
but as the organization has grown, we have
added chapters that allow us to provide more
local events.
We now have chapters in
Pennsylvania, New Jersey, New York, Ohio and

Starting a non-profit organization is a very
big step. What in your background was of
assistance in doing this? I am an attorney and
in my first years after law school I was a
corporate attorney and had formed other
organizations. I have also worked with other
non-profit organizations over the years.
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Do you believe that the NPKUA has
succeeded in accomplishing these goals?
The NPKUA seems to have shifted its focus to
advocacy and other various projects. I believe
that even if the primary purpose for forming the
NPKUA is not the primary focus today, the
NPKUA has succeeded in accomplishing other
goals that it has set out to achieve.

Delaware. This has allowed us to reach out to
more families.
What are the major challenges you are
currently facing? I believe that MACPAD is
facing a few challenges at this time, but the
biggest issue will be determining the focus and
direction that the organization will take over the
next phase. Now that the NPKUA has been
formed, we need to determine what we see as
our role and how we can continue to have a
positive impact on PKU.

Thanks, Judy for all you have done for MACPAD!
………………………………………………………………
Happy October Birthdays

What is your vision for MACPAD over the
next several years?
I’d like to see MACPAD continue to expand in
the Mid-Atlantic area so that more families can
benefit from the events and meet other families
dealing with PKU. I’d also like to see added
focus on holding local events for teenagers and
adults with PKU and on providing support for
new families.

Name

Mary Catherine
Sophia Vitale
Becca Cutrona
Autumn Sinclair
Skylar Forella
Nia Coles
Roxanne Fox
Tom Donahoe
Lisa Harvell
Cassidy Rogan
Carrie Gehin
Rebecca Ryan
Sean Andrews Morgan
William Singletary
Erica Hardy
Andrew Green
Dria Zenda
Jacqui Iscaro
Nicholas Boras
Jonathon Espinosa
Kyle Michenko
Logan Bumiche
Susanna Weiss
Jesse Johnson Jr
Evan Cabrera
Patrick Dent
Vivian Searer
Kellen Matthews
Quinn Mullen
Lauren Annunzio
Gregory Goodrow
Abigail Roberts
Mic Sheard
Denise Condon

I know that you were involved in forming the
NPKUA. Can you explain why you wanted to
be involved in forming this national
organization? Dr. Ray Stevens convinced me
that a national organization would be the best
way to advance research for PKU treatment.
Although MACPAD had been successful in
raising large amounts of money for PKU
research, the fundraising needed to be taken to
the next level. My intent was to help form a
national organization that would focus on this
goal. If a national organization could help form
and support local organizations, these local
organizations would be able to reach out to
more and more families and corporations to
seek donations for PKU research. In addition,
the local organizations could be brought
together by the NPKUA to form national and/or
regional fundraising events.
The NPKUA
Scientific Advisory Board was needed to allow
the funds that were raised to be used for the
most promising research projects and to
encourage additional research where it is most
needed.
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-Low-protein or store-bought desserts
like cookies

Fresh Thoughts on
Living with PKU
By Virginia Harrison

Know your body and plan for cravings. I bring
an extra snack like a fruit cup or carrot sticks for
that moment mid-afternoon when I need a boost.
On my 12-hour days, I’ll bring something more
substantial like a Nutri-Grain bar for when I get
hungry right around dinnertime. I’ll wait until I get
home to make a quick dinner of frozen veggies
and rice, rather than eating on campus. This
way, I know exactly how many equivalents I’m
having. When I’m closely tracking my phe
intake, I can concentrate better at work and
have more energy for those long days. Even
when I had a cafeteria at school or went to the
library on the weekends, I packed a lunch or
snacks rather than eating out.

When I graduated from college three years ago,
I hardly thought I’d be back in the classroom so
soon. This fall, I’m officially starting a master’s
program at my alma mater, Penn State, while
working for the University full-time. Balancing
work and class will mean I’ll be on campus for
12-hour days twice per week, bringing new
challenges in caring for my PKU diet while away
from my apartment. Relying on some routines
and tips I (and my mother) have used since my
very first days of kindergarten, I think the
semester will go smoothly.
I hope some of my ideas will be helpful as you or
your children prepare for school and managing
the diet away from home.

Spread out formula intake over the course of
the day. PKU studies have shown that children
who drink their formula during the school day get
better grades than those who do not. Personally,
I can tell that drinking my formula midday helps
provide an energy boost in the afternoon and
helps me continue to focus. I can actually feel
my energy increase after taking my formula at
lunch. By drinking three servings a day (one with
each meal), I am providing my body with a
constant supply of nutrients and helping me to
feel full after each meal. When I was in school
and still today, I packed my formula in a
Thermos so it would stay cold in my lunchbox. If
you’re worried that people will ask you questions
about what you’re drinking, a Thermos is solid
and no one can see what you’re drinking. If
anyone does ask, however, it’s always so
important to be open about your diet. Telling
your story is a form of education and awareness
for everyone who doesn’t know what PKU is!

Find some lunchtime staples. I always bring
my lunch to work so that I can closely track my
equivalents throughout the day. When you pack
similar foods consistently, you get a sense for
how many equivalents your lunch will be each
day. As a result, planning breakfast and dinner
are much easier when shopping at the grocery
store! I know my lunch is usually about 10
equivalents each day, so I have room for about
10 equivalents of cereal at breakfast and 20 at
dinner. When I go into the grocery store, I know
what foods are off limits and what can help me
reach my target each day. Some lunch staples I
love:
-Low-protein sandwich with low-protein
cheese or jelly
-Salads (lettuce with two or three
toppings like carrots, peppers, or
onions)

Be social and enjoy meals with your friends.
During the first week of school, my college’s
graduate students had a welcome picnic for my
first-year cohort. I planned ahead, knowing there
would be lots of food at the picnic. I ate a very

-Fruit like banana, peaches, or apples
-Snacks like Ritz crackers or
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Amelia Martin
Brenna Miller
Matthew Bamonte
Brianna Modic
Corbin Mason
Taylor Ann Chandler
Mark Boiko
Jacob Cheek
Will Marvin
Gabriel Vega
Avery Kist
Kassie Brinsfield
Zouri Liverpool
Isabella Cardamone
Brenda Rumbaugh

low breakfast of low-protein pancakes and
packed very low-phe snacks (Rice Krispie treat
and Wise onion rings) to accompany my lunch.
At the picnic, I was able to eat pasta salad,
veggie sticks, watermelon, salad, and Oreo
cookies within my daily equivalent allowance.
Planning your meals ahead helps you to take
advantage of these opportunities to eat outside
your home. Because I went to the picnic and
introduced myself to my fellow classmates, now
at least ten more people know about PKU and
how manageable the diet can be.
………………………………………………………
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……………………………………………………

September Birthdays
Name
Jennifer Jones
Steven Droogan
Amelia Guenther
Angela Kazar
Eric Janda
Batley Clifford
Nicole Gleason
Zachary Borgstede
Kacey Brooke Lloyd
Allyson Deihl
Karen Crutcher
Malachi Aidan Joshua
Sean Jaquay
Bryce Abshire
Evan Zola
Jennifer Payne
Ryan Purcell
Toni Thatcher
Jackie D'Silva
John Spese
Alice K Wells
Kim Hughes
Kimberly Hughes
Benjamin Honey
Josh Hardy
TJ Minner
TJ Forchetti
Mary Buchowski
Bryan Huntley
Jessica Martinez
Zola Simonelli

Date
4
4
5
5
5
6
7
7
7
8
9
9
9
10
10
10
10
11
13
13
13
13
13
17
17
19
19
19
20
20
21

Corey Baiada and niece, Angelina DeCosmo
Corey attends LaSalle High School, near
Philadelphia, PA. The schools philosophy is to
provide a broad and balanced education and
fosters a commitment to service. Quarterly, they
announce “dress down days” (days when
students can wear jeans and not follow the
school dress code) to earn funds for charitable
organizations. Corey decided that MACPAD was
an appropriate charity and entered it on the list
of possible recipients for funds.
Along with support groups for cancer research,
toys for critically ill children and others,
MACPAD was chosen to receive a donation.
Thanks to Corey for caring and all the students
at LaSalle for their support and assistance! We
appreciate all you have done!
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“MACPAD’S OHIO Chapter News

.

You know, every year our walks continue to grow and I just couldn’t be happier! From our families and friends to our
Vendors that come out to show support, we just couldn’t hold such events without everyone! I want everyone to know
how much he or she is appreciated, but I wanted to sincerely thank Monica Cengia, Vitaflo for definitely making my job
organizing these events a little easier. I wish I had some pictures on our Northern Ohio walk to share as we had just as
much fun, however this year, I forgot my camera so I want to apologize for that! Our walk dates for next year will be May
th
th
5 for Northern Ohio and May 19 for Southern Ohio, so mark your calendars! Our next current event that is being
rd
planned is for a Cooking Demo on December 3 , in Mason Ohio. Be on the lookout, we’ll be mailing you information
closer to the event.

I hope everyone enjoys our final days of Summer…… as always if you have a need or an idea, please just let me know!
Shelly Cribbet

Chairperson, MACPAD, Ohio Chapter

cribbets@hotmail.com

(513) 266-5322
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Grandmas Corner
Grandma, Can you share with me how involved the low protein vendors are with the PKU
community?
Irene from Rochester, NY
Yes, Irene, now that summer is gone and we look forward to all the fall events, we can look at one
recent example of the low protein companies provided food, fun and fellowship to attendees of the Weaver Picnic in
Denver, PA. Coordinated by MACPAD, over 150 people came together to enjoy an opportunity to meet old friends, make
new ones and sample delicious food on the low protein buffet. Many dishes
were prepared by MACPAD members.
Vitaflo sponsored the Moon bounce, which is always a huge success.
Parents have a hard time getting the little ones to stop long enough to try
some of the great foods under
the tent provided by Biomarin.
After lunch (and sometimes
before and after lunch) we
wander over to the soft serve
ice cream provided by
PKU Perspectives.

Children get to meet other children with PKU and parents have the opportunity to exchange thoughts and ideas. They also
have the opportunity to select samples of foods donated by Cambrooke Foods and Nutricia while the children
participate in the petting zoo, barrel train and hayrides. and the ever popular pony rides, which were provided by Applied
Nutrition.
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Our family also loves to attend as many PKU
Conferences as possible. We have traveled to
many states and have always come home with
new information, new friends and lots of great
samples from the many vendors that display
their products.
They all give us great
information and samples of their products so we
can try them without the expense of buying them
first.
Cambrooke Foods also has a great
school lunch program that helps the families and
the schools provide the low protein food our
children and grandchildren need.

November Birthdays
Name
Christopher Shadbolt
Mary Kate Zimmerman
Alicia Hawkins
Bobby Griffith
Michael Montague
Emma Humphrey
Conor Goodrow
Gage Fowler
Michael Grant
Victoria Cooker
Kaitlyn Heckers
Felecia Scianna
Mikayla DaRocha
Alyssa Rovansek
Caitlyn Nicole Bove
Grace Heffernan
Kyle Gilliano
Vincent Brown
Brittany Collins
Garrett Hillegas
Angel Culver
Sean McGaughey
Jaylania Baez
Beatrice Jones
Terri Wagner
Brianna Longo
Jessica Pochily
Lori Watkins
Michael Bibbo
Bob Chesco
Lori Baty
John Harrison
Leah Cabrera
Axelluis Vazquez
Hannah Cribbet
Ella Stokes
Johnny Supsic
Sadie Mae Fisher
Shannon Gearhart
Tim Strawser
John Riordan
Kellen Brown
Melissa Stagni
Mario Sayegh
Noah Honeycutt Clifton
Nia Young
John Adams
Sadie Esh
Robert Cockerham
Scott Bechard
Jordan Sassone
Noah Delp
Kainah Killough
Declan Walsh
Lauren Bibbo
Gracianna Bello
Justin Duffin
Colin Nicoli
Kolby Thornton
Dominic Donatucci
George Mularadelis

We as a PKU community benefit greatly from
the generosity of the various Low Protein Food
companies and vendors at our many events. I
hope you all take advantage of the many great
programs that are available to you and have fun
in the process.

Grandma
………………………………………………………
Below is the new Chairman of the Weaver
Picnic and the new MACPAD Central PA
Chapter Chairman-Kristen Upschulte.

Chloe, recipient of the 2011 quilt.
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5k Race and 1 mile fun walk in New Jersey
On Sunday, May 22, 2011 at Somerset County Park in East Millstone, NJ, over
100 racers enjoyed a beautiful day in a gorgeous setting to raise awareness
about PKU and raise funds for a cure. Look at the happy faces!
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Join Chef Jeff Masse for an afternoon of
hands-on cooking the low protein way!
Racers enjoyed a DJ, Bouncy, face painting and
thrived on the competitive spirit. Awards were
st
rd
presented for male and female, 1 , 2nd and 3
place as well as 5-year age groups.
………………………………………………………

You will take away useful cooking and
nutritional tips as well as a variety of easy
and delicious recipes for all members of your
family to enjoy
Hear Christie M. Hussa, RD, LDN, MBA of
Children’s Hospital of Philadelphia speak
about nutrition and medical therapy for PKU.

December Birthdays

Name
Michael Gannon
Debbie Colyer
Dominic Calabrese
Jeff Klumpp
Ryan Schaller
Evelyn Spayd
Aedan Hardie
Alexander Jones
Dianne Fox
Karen Martin
Nicholas Keenan
Brendan Dockery
Hannah MacLachlan
Gianna Jacob
Dominic Calabrese
Amanda Ambrogio
Victoria Gorman
Rachel Alyssa Mulligan
Dana Tyree
Jeffrey Larson
Owen Kist
William Forsythe
Susan Hu
Lily Grim
Matt Gubenski
KaBriana Jenkins
Mylee Malone
Peter Pellegrinelli
Ace Johnson
Natalie Doebley
Damica Agnelli
Tyler Paul Petersheim
Francesca Paterno
Kaleigh Cunningham

When: Saturday, October 15, 2011
10:00 am – 2:00 pm
Low Phe lunch will be provided

Day
1
2
2
3
4
5
6
6
6
7
7
7
9
10
12
13
14
15
18
19
21
23
23
24
24
24
26
27
29
29
30
30
31
31

Where: RWJ Hamilton Center for
Health and Wellness
3100 Quakerbridge Road
Mercerville, NJ 08619
609-584-2159
All individuals with PKU and their families
are invited to attend. There is no coat for this
special event.
This event is not appropriate for children
under the age of 10 years old.

Space is limited! Due to space limitations, there
is a limit of 2 people per family.
To reserve your space, visit
www.pkuevent.com/pri to register or call 800396-9577.
This event is sponsored by Biomarin.
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Vitaflo USA PKU Product Range: Same Great Products, Great
New Look!
Vitaflo USA is excited to introduce a fresh new look to our range of specialized
products for PKU! Vitaflo recognizes that a protein substitute should not only meet
individual nutrition needs, but also appeal to those who take them on a daily basis.
We believe our updated packaging fits the busy lifestyles of all individuals with
PKU, while providing flexibility to take your formula whenever and wherever –
work, school or out with friends.
While the packaging of Vitaflo’s PKU products are updated with a fresh new look, the formulas remain the
same nutritionally. Each product is still available in dose related packaging for easy and convenient
preparation. You will also notice that the PKU logo on the individual product packaging is smaller and
more discreet, while the outer box contains a larger logo to help avoid any mix-ups with other products.
Available now in its updated packaging, the PKU Cooler range is perfect for kids, teenagers, young
adults, and parents who are on-the-go or away from home. PKU coolers are ready-to-drink, come in
various pack sizes to meet your daily nutrient needs, and are available in four great tasting flavors – Red,
Orange, Purple & White. The coolers are nutritionally acceptable for individuals 3 years of age and older.
This October, the PKU gel packaging will have a new child-friendly design and come in easy to open and
pour streamline packets with 10 grams of protein equivalent per 24 gram packet. Available in orange,
raspberry and unflavored, PKU gel is suitable for children 12 months to 10 years of age.
The new PKU express package will make its debut this December and is very similar in design to the
PKU coolers. However, the powdered product will still come in the same 25 gram packets with 15 grams
of protein equivalent. Flavor options for PKU express include orange, lemon, tropical and unflavored, and
is appropriate for individuals 3 years of age and older.
In addition to the already great tasting flavor options available for PKU gel and express, be sure to also
check out the Vitaflo Gel & Express Recipe Book to get many more easy and fun ideas for preparing a
variety of formula flavors by using simple ingredients that can be found at any local grocery store. Recipe
options range from tropical cocktails and bubbly ‘fizz’ drinks to delicious fruit smoothies and desserts. This
offers a more interactive and creative experience by allowing you or a child to follow a recipe book and
experiment with different flavors to meet your specific taste preferences. With over 16 recipes available
for each of these powdered formulas, you are sure to find something you like! You can view and print the
full recipe book in PDF format on our website at www.VitafloUSA.com - go to the ‘Resources’ tab and
click on ‘Recipe Book’.
Also, don’t forget to join us on Facebook at www.facebook.com/vitaflo to give us your feedback about the
new look for Vitaflo’s PKU products! For more information or to obtain samples of Vitaflo’s PKU gel,
express or cooler products, please contact your local Vitaflo representative or call 1-888-VITAFLO.

Save the Date Saturday, April 28, 2012! A low protein cooking demonstration
in Middlefield, OH with Malathy Ramanujam of Taste Connections. Sponsored by
Vitaflo there will be a free hands on , all day workshop for ages 6 and above. You’ll learn how to make
tasty, economical and delicious foods. For more information or questions, contact Monica Cengia
monica.cengia@vitaflousa.com or 937-760-1985. Lunch included!
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MACPAD’S Kids T-Shirt Contest!
Announcing the first ever “design a T-shirt contest” for kids 6-13, who have PKU or an allied
disorder! The design will be on the MACPAD 2012 T-shirt to raise awareness of PKU in a
supportive & creative manner. The contest will run from September 15, 2011 to November
15, 2011.
Hey, Kids! Do you want to show your support for PKU? Are you creative? Do you like to draw? If you do, we
would like to invite you to be a part of the 2012 "MACPAD PKU Awareness T-Shirt Contest." But, before you start
to create your entry, be sure to read all rules carefully!
The winning entry will be announced on MACPAD’s website and in the March edition of this newsletter for the community
to view. Winners will also receive a free MACPAD 2012 T-shirt with their design and $100

CASH!!!

Who May Enter?
Each entry must be the work of one individual. Children are welcome to enter up to three designs but must fill out a
separate entry form with each design.
The "entry form, below MUST be completed and attached to back of each mailed entry or included in the email if you
choose to electronically send your entry. Photocopies of the entry form may be made.
We want to display the winners on the MACPAD Internet web-site (www.macpad.org). To legally do this, we need the
permission from a parent or guardian of the child creating the work. Therefore, please be sure that one of your parents or
guardian signs the entry form where indicated.
Artistic Guidelines:
T-shirt designs are to be created on plain, unprinted white 8 1/2 x11 paper and can be created using pencil, ink, markers,
or crayons. You must include the acronym, MACPAD in the design and the year 2012. You may also include a positive
phrase that shows your support for PKU. MACPAD reserves the right to add or remove phrases.
How Can You Enter?- (Option 1) mail your entry, along with the entry form below to MACPAD, P.O. Box 6086,
Lancaster, PA 17607, no later than November 15, 2011. (Option 2) Email your scanned design, along with the
information on the below entry form to info@MACPAD.org by the same date. *Please be sure to keep your
original design in a safe place in the event that it is needed when transferring your design to a t-shirt!
All entries will be judged by a committee of five judges created solely for the purpose of this contest. Winner will be
st
notified by phone by December 1 , 2011 that his/her design was chosen as our 2012 winner.

//////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////////
2012 “MACPAD PKU Kid’s T-Shirt Contest" ENTRY FORM
Name _____________________________________ Age ________
Address _____________________________________________
City __________________________ State ______ Zip Code ________
(Phone (_____)____________________Email___________________
Clinic ___________________________ (We will mail a T-shirt to the winner’s clinic to display!)
PARENTS! SIGN HERE to indicate that you approve the displaying of your child's entry on the MACPAD web-site.
___________________________________________________________________________
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