A letter from the President
Happy fall to everyone and thank you for another wonderful MACPAD year. We have been so blessed to have so many
enthusiastic volunteers working so very hard for our loved ones with PKU! Each of you, in your special way, has been a
contributor to MACPAD’S continued success. Giving of your time and talent has been a truly special gift and is very much
appreciated.
As the seasons change, some changes are occurring in MACPAD. Virginia Harrison has been elected to our Board of
Directors, Virginia has been writing “Fresh Thoughts” for our newsletter for several years.
Let me introduce you to our newest Board member- Virginia Harrison
It may be hard to believe that Virginia Harrison is thankful to have PKU in her life. But the 22-year-old native of
Flourtown, PA, thinks that she may not be as successful as she is today without its influence. “I would not have the
same sense of responsibility, discipline, work ethic, and self-confidence that I have today if I didn’t have PKU,” she
says. “I learned these values through staying on a strict diet and understanding the consequences if I didn’t. I have
never tried to hide my PKU from anyone. I have always embraced PKU and felt that it made me unique rather than
different.”
Virginia is the newest member of the MACPAD Board of Directors, joining in October 2009. This is her first real
volunteer experience in PKU research and fundraising. She graduated with two degrees, one in journalism and the
other in history, from The Pennsylvania State University Schreyer Honors College in December 2008 after threeand-a-half years. After accepting an internship with Penn State’s Office of Development Communications in State
College, PA, in May 2009, she was officially hired in the same position in September 2009. Her first full-time job
mixes her passion for writing with her interest in helping others through fundraising in higher education. She hopes
to learn many new writing and fundraising skills that she can bring to the PKU community by volunteering with
MACPAD.
It wasn’t until college graduation that Virginia considered making nonprofit work a career. A high school athlete in both soccer and basketball,
Virginia wanted to pursue sports journalism in college. She spent every college semester on the sports staff at The Daily Collegian, Penn State’s
student newspaper, as a writer and editor, serving as head sports editor her final semester. However, reflecting on her college career made her
realize how important PKU has been in her life. “PKU was never a burden for me, but simply another facet of life,” she says. “Of course at times it
was frustrating, but I know I can handle anything that life throws at me because I have been able to handle PKU. I want to give back to the PKU
community and help others who don’t view PKU so positively.”
Behind her success also comes a vital support system. Her mom, Sue, has always cooked and baked exceptional low protein foods like veggie
burgers, pizzas, birthday cakes, and much more, while her dad, John, has adopted some of his favorite recipes – gumbo and jambalaya – for PKU
diets. Thanks to her parents, cooking and baking is now one of Virginia’s favorite activities. Her brother, John, also has PKU and has found his own
success with the diet. The college sophomore is in his second year as the starting quarterback for Franklin & Marshall’s football team, and he
already has earned Centennial Conference Player of the Week honors. Her family and friends have been an important influence in building her
confidence.
“PKU has shaped me in so many ways,” she says. “If you view PKU in a negative light, it will become a limitation. If you view it positively, you can
make the most of its influence in your life.”

Also, Judy Griffith has resigned as Vice President of the National PKU Alliance (NPKUA) but will remain on the MACPAD Board of
Directors. Judy has worked tirelessly as a member of the formation team of NPKUA and assumed many roles as their Vice
President.
To maintain continuity and have representation on the NPKUA Board, I have appointed Matt Bamonte as the MACPAD
representative. He will be officially elected to the MACPAD Board of Directors at our February Board meeting. Matt has been a
corporate consultant for Corporation Service Company for 10 years. He and his wife, Noelle, have a 5 year old son, Matty, who has
PKU and Tommy, who does not. Matt and Noelle have been very active in MACPAD (Matt’s wife, Noelle is the Delaware Chapter
Chairman), have chaired events such as golf tournaments, dinners and picnics. Matt is anxious to assume his role as a NPKUA
Board member, representing MACPAD.
The MACPAD Board continues to strive for excellence and achievement to advance developments in PKU research and
awareness. Our newest changes are seen as productive and positive.

Sharon Johnstone, President
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FRESH THOUGHTS ON LIVING WITH PKU
By Virginia Harrison
Late in the afternoon, I saw my boyfriend, Joe, sauntering toward me in his loose-fitting jeans and casual button-down
shirt, sunglasses propped upon his forehead. I couldn’t stop smiling. He had traveled 45 minutes from a friend’s house
to join me for a few hours at the MACPAD Fall Fest. I grabbed his wrist and went from table to table, showing him low
protein crackers, pasta salad, and formulas. Once I finished my tour, Joe paused. “I am so proud of you,” he said with
a sincere smile. Then he cocked his head to the side, as if deep in thought, and said: “In the four years I’ve known
you, you’ve never made anyone feel sorry for you for having PKU.”
I had never really thought about it, but I could have easily spent my life complaining about how I’ve never tasted ice
cream or chicken. Of course there were moments of frustration. But when people said they felt bad that I couldn’t eat
ice cream, I always said: “Well, sorbet and sherbets are pretty good, too. You should try them sometime.” (My mom
even says she prefers sorbet to ice cream.) And the low protein foods and formulas available at the PKU Fall Fest on
October 3, 2009, are evidence that more and more options are available for PKU patients to be excited about every
day. Truly, with every new product comes less of a reason for us with PKU to feel sorry for ourselves.
My highlights from the Fall Fest in Wyncote, PA, start with Brenda Winiarski’s Cook for Love recipes. Her soft pretzels
tasted delicious and looked like ones bought from a supermarket. I also loved the snickerdoodle cookies her daughter
baked for the event. Most of all, I appreciated the attitude she espouses in developing and making PKU foods. At the
event, a little girl wanted to try a cookie from Brenda’s table. The girl’s mother told her she wasn’t allowed to try the
cookie, presumably because she didn’t have PKU and the mother assumed the low protein foods should only be given
to PKU children. Brenda immediately told the mother and child that she could try a cookie because the philosophy of
Cook for Love is to make foods for the entire family. I think creating and teaching your children to make low protein
foods for everyone, not just PKU patients, is important. For example, my mom prepares lots of food for tailgates after
my brother’s college football games. (He is the starting quarterback at Franklin & Marshall College and also has
classic PKU.) The potato salad and fluff pudding are low-protein recipes, but my parents and our tailgate guests eat
them, too. Of course my parents did not stop eating high-phe foods when we were born, but low protein foods were
part of every meal. Sharing low protein recipes with everyone not only provides a sense of inclusion, but also makes
people realize that there are delicious eating options. This builds a positive outlook on caring for the diet.
Secondly, I was amazed at the different formula options available at the event. I especially liked PhenylAde 40 adult
formula from Applied Nutrition. It could be mixed with Snapple or any cold drink, and the formula taste was barely
there. I am happy with my current formula (Phenyl-Free 2) because of the plethora of vitamins, minerals, and calories
it includes, and I have never had issues transporting the formula to school or work in a Thermos. However, it was
encouraging to see the many different options available from each PKU company for those who are looking for formula
options. I don’t remember having that many options (if any at all!) eight years ago at my first MACPAD conference.
Dr. Denise Ney, who spoke at the festival, discussed her research into Glycomacropeptide (GMP), a byproduct of
cheese whey. It is the only known form of protein naturally phe-free. The potential for this product to become formula
replacement is very exciting. Although I did not get to try any of the GMP products at the event, I am very eager to try
some in the future.
I look at all of these options as incredible encouragement for those of us with PKU. Even outside of the PKU
community, awareness and sensitivity for special diets is growing. It is rare nowadays for a restaurant not to honor
special order requests. With all of the vegetarian/vegan, low-cholesterol, gluten-free, food allergies, and other special
diets out there, you can know you are not the only one making special requests. I have also found it very easy to go
through Better Homes & Gardens and Ladies’ Home Journal magazines for recipes and adapt them to low protein
diets by leaving out nuts or dairy add-ons. Now that I am living on my own, I make at least one or two recipes from
Virginia Schuett and Dorothy Corry’s Apples to Zucchini cookbook each week. I even cook low protein meals for Joe,
and he loves them. I know after finishing those low protein meals, he doesn’t feel sorry for me either.
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UP CLOSE AND PERSONAL
Getting To Know You…Jill Ambrogio
An active, involved Board Member is Jill Ambrogio. Jill is the first Chairperson for the MACPAD New Jersey Chapter.
She is married and the mother of two sons and a daughter, Amanda, who has Classic PKU. In addition to being a
working mom, Jill puts lots of energy into her role of chairperson, planning programs and activities for New Jersey
families. She brings much knowledge and enthusiasm to the Board.

Jill, how has PKU impacted your life?
PKU has impacted my life for the last 13 years. Prior to that, I did not even know what PKU was. I have a
daughter with classic PKU who was diagnosed at one week old. Having a daughter with PKU has made
me more aware and sensitive to all of the things we might take for granted on a daily basis - our health, our diet, and
“being different," being an advocate, and being resilient. I am also thankful for science. I can't imagine the
consequences if my daughter would have been born prior to the 1960's and not have been diagnosed and started on
diet immediately. I am also amazed at the strides we have made over the last ten years with new foods to help with
the diet and new products to help with the treatment, and maybe someday, even a cure for PKU.
So then how has PKU impacted the lives of those in your family?
My daughter has a twin brother and a younger brother, neither of who have PKU. They are just as
knowledgeable about PKU as my husband and I, and they explain it to their friends when the opportunity arises. From
a family perspective, we are always looking for new food items that our daughter can eat, and try to match them with
our family dinners. We have a taco night that includes chicken and beef tacos, but also veggie tacos. We also have a
pasta night, a grill-out night (hamburgers and Camburgers), eat-out night where the boys get pizza and the girls get
Saladworks, and the always popular "left over" night. As a family we have also become better volunteers and fundraisers - from selling PKU bracelets at the school to working at our chapter PKU events. All of our family and friends
know that every spring we will be talking about PKU!
How did you hear about MACPAD and how did you decide to join MACPAD as a Board Member?
We have lived in three separate states since our daughter was born, Connecticut to Massachusetts to New
Jersey. In both Connecticut and Massachusetts there were great PKU support groups that we joined. However we
were not able to find a local support group for PKU when we moved to central New Jersey. I was already on the PKU
listserv, so I sent out a request looking for support in our area. Sharon Johnstone saw my request and introduced me
to MACPAD. I was instantly interested in joining and asked how I could get more involved. The timing was perfect.
MACPAD was considering the creation of local chapters to better meet the needs of the PKU community, and there
was a need for a chairperson in NJ. I sent my resume and was accepted.
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Getting To Know You…Jill Ambrogio continued

Jill, what main focus and/or goal did you have in mind when you decided to serve the entire PKU community
by participating on the Board?
As a Board Member, I am able to identify the needs of our PKU community at a local level and have the
resources to meet those needs. I also have a vote as to where and how funds that are raised are distributed and used
to help the PKU community. By being part of the Board, I have learned more about the PKU community on a national
level - who the scientists are who are working on PKU and what other PKU programs exist. And lastly, I've also
learned more about the allied disorders that are also part of MACPAD.
In the next five years, how do you envision MACPAD growing regionally, nationally and locally?
Over the next five years, I see MACPAD growing at all three levels - locally, regionally, and nationally. With
the new local chapters of MACPAD we have already seen growth through the numerous local programs and
fundraisers that have been implemented. But there is room to grow and to learn. We are sharing best practices
across the chapters and comparing notes/lessons learned from our programs. As awareness increases, I expect more
involvement at the local level and more funds generated for PKU research. As the local chapters grow, MACPAD's
regional influence will also grow. MACPAD is already one of, if not the largest, generator of funds for PKU research.
MACPAD will be able to leverage their growth at a regional level by sponsoring larger initiatives, e.g. PKU
conferences, community newsletters, National PKU Awareness programs, etc. MACPAD is a charter member of the
National PKU Alliance organization, and will be a large contributor on a national level as well, helping drive national
initiatives, such as better healthcare coverage and reimbursement for people with PKU.
What has been your most rewarding experience with MACPAD, Jill?
There have been two very rewarding experiences with MACPAD. The first was my involvement in MACPAD's
10th Annual Conference - A Decade of Discovery - held in August of 2008. Working with MACPAD’s then-president,
Judy Griffith, I took on the responsibility of working with the faculty members who were speaking at our conference.
This was a great opportunity for me to learn who the players are in PKU research and what they are currently doing.
We are so lucky to have brilliant scientists working on a variety of needs for the PKU community - Dr. Ray Stevens
who is working on new treatments for PKU, Dr. Barbara Burton who also works on new treatments and is involved as
an investigator in clinical trials, Dr. Stephen Hunter who is working on maternal PKU, and Dr. Denise Ney who is
working on food alternatives to make the PKU diet more palatable.
The second most rewarding experience was just this last May. As a New Jersey chapter, we hosted our "2nd Annual
PKU Mania at Miele" event in Princeton, NJ, for National PKU Awareness month. I welcomed the group
and introduced the agenda for the day to kick off the event. I then handed the floor over to my daughter, who got up in
front of the group and gave her perspective on what it is like to live with PKU and how to manage the diet. She talked
about working with her school's cafeteria so she could have a hot lunch like the other kids. She explained how to
prepare for parties or special events to be sure that there are PKU-friendly foods available. I was so proud of her.
She has not only overcome the challenges of living with PKU, but she has embraced them. She loves to talk about
why she is special. She is proud of the fact that she is a vegan, and takes every opportunity that she can to educate
people about PKU. Given her daily struggle with a very restricted diet, we learn more from her each and every day.
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UP CLOSE AND PERSONAL
Introducing: A new book about life with PKU
“Our Life’s Experience” A mother tells about her life with 2 daughters, both with PKU,
1 undiagnosed who is mentally challenged, and the other who was diagnosed, follows diet
and is a mom and educated as a school teacher and how this has affected her family’s life.
Anna once wrote “…Esther’s life is not in vain. Yes, she and the whole family have many
frustrations because of the disability but she has been a great blessing. Her life could be
different and we want to let others know that, yes, the diet is worth the effort it takes. We
know because we have the treated and untreated”…
For the past 22 years, the Anna and Harvey Weaver family have graciously welcomed PKU
families, in the central PA area, to their home to enjoy an annual picnic with a variety of
wonderful activities and a delicious low protein buffet. Now, thanks to the support of Vitaflo,
Applied Nutrition, Cambrooke Foods and MACPAD, Anna’s story has become a book!

”

“Our Life’s Experience is available from MACPAD for $10.00. Contact
www.info@MACPAD.org to order or mail payment to MACPAD, P.O. Box 6086, Lancaster,
PA 17607- note Anna’s Book on the memo line.
…………………………………………………………………………………………………………

United Way

We have arranged with the United Way of Southeastern Pennsylvania, the United Way of Lancaster
County, PA, the United Way of Blair County, PA, and the United Way of Allegheny County, PA to be
eligible to receive contributions through their Donor Choice programs. To make a donation to MACPAD
through the Southeastern Pennsylvania United Way specify Mid-Atlantic Connection for PKU and Allied
Disorders (I.D. #12456) in their donor choice program. In Lancaster and Blair Counties, they do not issue
I.D. Numbers so you just specify Mid-Atlantic Connection for PKU and Allied Disorders. To make a donation
to MACPAD through the United Way of Allegheny County specify Mid-Atlantic Connection for PKU and
Allied Disorders (I.D. #1529919) in their donor choice program.
We have also received donations through the United Way of Delaware, United Way of New York City,
the United Way of Pioneer Valley (Massachusetts), and the United Way of Central New Jersey. We
have completed the necessary paperwork for each of these United Ways to allow you to donate to
MACPAD through their donor choice programs. Just specify "Mid-Atlantic Connection for PKU and Allied
Disorders, Inc." in their donor choice program
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HOPE FOR THE FUTURE
How do medicines, like Kuvan®, get approval from the FDA?
Elaina Jurecki, MS, RD
Nutrition Specialist
BioMarin Pharmaceutical Inc.
September 28, 2009
You may have heard that Kuvan is the first and only medicine that
was approved by the Food and Drug Administration (FDA) for the
treatment of Phenylketonuria (PKU). But what is the FDA approval
process for medicines? Do medical foods go through the same
process? We will discuss these important questions right here.
The FDA is an agency of the United States Department of Health
and Human Services which is responsible for the regulation and
safety of items including foods, dietary supplements, vaccines, and
medications.
A law passed in 1994 mandated that the FDA define dietary
supplements as “foods” rather than medications. As a result of this
law, medical foods and formulas fell under the category of “dietary
supplements” or “foods” and were no longer subject to the same
strict approval process for medications
New medicines, such as Kuvan, receive extensive scrutiny before
obtaining FDA approval. The goal of this approval process is to
ensure that the medicine is safe and effective in its proposed use,
that the benefits outweigh the risks, and that the medicine is
properly labeled and is manufactured to maintain the purest quality.
A new medicine will first be tested on animals to determine how
safe and effective it is for treating a specific condition. The next
step is to conduct clinical trials where the medicine is tested in
people. There are three phases of clinical trials required by the
FDA in order to receive approval. The first phase is focused on
safety, making sure that the medicine is not toxic. The second
phase addresses dosing which determines the amount of medicine
needed to treat the condition. The third phase compares the safety
and effectiveness of a new medicine against a placebo (sugar pill),
or the current standard of care. Usually this is done in a blinded
fashion so that neither the investigator (a doctor) nor the patient
know who received medicine or a sugar pill during the trial After the
completion of the third phase, the FDA will evaluate the results and
grant or deny approval of the new medicine. The FDA receives
thousands of new medicine applications each year, but very few
receive approval.
Kuvan was among a small number of medicines approved in 2007.
Let’s discuss now the reasons why Kuvan was approved.
BH4 is a natural compound found in your body that was discovered
by scientists more than 40 years ago. Scientists found that BH4
helps the enzyme phenylalanine hydroxylase (PAH) convert the
amino acid phenylalanine (Phe), found in many foods, into another
important nutrient, Tyrosine. In PKU, the PAH enzyme isn’t working
well, allowing too much Phe to build up in the blood, which can
affect brain function if left untreated.
Kuvan, which is a man-made version of BH4, functions just like the
body’s BH4 and increases the activity of the PAH enzyme. In other
words, the PAH enzyme that isn’t working “wakes up” with Kuvan
and begins to process Phe into Tyrosine, lowering Phe levels in the
blood. After doctors discovered that BH4 helped lower blood Phe
levels in a few PKU patients, they then had to demonstrate that the
medicine was safe and effective in a larger population in order to
receive FDA approvalKuvan, which is a man-made version of BH4,
functions just like the body’s BH4 and increases the activity of the
PAH enzyme. In other words, the PAH enzyme that isn’t working
“wakes up” with Kuvan and begins to process Phe into Tyrosine,
lowering Phe levels in the blood.

After doctors discovered that BH4 helped lower blood Phe
levels in a few PKU patients, they then had to demonstrate that
the medicine was safe and effective in a larger population in
order to receive FDA approval.
Clinical trials for Kuvan began in 2005, which included over
500 individuals with PKU across the US, Canada, and Europe.
The first study identified 89 of 500 PKU patients who
responded to Kuvan therapy. This group of Kuvan responders
was then randomly divided so that half of these patients
received Kuvan and the other half received a sugar pill. After
six weeks of therapy, blood Phe levels were compared
between the two groups and those that received Kuvan had
significantly lower blood Phe levels compared to those that
received the sugar pill. Furthermore, there were no differences
in the number or types of side effects between the two groups.
In a follow-up study, doctors compared Kuvan to a sugar pill in
about 45 children, 4 to 12 years of age, who were controlling
their blood Phe levels with diet. Again those taking Kuvan had
significantly lower blood Phe levels compared to those taking a
sugar pill, and there were no differences in the number or
types of side effects between the two groups. Not a single
participant had to drop out of the study because they couldn’t
tolerate Kuvan. After these initial investigations, many of these
individuals continued to be closely monitored. After
approximately 2 years of follow-up, Kuvan continued to safely
and effectively maintain low blood Phe levels.
Kuvan was granted approval by the FDA in December, 2007
for use in people with PKU of all ages who respond to the
medicine.
Since then, Kuvan continues to be evaluated in its use for the
treatment of PKU. This is considered the fourth phase of
clinical trials, which is typically conducted on medicines after
receiving FDA approval. There is currently a study underway to
assess the safety and efficacy of Kuvan in infants and children,
0 to 6 years of age. These participants will be followed for
seven years to closely monitor their developmental progress
and growth while on Kuvan therapy. There is also a registry
where clinical data obtained by participating clinics on their
PKU patients is entered into a database. This database
includes information pertaining to all aspects of their patients’
care, and will be very useful in monitoring the management
and outcome of their treatment. There are many studies that
are being conducted by doctors across the country to
determine the impact of Kuvan treatment in PKU. There are
studies that are looking at psychological issues, nutritional
status, bone health, developmental progress, and much more
in PKU patients taking Kuvan versus those that are not on the
medication.
In summary, the process for obtaining FDA approval is
designed to ensure the safety and efficacy of the medicine. In
the case of Kuvan, multiple studies served to demonstrate the
safety and efficacy of Kuvan in treating PKU. The FDA
carefully reviews the data before and after the medicine is
approved. As a PKU community, we will continue to learn more
about how Kuvan can help people with PKU. This is an exciting
time; the treatment of PKU is evolving and improving to allow
people with PKU to reach their full potential.
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``SOMETHING

NEW FROM VITAFLO

Fall into Flavor with Vitaflo and catch up on the Latest News with VitaFriends!
The cool and crisp days of autumn are upon us, and we are surrounded by the familiar sights, sounds and smells that make this
season so extraordinary! Trips to the pumpkin patch, hay rides and apple picking with friends are all pleasurable activities that fill
the long-awaited weekends and stimulate the senses. With Thanksgiving and the holiday season only a few breathes away, the
stunning orange and yellow leaves that cover the trees will soon fall to the ground and be blanketed with the whiteness of freshly
fallen snow. Apples will be served as warm cider while hints of pumpkin and cinnamon in family recipes fragrantly fill the air.
Vitaflo understands that flavor fatigue may come along with daily consumption of your metabolic formula, so to help combat that
problem and provide you with more choices, we have several options for adding a burst of flavor to your day!
Just in - PKU cooler Red! You’ve just got to taste this one! This is our newest edition to the PKU coolers, which are also
available in great-tasting, Orange, Purple and White flavors. We’ll leave it for you to decide what hints of red flavors you taste as
you guzzle it down! We’re certain it will leave you coming back for more! Not only is the PKU cooler Red a delightful
experience for your taste buds, but it packs a punch of nutrition. This delicious drink is the only ready to drink PKU product
that contains pre-formed DHA! Ring in the holidays with a new PKU Cooler Red!
You can also easily jazz up the Vitaflo gel and express powder products with some fun flavor options. Juice lovers will savor a
variety of flavor combinations by mixing gel and express formulas with an assortment of juices, including apple, grape, orange
(Sunny Delight®) and cranberry. Sports fans and athletes always win big with sports drinks like Gatorade ® - Fruit Punch and
Grape are always a home run!
Just for the fall, we’ve added a special lip-smacking, hand-clapping recipe that gives our PKU express the warm and tantalizing
hints of the popular flavors of the season.

Apple Pie
1 Sachet
Unflavored PKU Express
1 Tbsp
Vanilla Caramel Coffeemate®
Dash
Cinnamon
½ cup
Apple Juice
Shake all ingredients together, and enjoy!
Phe: 9 mg Calories: 179 kcal
If you use an unflavored gel or express powder, you can add instant variety anytime by combining one or more of the Vitaflo
FlavorPacs for an extra splash of flavor – available in orange, lemon, tropical and black current, which you can order directly from
Vitaflo at 1-888-VITAFLO.
Are you a VitaFriend? Join Today!
Vitaflo USA has recently launched the VitaFriends community, which is a direct to patient program used to educate, inform and
communicate with the entire metabolic community. Patients, parents, family members and clinicians are joining our program to
receive e-newsletters and access to:
o Real patient stories
New product news and updates
o Tasty recipe ideas and diet tips
Lifestyle management suggestions
o Useful ideas to improve compliance Information about special events
o Much more!
Since the release of our inaugural e-newsletter (August 2009), the VitaFriends community has more than doubled in size to over
300 members and counting! You can register to join VitaFriends at www.VitafloUSA.com.
Keeping up with the interactive times, Vitaflo is now on Facebook! Many VitaFriends have joined our online community which
serves as an information and support forum to foster communication between our members across the country. We encourage our
Members and others to share their comments, questions, stories and ideas by adding us as a friend on Facebook – search for
VitaFriends!
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MACPAD PKU Awareness Events and Activities
MACPAD Delaware Chapter
The Delaware Group has decided to do something new this year. A few members of this group had met to see how
they can further raise awareness to PKU. Susan Gallagher wanted to have an informational display at a local Bob
Evans in Bear to raise awareness and some funds. Below is her story:

In honor of National PKU Awareness Month in May, a first time Mom and her 15 mo. PKU'er set out to educate as
many people as they could. Susan and Declan Gallagher ventured out on Sunday, May 17th to their local Bob Evans
in Bear, DE (site of his Da-Da's work as a General Manager, Bryan). In order to raise awareness of PKU, they set up
PKU booklets, The MACPAD “Connections” Newsletters, and a letter from Mom with Bracelets and Vanilla Awareness
Ribbon Lollipops for donations. Susan was able to raise $80 for MACPAD!. There was also State of Delaware
Newborn Screening materials and give-aways that pleased everyone. We were able to meet and greet lots of locals
and even someone from Las Vegas. The staff and the Gallagher’s baby-sitter-in-training, Sydney, handed out PKU
Coloring books to young children and BioMarin PKU Info. Booklets were given to the older children to share at their
schools. An excited family recently stopped in to speak to Bryan about the PKU Banner that continued to be proudly
displayed out front of the store during the Month of May: The family of 5 has 2 PKU teenagers and were originally
from Connecticut. At the end of our day, the Bob Evans staff was excited about our visit and asked us to come back
next year with t-shirts for the staff to wear on our weekend visit. By the end of summer, a PKU family from Newark
expressed how pleased they were to see our PKU Awareness Banner up in front of Bob Evans!
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MACPAD PKU Awareness Events and Activities
Friends of Jordan PKU Fund Raiser
May 17, 2009
On May 17, 2009 the Friends of Jordan PKU Fundraiser was held in Bay Ridge, Brooklyn,
New York. This was our first fundraiser for PKU and it turned out to be a huge success.
Bay Ridge is a great family community. Third Avenue is known as “Restaurant Row” Our
fundraiser was held at the Yellowhook Grille. We chose this restaurant for a number of
reasons, first and foremost the kindness of the owners and staff. Drink specials and free
food and music were offered at the fundraiser.
We promoted the fundraiser by placing flyers in the windows of local merchants and
Jordans pre-school. Word of mouth is big in Bay Ridge, where everyone knows someone
who knows someone!
At the door we suggested a $20.00 donation. Some gave more. Some gave for each family member who attended.
Some sent donations if they couldn’t attend. We had a Chinese Auction with about 25 raffles. A dear family friend
solicited donations from local merchants. Gift certificates to local day spas, wine baskets, Yankees tickets and
autographed baseball memorabilia were among some of the baskets. A 50/50 raffle brought in some pretty good cash
also.
The kids had a lot of fun as well. Running around outside in the open area of the restaurant and enjoying kid friendly
hand outs such as paddle balls and bubbles were a big hit.
My expectations for the fundraiser were highly surpassed. At the event, with matching contributions from Johnson &
Johnson and other donations sent directly to MACPAD, we raised over $5000! Pretty Great for our first fundraiser!
Next year is already in the planning. Hopefully, some PKU families from NY and NJ can attend. And, hopefully, my
expectations will be surpassed again!
Diane Sassone

What do motorcycles and newborn PKU babies have in common?

I think we’re
for lunch boys

The answer: Michelle Cribbet, MACPADs Ohio Chapter Chairman! Owners of the Indian Creek Tavern collaborated
with Shelly, 61 bikes and 24 people on a party bus and rode across Ohio roads to raise money for the Ohio PKU
Newborn Basket Program. They participated in a hog roast, raffles and a dunking booth along the way and raised over
$1500 for the newborn baskets! We expect parents with newborn PKU babies to be delighted to receive the baskets!
Lots of fun for a great cause!
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MACPAD PKU Awareness Events and Activities
MACPAD Delaware Chapter
Blue Rocks Game
MACPAD Delaware Chapters Summer Event was sponsored by the wonderful folks from Vitaflo. We had a beautiful summer
day in July, for once not too hot, that started with a wonderful lunch at the Iron Hill Brewery on the Wilmington Waterfront. We
had Veggies, Salad, Rolls (both Low Protein and Regular) with a main entrée of Spaghetti, both Low Protein and Regular. The
“Birds Nest Pasta” and rolls were a big hit; both were purchased by Vitaflo from Dietary Specialties. To complete the meal, we
had some wonderful desserts. Thanks to Taste Connections for donating Brownie Mix, and Ener-G Foods for donating Chocolate
Chip Bars and Cinnamon Cookies. Before we headed to the game, Vitaflo provided snack bags to send with the PKUers. Thanks
to PKU Perspectives and Brother’s All Natural for the dried fruit snacks and Seneca Dried Apples. Everyone gobbled them up.
On the way out, Vitaflo also offered suntan lotion to everyone who attended.
After lunch, we headed to the Blue Rocks Game to cheer on our home team. Even Rocky, the team mascot, made an appearance
to welcome our group. Most of the kids loved it and were giving him high fives.
Special thanks to Monica Cengia from Vitaflo who worked out ALL the details, from calling the Blue Rocks and Iron Hill to
stuffing the bags. She made this event truly enjoyable and such a success that people want it again next year.

2nd Annual PKU Golf Outing

Next came our PKU Awareness and Fundraising Event. We held our second Annual PKU Golf Outing on Sept 10th 2009. All
week long the weather was supposed to make the event a rain out, however the weathermen were all wrong and we ended up with
a beautiful day. We had 69 golfers who enjoyed a BBQ lunch, round of golf and great prizes for first and second place as well as
Longest Drive and Closest to Pin. The golfers even received goody bags (Bags donated by Integrated Benefit Services, Inc) that
included snacks for the day, tee shirts and some great donated items from Wyeth Pharmaceuticals and DE Newborn Screening.
We had a 50/50 and raffle items including Donovan McNabb signed football from Verizon Wireless, Makita Tool Set, Travel Golf
Bag, and Phillies Tickets. Thanks to all our corporate Tee Sponsors and Family Sponsors (listed below) who helped us exceed our
goal this year as well as Biomarin who sponsored the lunch.
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MACPAD Delaware Chapter
American Seaboard Exteriors, Inc
Phil & Jim’s Steaks
Delaware Pediatrics
Pennoni Associates, Inc
North American Benefits, Co
Corporation Service Company
Saddler Family & Friends
Averill & Minner Family

O’Brien Painting and Wallcovering
Cavazzini’s Office Lunch
Integrated Benefit Services, Inc
Mutual of Omaha
State Farm-Connie Barba, Agent
Atmore & Bamonte Families
Handlin Family
Weltman, Weinberg & Reis Co., L.P.A.

Special thanks to Jen Handlin, Mary Pat Saddler and Aimee Averill for making this event a success. It could not have been so
wonderful without their ideas and help. We are getting ready to book the course for next year!!!

University of Delaware Community Day
The MACPAD Delaware Chapter participated in its 1st Annual University of Delaware, Community Day in Newark on Sunday,
Sept. 20, 2009. What a beautiful day it was! There were so many vendors and thousands of people from all over, we even met an
11 -year-old PKU'er who is doing well on Kuvan for the past 5 months! Sally Millbury-Steen and Dr. Dave Smith, two members
from the Newborn Screening Advisory Committee, stopped by to take a peek at the PKU booth. Betsy Voss, Program Director of
Delaware Newborn Screening, was assisting the PKU Awareness table alongside of PKU Mom and Dad, Bryan and Susan
Gallagher. Their son, Declan (20 mos., mod-PKU), came by later that morning to dance to the local band and show off his
NPKUA 2009 t-shirt! Betsy had lots of pamphlets, magnets, highlighters, medicine plungers for infants, and key chains to give
away. Bookmarkers were given out detailing the Federal Legislation Sen. John Kerry is drafting, along with names and web links
of the Delaware Legislatures in the hope to encourage them to co-sponsorship and pass this important Bill. We made contacts
with University of Delaware Professors, Newark High School and Sun Valley High School science departments. They requested
we present the diet management of PKU at the high schools... one of the teachers studies genetic disorders, and has adopted
PKU to educate her students! There was a free raffle for 2 Bob Evans gift baskets and loads of coupons were given out too.

Thanks to everyone for making 2009 so successful. Please contact me if you would like to get involved with the Delaware
Chapter, or have any great ideas for events at mnbamonte@comcast.net.
Noelle Bamonte
MACPAD Delaware Chapter Chairperson
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22nd annual PKU picnic at Weavers Farm in Denver, PA on August 1, 2009
A picture is worth 1000 words!!!!
The hayrides, low protein buffet, pony rides, barrel train, reconnecting with old friends and meeting new ones, admiring the quilt for the raffle or just
enjoying the beautiful day- everyone had a wonderful time! The quilt was won by Nellie Lohmiller of Philadelphia, PA!
Special thanks to The Log Cabin Quilt Shop, 2679 Old Philadelphia Pike, Bird-In Hand, PA 17505 for donating the gorgeous handmade quilt for the
raffle, the Harvey Weaver family who generously allowed us to invade their farm for another special picnic, PKU Perspectives for donating the ice
cream mix, which everyone loved, Applied Nutrition, Biomarin, Nutricia, Turkey Hill and Vitaflo for donating products and samples.
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MACPAD Upstate New York Red Wings Party & Baseball Game
On Sunday August 23, Upstate NY Chapter of MACPAD hosted a New York Red Wings party and baseball game
which was sponsored by Vitaflo USA’s “Formula for Fun” program. We had a wonderful day and although it did
sprinkle for a short time that did not damper the fun of the game. We had a wonderful spaghetti lunch with salad, fresh
fruit, and desserts. The Redwings mascots, Spikes and Mittsy, came by for a visit as well. Each child that required a
low protein diet was given a low protein snack bag with all kinds of great PKU appropriate snacks. We’d like to send a
big thanks to Monica A. Cengia of Vitaflo for planning the event and to Nick Grigg of Vitaflo for attending. In addition, I
would also like to thank our clinical staff from Golisano Children’s Hospital at Strong in Rochester, Eileen Blakely and
Dr. Georganne Arnold for attending. It was a great day! Thank you Vitaflo!

It was “Spaghetti on Sunday”for MACPADs Ohio Chapter….
A new tradition may be developing for metabolic families from Northeastern OH and Southern MI! Forty people met for
th
a relaxing Sunday on September 20 2009 at the Spaghetti Warehouse in downtown Toledo, OH. Ten patients with
metabolic disorders following low protein diets due to PKU, OTC and Methylmalonic Acidemia came. Manager,
Russell Ballew, and his attentive crew allowed the group to spend several hours in the entire lower level of the Italian
restaurant. All enjoyed a leisurely and delicious meal of low protein pasta and bread. Families brought scrumptious low
protein desserts and shared recipes with plenty of extras to take home for lunches. Monica Cengia, Vitaflo USA’s
Consultant Dietitian, made Vita Bite low protein chocolate fondue and a fabulous array of fresh fruits for dipping.
Thanks to Vitaflo USA for arranging for this event via Vitaflo’s Formula for Fun program. Thanks to Dr. James Horner
and Deborah Horner, RD from St. Vincent Mercy Children’s Hospital in Toledo, OH & Sue Lipinski, RD from University
of Michigan Pediatric Genetics for coming and all of their help with the event. Families enjoyed the time together to
meet new friends. See you at another pasta event!
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“MACPAD OHIO Chapter 2009”
Hello Ohio!
Ohio currently has a cooking demonstration lined up for December 5th in Mason, Ohio at no charge, with an overnight
stay at the Wolf Lodge with a discounted rate (stay is optional). This gathering will be a Fiesta of sorts teaching us
how to make low pro tortilla’s with all the fixin’s to include an ice cream! We’re hoping to be able to send you home
with some of the tools and recipes that you’ll need to cook the things you are taught! RSVP is a must, the kiddies will
be welcome. Melissa Bly has always arranged the stay @ the Wolf Lodge for us, we have done this the last two years
and it is really worth it!!! Santa Claus comes that night and the restaurant will be offering low pro food. Thanks
Melissa for all your hard work and arranging for our stay to be so nice!
More information will follow on a Valentine’s Day event to be sponsored by Monica Cengia, Vitaflo @ Buca Di
Beppo in Columbus!
I’m proud to announce that because of Ohio’s Newborn Basket program, we have gained four new members for
MACPAD, Ohio Chapter. I’d like to welcome Miley, Evelyn, Jesse & Eduardo to our PKU family! A special thanks
to Monica Cengia, Vitaflo, this program wouldn’t be possible if it wasn’t for people like her who delivers our scales to
the clinics and for all the people that support this cause. Thank you!
I have an addiction to email and find it very convenient to stay in touch with everyone. Please send an e-mail to
cribbets@hotmail.com with your information if you would like to be on my “mailing” list!
Thoughts? Suggestions?? Idea’s??? An event you would like for me to put on…all ya gotta do is let me know!
Shelly Cribbet
Chairperson, MACPAD Ohio Chapter
(513) 266-5322
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MACPAD Eastern PA Chapter
Fall 2009

Past Events:
The Weaver’s Annual Summer Picnic
It was that time of year again for the Weaver Family’s amazing summer picnic in Lancaster. The children enjoyed train rides,
pony rides, and a playground of fun. While the children played, families were able to enjoy an abundance of low protein foods
and treats, as well as talk with the low-protein food and formula vendors that came for the event. There was even a selection of
fresh low-protein bakery products and treats to purchase, courtesy of Anna Weaver.

MACPAD’s Fall PKU Festival
MACPAD hosted its first ever Fall Festival this year in hopes of raising money for PKU! The event was run by Melissa Doebley
and Virginia Harrison. This was truly one of the best events of the year! There were train rides, a moon bounce, face painting,
pumpkin painting, games for the kids, and tons of food to eat for both pkuers and non-pkuers! Cook for Love, Biomarin, Vitaflo,
Nutricia, Cambrooke, and Applied Nutrition were all in attendance with so many different and new products to sample. A special
bonus for the day was Dr. Denise Ney taking the time to discuss the new option of GMP products that were on hand to try. As a
mom of a little pkuer I decided to try both the milk product and the snack bar and both were delicious! My two year old loved the
milk product she sampled. Lastly, the event had more raffle prizes than I have ever seen! Again, thank you to Melissa and
Virginia for hosting such an amazing event.

Biomarin’s Philadelphia Zoo Day
This event is set to occur on Saturday, October 17th! More information on how the event went in the next newsletter!

Upcoming Event:
Saturday, December 5th - Holiday Dinner & Cookie Exchange at Buca Di Beppo in Exton, Pa
Please join us for an Italian Dinner and Low Protein Holiday Cookie Exchange.
For more information & to rsvp, please contact: Kim DeCosmo – kimdecosmo@hotmail.com

What’s in store for 2010:

 3rd Annual Easter Egg Hunt & Sunday Brunch
 Bread Baking Demonstration - TBD

***Remember the purpose of any event is for families to learn from each other, try new foods, and have fun! Due to the high
prices of many low-protein foods, many families can’t try all the foods they would normally like to purchase. Attending these
events is the best way to sample these foods before purchasing them. We would love to see MORE families at our events so
spread the news and join us at the next event!
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MACPAD Western PA Chapter
Upcoming Event for February 2010
Valentine Celebration Meal
Buca di Beppo Italian Restaurant, RobinsonTown Center
Delicious Low Protein and Regular Meal
Special Valentine Desserts
Fun Valentine Arts and Crafts for Kids
Date to be announced -- More info to come

Sponsored by: Vitaflo USA’s “Formula for Fun” Program
Fast & easy formulas - people “on the go” fall in love with these!

Please send an email to erica_burkarth@hotmail.com with thoughts or
suggestions for an event. Ideas are always welcome on what you
would like to see the Western PA Chapter provide!
Erica Burkarth
Chairman, MACPAD Western PA Chapter
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GRANDMA’S CORNER

Dear Grandma,
Can you suggest some fun activities that I can do with my PKU grandchildren?
Sarah in CA
Dear Sarah, Well now that school has started, we can start thinking about some fun things we can do
with our grandchildren.
First of all, I love making new recipes for my 2 grandchildren with PKU. I like to make them candy
also. I just buy the imitation chocolate (Wal-Mart is a good place to find it in the baking section of
Super Wal-Mart’s.)(the brand is Plymouth Pantry) I go to a store that sells cake and candy supplies
and buy molds and flavorings. I have molds for lollipops for every holiday and molds for candy bars.
I have also made like bon bons where there is a filling in the center of the chocolate. Just recently I
made plain chocolate candy bars, rice krispie candy bars and mint chocolate candy bars. I just melt
the chocolate and before I put it in the mold, I added some rice krispies to the melted chocolate. We
had bought some low protein mint chocolate candy bars for them the last time we went to Publix
market in Tampa and they like them so much, I decided to try them myself. I just melted the
chocolate and slowly added some spearmint flavoring until I thought it tasted good. They loved it. Be
careful and add just a little flavoring at a time. For school lunches they like me to make scooter pies
for them. Just make the cake like cookies and put any filling they might like in the center. These are
very good for school lunches. We have so many low protein cookbooks now; there isn’t much we
can’t make if we just take the time to do it. Be prepared for sometimes putting a lot of work into
making something only to have them say “I don’t like this”. Since we are retired, I have a lot more
time to do things than my daughter does. Making bread for her is saves her a lot of time. I must
admit, I can’t cut fresh made bread into good even sized slices, so my husband went to our local
grocery store and they agreed to use their bread slicer and slice the bread for us. That has been a huge
help.
For Christmas, my biggest project is gingerbread houses. I have always made them for my
grandchildren without PKU, so when Rebecca was born, I had to decide how to make hers. I wasn’t
sure if a small child would like the gingerbread flavor, so I decided that any cookie recipe would do. I
make a batch of cookie mix and roll it out on a cookie sheet. (It usually takes 2 or 3 batches of
cookie batter) I make a pattern for the different part of the house and lay it on the dough. Cut out the
pattern, but don’t remove the excess dough. When it is done baking, you would have the imprint to
cut around and we just use the spare pieces as snacks. I make so many I just use a basic small house
with front/back, 2 sides and a roof. If anyone has any questions, you can email me at:
askgrandmapku@aol.com and I will be glad to answer you. I buy whatever candies the children like
to decorate the house with. This year my grandchildren live in Germany so I can’t give them a house,
but I was thinking that I could make all the pieces for the two houses and carefully wrap them and
send the pieces, the candy to decorate them and the recipe for the icing to hold it together and they can
assemble it themselves as a Christmas project. It is fun to start a tradition that the children enjoy and
will carry on when they are grown.
Grandma
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BIRTHDAY WISHES
SEPTEMBER & OCTOBER
Name

Date

September Birthdays
Jennifer Jones
Steven Droogan
Amelia Guenther
Angela Kazar
Eric Janda
Bailey Clifford
Nicole Gleason
Kacey Brooke Lloyd
Allyson Deihl
Sean Jaquay
Karen Crutcher
Malachi Aidan Joshua
Bryce Abshire
Evan Zola
Jennifer Payne
Ryan Purcell
Toni Thatcher
Alice K Wells
Kimberly Hughes
Jackie D'Silva
John Spese
Josh Hardy
Benjamin Honey
TJ Forchetti
Mary Buchowski
TJ Minner
Bryan Huntley
Jessica Martinez
Brenna Miller
Amelia Martin
Zola Simonelli
Matthew Bamonte
Brianna Modic
Taylor Ann Chandler
Corbin Mason
Jacob Cheek
Mark Boiko
Will Marvin
Gabriel Vega
Avery Kist
Zouri Liverpool
Kassie Brinsfield
Brenda Rumbaugh

Name

Date

October Birthdays
4
4
5
5
5
6
7
7
8
9
9
9
10
10
10
10
11
13
13
13
13
17
17
19
19
19
20
20
21
21
21
22
23
24
24
25
25
25
26
27
28
28
30

Mary Catherine
Sophia Vitale
Autumn Sinclair
Becca Cutrona
Skylar Forella
Nia Coles
Roxanne Fox
Tom Donahoe
Lisa Harvell
Carrie Gehin
Sean Morgan
William Singletary
Sean Andrews Morgan
Erica Hardy
Andrew Green
Dria Zenda
Jacqui Iscaro
Nicholas Boras
Jonathon Espinosa
Kyle Michenko
Susanna Weiss
Jesse Johnson Jr
Evan Cabrera
Patrick Dent
Vivian Searer
Lauren Annunzio
Quinn Mullen
Kellen Matthews
Quinn Mullen
Abigail Roberts
Mic Sheard
Denise Condon
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1
1
7
7
8
8
8
11
12
14
17
17
17
17
18
18
18
19
20
22
23
24
25
25
25
26
26
26
27
28
29
31

BIRTHDAY WISHES
November & December
Names

Date

Christopher Shadbolt
Bobby Griffith
Mary Kate Zimmerman
Alicia Hawkins
Emma Humphrey
Gage Fowler
Michael Joseph
Michael Montague
Michael Joseph Grant
Victoria Cooker
Felecia Scianna
Kaitlyn Heckers
Mikayla DaRocha
Caitlyn Nicole Bove
Grace Heffernan
Alyssa Rovansek
Kyle Gilliano
Vincent Brown
Garrett Hillegas
Brittany Collins
Garret Hillegas
Angel Culver
Sean McGaughey
Brianna Longo
Terri Wagner
Beatrice Jones
Jessica Pochily
Michael Bibbo
Lori Baty
Lori Watkins
John Harrison
Hannah Cribbet
Axelluis Vazquez
Hannah Rae Cribbet
Leah Cabrera
Johnny Supsic
Sadie Mae Fisher
Shannon Gearhart
Ella Stokes
John Riordan
Melissa Stagni
Kellen Brown
Tim Strawser
Mario Sayegh
Noah Honeycutt Clifton
Nia Young
Robert Cockerham
Sadie Esh
John Adams
Kainah Killough

1
2
2
2
3
3
3
3
3
5
6
6
8
9
9
9
10
11
12
12
12
12
13
14
14
14
15
15
15
15
16
17
17
17
17
18
18
18
18
19
19
19
19
20
20
21
22
22
22
26

Names

Date

Noah Delp
Declan Walsh
Jordan Sassone
Scott Bechard
Gracianna Bello
Lauren Bibbo
Colin Nicoli
Justin Duffin
Colby Thornton
Kolby Thornton
Dominic Donatucci
George Mularadelis

25
26
23
23
27
27
28
28
29
29
30
30

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

1
2
3
4
5
6
6
7
7
9
10
13
14
15
18
19
21
23
23
24
24
26
27
29
30
30
31
31
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Serving the PKU Community for 11 years, with chapters in: 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
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President - Sharon Johnstone

Paulette Watson

Vice President- Ken Barton
Secretary - Carol Barton
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Treasurer- Robert Johnstone

Uncle Henry’s Pretzels, Susan
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Gallagher, Jennifer Devaney
,
Cambrooke Foods, Virginia

Jill Ambrogio, MACPAD NJ Chapter
Daniel Dunkle, Finance

Harrison, Diane Sassone, Noelle

Noelle Bamonte, MACPAD Delaware Chapter

Bamonte, PKU Perspectives

Lori Commisso, MACPAD Upstate NY Chapter

Margaret Lunt, Applied Nutrition
,
Erica Burkarth, Michelle Cribbet,

Jack Doebley, Finance
Matt Bamonte, NPKUA representative

Vitaflo, Lori Commisso, Jill

Michelle Cribbet, MACPAD Ohio Chapter

Ambrogio, Lisa Lewis, Biomarin,

Lisa Lewis, Director at large

Kim DeCosmo, Ener-G Foods,

Judy Griffith, Director at large

Elaina Jurecki, Sandy Simons, Monica

Kay Dunkle, Webmaster

Cengia, Nutricia

Jeanine Stokes, Director at large
Kim De Cosmo, MACPAD Eastern PA Chapter

Margaret Lunt- Historian

Erica Burkarth, MACPAD Western PA Chapter
Virginia Harrison, Director at large
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