A Letter from the President
Hello! I am so excited to be writing my first ―Letter from the President,‖ as your new President! MACPAD is an extraordinary
organization that has done so much for the PKU community; I am honored to be a part of it! There are so many things to celebrate
that MACPAD has already accomplished, and many things to look forward to as well.
Just a little bit about me – I grew up in Illinois, in a small rural town three hours west of Chicago, by the
Quad Cities. I graduated from the University of Illinois at Urbana-Champaign with a BS degree in
Biology. My plan was to take a year off and then apply to veterinarian school. I did quite a few odd jobs
(zookeeper at the Baltimore Zoo, park narrator at Sea World in Orlando), and eventually landed in
Connecticut and started a career in the pharmaceutical industry. I never did apply to veterinarian
school, but rather obtained a MS in Communication from Central Connecticut State University and
continued working in pharmaceuticals. Over time, I have worked in various functions within the
pharmaceutical industry (research scientist, sales analytics, marketing research, and marketing) and in
several states (CT, MA, and NJ). I am currently in marketing at Johnson & Johnson in Raritan, NJ.

My family and I moved to NJ about 6 years ago. I have three kids – Amanda and Tyler who are 14 year old twins in 8th grade, and
Nathan who is 11 years old and in 5th grade. Amanda has classical PKU. It has been quite the journey with PKU – first as a
newborn with a twin brother, then the elementary years, and now the teenage years – each with its own challenges and rewards. It
has been amazing to see her grow into a responsible young woman about to enter high school; she is responsible for her own diet,
takes her own blood samples, and speaks freely and frequently about having PKU. This last summer she was able to go to a PKU
camp where she made many friends and got even more independent.

For the last three years I have been the MACPAD NJ Chapter Chairman. Working with several chapter families, we have been able
to hold fundraisers and networking events for the PKU community in New Jersey. These events include low protein cooking
demonstrations, holiday cookie swaps, a pizza and bowling party, and most recently, our first 5k race and 1 mile fun run.

As MACPAD continues to provide support and education for PKU, I am hoping to add a few events over the next couple of years: in
2011, MACPAD will be celebrating its ―Million Dollar Milestone,‖ and I am hoping to celebrate this huge accomplishment! This
money, one million dollars, has been used for research, support, and education for PKU and we will highlight these developments
over the last few years and what impact they have had. As I mentioned earlier, my daughter attended a PKU camp last summer;
unfortunately, she had to travel quite a distance to the camp. I am hoping to start a camp for children with PKU that is more
centrally located, so that more kids can enjoy a week at camp and stay on diet. I am sure there will be other opportunities as the
year progresses, but these are just a few to get us started!

As MACPAD continues to grow and evolve, we welcome volunteers, ideas, and comments. Because of our community and the
families and individuals that make up our community, we have been able to hit major milestones for PKU – it is my hope that we will
continue to celebrate these milestones and create new ones!
Thank you,
Jill Ambrogio
President, MACPAD
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Fresh Thoughts on Living with PKU
By Virginia Harrison
As I stand in line about twenty people long, looking eagerly toward the line of occupied treadmills in front of me, I am painfully
reminded that it’s the beginning of another new year. Every January and February, the gyms on campus at Penn State University
are jam-packed with students, acting on their new year’s resolutions. While most will stop coming by mid-semester—when my wait
for the treadmill will return to 5 minutes rather than 30—the long lines are a sign of students’ efforts to keep their workout promises.
To distract myself from the long wait, I reflect on my own new year’s resolutions. I already work out six days per week, so going to
the gym wouldn’t be a challenging commitment for me. What are things I want to do better? Although I already take excellent care of
my diet, I could always re-dedicate myself to taking even better care, exploring new options, and getting more involved as a
volunteer. In this spirit, I’ve determined my New Year’s Resolutions for PKU, and I hope they will inspire you to make some goals
for yourself.
Accuracy Counts! I always weigh everything I eat, write down the quantity, and calculate my phe intake after each meal. But I
could always be more meticulous with my calculations. For example, when I bring a piece of fruit to work for lunch, I often estimate.
An orange or a handful of grapes aren’t usually going to be more than one equivalent. I’ll often estimate these foods, jotting ―1 EQ‖
down on my tablet and not thinking twice. But I might be hurting myself. The orange might be less than one equivalent or slightly
more. In reality, I might not be getting the right amount of phe at the end of the day, which prevents me from having more of a food I
love or unknowingly going over my daily allowance. It’s so important to count everything, no matter how insignificant it may seem.
Plan Ahead. Of course, there are instances where you can’t be completely accurate about your food, like when you eat out with
friends or family. In these cases, you need to plan ahead to make sure you have enough equivalents for the meal. Sometimes I’ll
make plans to go out with friends but don’t think very hard during breakfast about what I may order at dinner. Therefore, I’ll eat
cereal at breakfast and crackers at lunch, and by dinner, I won’t have enough equivalents remaining for pasta. Instead, I need to
think about what I might like to order for dinner at breakfast and choose low-phe breakfast options like Cambrooke’s MixQuick
pancakes, Maddy’s Crackels cereal, or Cambrooke’s breakfast bars. By dinnertime, I’ll have room for pasta or stir-fry, of course
estimating how much I’m eating during the meal.
For those times when dinner plans are last-minute, look up the menu online and see what is available. If I know my phe intake for
the day is already high, I’ll ask my friends to go to a restaurant where low-phe options like salads or vegetable soups are available.
You should never skip a dinner invitation because of your diet, and with a little planning, you’ll ensure there are plenty of foods for
you to enjoy.
Explore the Kitchen. Once I began to live on my own, I decided that discovering new low protein foods would become a ritual.
Each weekend, I’d pick one or two new recipes (or old favorites) to make, buy ingredients during my weekly grocery run, and spend
Sunday afternoon cooking. I make everything from soups to sandwiches, fruit salads to roasted vegetables. I make them in family
sized-portions so that I have containers full of food for the rest of the week. Not only is this a time-saving technique for meals during
the rest of the week, but also I’ve discovered new vegetables, flavors, and dishes to share with family and friends. I have grown selfconfident in preparing meals, skills that will be useful for the rest of my life. I’ve cooked a Thanksgiving dinner for my boyfriend,
created new ways to flavor bland foods (olive and thyme mashed potatoes, anyone?), and grown addicted to butternut squash.
Even if your family is busy every day of the week, as mine was when I lived at home, it’s worth the time it takes to cook a new food
every so often.
Get Involved. In the PKU community, we all face financial pressures that the rest of the public doesn’t, with expenses like formula
costs, clinic visits, and special food orders. Additionally, we are the primary donors to fundraising initiatives for PKU research.
However, it’s silly to think that the only way we can find a cure for PKU is by donating money. No matter what our financial means
are, we can volunteer with local PKU organizations or NPKUA to spread awareness by pitching stories to local news organizations,
joining advocacy efforts at the state or federal level, and speaking with representatives of corporations and foundations to get them
to invest in medical research for PKU. The best formula for success is to have a positive voice about the future of PKU research and
the accomplishments of those with PKU. Working in the fundraising industry, I’ve learned that complaining is not an effective
method of awareness. Of all resolutions I’m going to make this year, the most important is to remain positive about everything in life;
I hope you will join me.
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Remembering

Hunter William Renninger
March 8, 2007- January 21, 2011

Hunter William Renninger of Newtown, PA was granted his angel wings after passing away at Geisinger
Medical Center, where he was surrounded by his family and friends that he touched throughout his short
yet very memorable life. Hunter is the son of Heath and Heather Renninger. He was a member of the
Most Blessed Trinity Catholic Church and MACPAD. Each day spent with Hunter was a blessing. He
brought pure joy and love to the lives of those around him. He will be forever missed but will remain in the
hearts of those who knew and loved him.

Your PKU family
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Biology Comes to Life for MHS Students
7-Year-Old Brady Bly Provides Real-World Connection to PKU
Mason Ohio High School students in Rob Matula's biology
classes enjoyed a special guest lecturer on Friday, October
5. As part of a unit on genetics, students had the opportunity
to talk with an expert on Phenylketonuria (PKU) -- sevenyear-old MECC student Brady Bly, along with his father,
MHS English teacher Curt Bly. According to Matula, having
Brady and Curt share their story with his class was "a real
world application to what we are studying."
PKU is a rare genetic metabolic disorder that leaves the
body unable to process protein. Left untreated, the disorder
can cause serious developmental issues. Those with PKU
appear to be typical babies, but by four to six months of age, the damage due to the disorder is
already done. This is why all newborns are currently screened for PKU, but that hasn't always
been the case. The Blys showed the class a video, PK-WHO?, to illustrate the difference
between individuals who were not screened and treated for PKU and those who were identified
with the disorder and treated from infancy. Those who were untreated developed problems
with brain development, leading to progressive mental retardation, brain damage, and seizures.
Curt explained that Brady was diagnosed with PKU as a six-day-old infant. The Blys received a
phone call from a nurse, who shared that the screening had been abnormal. "As a parent, you
have a vision for what your kids are going to be," shared Curt. "That phone call changed the
vision." Once the diagnosis was confirmed, Curt and his wife Melissa, an Assistant Principal at
Mason Heights, both reacted in the same way-- "What do we do now?" Since then, the Blys'
youngest child, fifteen-month-old Gavin, has also been diagnosed with PKU.
According to Curt, treatment for PKU is effective but intense. Brady shared a PowerPoint
presentation called ―My Life with PKU‖ that explained how the Blys manage the disorder. Many
foods are off limits for Brady, including flour, dairy, pasta, and bread. Brady drinks a nutritional
supplement every day. Fruits and vegetables are a staple in the Bly home, with brussels
sprouts at the top of Brady's list of favorites. Obviously, variety is an issue with meals-- foods
can be served only so many ways! The one food group that Brady can eat without any problem
is candy, and Skittles are his first choice. The Blys also purchase medically-prescribed foods
that are produced by just four to five companies in the world.
Brady sees a geneticist and a dietician every two months and must have his blood drawn each
month to measure his phenylalanine levels. Without treatment, these levels increase quickly, so
it is important to monitor closely. With treatment and monitoring, Brady is able to do anything
other seven-year-old boys can do, including participating in sports like gymnastics and baseball.
"I am a normal kid," said Brady. "I can do anything!"
Curt appreciated that MHS Biology teachers Matula and Carol Lehman gave Brady this
opportunity to share information about PKU. "Both Brady's mother and I are very proud that he
has taken such ownership of the disorder," said Curt, "and has found positive ways of finding
meaning in it."
4

Up Close and Personal
We’d like to introduce John Stone- one of our newest Board
members

By the roving reporter

John is Corporate Director of Accounts Payable and Purchasing at NHS Human Services, Inc (NHS) in
Lafayette Hill, PA. NHS is the largest nonprofit provider of behavioral health services in the U.S., serving
over 50,000 individuals annually in multiple states.
John, How has PKU impacted your life and the lives of your family? Before my niece, Natalie was born, I
had never heard of metabolic disorders , especially PKU. I think it has made all of us much more aware of
dietary restrictions and needs and more aware of the sacrifices PKU families need to make. I am also
more aware of the need for research funding for PKU and the Allied Disorders.
How did you hear about MACPAD and why did you decide to become a Board member? My sister,
Melissa and her husband got involved with MACPAD when Natalie was diagnosed. Since then, Jack has
joined the Board and Melissa is extremely involved with many of the fund raising events the benefit the
organization. My own contact with MACPAD through the Doebley family, as well as my career in
marketing and fund raising, inspired me to seek an opening on the Board of Directors.
What main focus/ goal did you have in mind when you decided to serve the PKU community through
Board participation? My main objective was to lend my skills in marketing, communications and fund
raising to an already fabulous organization.
How do you envision MACPAD growing in the next 5 years? MACPAD is a very successful regional grass
roots organization. I believe that the Board of Directors needs to closely monitor expansion, since it is an
all volunteer organization.
What has been your most rewarding experience with MACPAD? Being involved in many of the local fund
raising events has been very rewarding. Also, watching my niece, Natalie grow up and flourish despite
her dietary restrictions has made me a very proud uncle.

The John Stone family- Makayla, John, Megan and J.J.
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MEMORIES PART TWO
(Continued from November 2010 newsletter)
A mom remembers what “the old days’ of managing PKU were like”
In 1986 and 1987, when Jason and Maggie were born, PKU
management for newborns was basically the same as it is today. Except
that in 1986, I was told to stop breastfeeding Jason immediately, and he
was placed on Phenyl-Free. In 1987,I breastfed Maggie. Since it is
unclear how much phenylalanine passes to the baby through breast milk,
blood work results are very important. Phenyl-Free was introduced
slowly, making it much easier to wean when the time came. I was able
to breastfeed Maggie for six months. I used a day planner to plan meals
for Jason and record Maggie’s Phenyl-Free intake, as well as record
everything PKU. Because I started this when Jason was born, it allowed
me to go back and review, and reuse, weekly meal plans from Jason, for
Maggie. The toddler years used overlapping menu plans, when their
weight and often their blood work, were very similar.
Visiting the PKU clinic once a month with two infants and a 4 year old was very difficult and very different
from what it is today. The clinic was bare bones and understaffed, rarely did I get even a chair to sit in
while waiting, usually sitting on the floor in a hallway with three little kids. The wait was long, the children
were bored, tired, and hungry – it was a half day in hell. When Jason and Maggie were about 10 and 11,
we stopped going to the clinic. It was difficult to get them out of school for clinic visits, so I started getting
their blood work done locally.
Even though Jason and Maggie are both borderline PKU, the school years brought new challenges.
Their weights varied now, and I had less control over what they ate when they were away during the day.
They both pretty much followed the ―food allergy‖ explanation at school and at play dates, social events
and sporting events. This worked fairly well until late middle school when Jason started feeling ―different‖.
He would eat what his friends ate. Most days they took their lunch to school, unless it was a special
lunch day with acceptable food. Maggie held steady to ―vegetarian‖ food, and really didn’t like many of
the regular foods that her friends had. The only real control I had at this point was at the dinner table. I
cooked, and we ate together as a family, every night. I cooked one meal with something in it for
everyone. As the High School years edged in, Jason developed a liking for meat, a liking that Maggie
never really developed. At this point, except for food at home, Jason strayed from the diet and formula.
He has some concentration issues that could probably be addressed with diet and formula, feels that he
has ―outgrown‖ PKU, but is otherwise a fully functional 24 year old. Maggie continues to watch what she
eats, which is difficult while living at college and cooking for herself with a crazy schedule. She has some
problems that can only be substantiated as PKU related with future research, perhaps even from the
study that she recently completed. She has Obsessive Compulsive Disorder and Hypersomnia (a lesser
form of Narcolepsy) somewhat controlled by medication. She is a senior at The College of New Jersey, a
functional and talented 23 year old.
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MEMORIES (continued)
Last week, Maggie and I visited the PKU clinic in Newark, NJ. This is the clinic that we’ve been
associated with since my children’s’ birth, and we are very comfortable with Dr. Anna Haroutunian,
Nutritionist JoAnn Friedman, and the amiable staff. Maggie took part in a 4 month study through
Children’s Hospital in Philadelphia, basically following her progress with Kuvan. Our visit to Newark
allowed us to discuss some test results and her future with Kuvan. Often, people will comment that they
don’t know how I managed all of this when the kids were very young. I never really thought about this
until discussing it with Dr. Haroutunian, and later, with a Research Scientist.
We were lucky enough to live in a State that tested for genetic diseases via the foot prick. PKU adults,
now in their late 30’s, and older, were never really ―diagnosed‖ until later in their lives and have had to
deal with many problems. Some were loosely followed and didn’t have the benefits of this generation.
Research money was hard to come by for rare diseases, with pharmaceutical companies balking at
research for development of orphan drugs. How fortunate we are today that there are dedicated people
who want to find answers and offer help to those with rare diseases. I never thought I’d see the likes of
Kuvan in my lifetime. For 20 years, diet was our only option, and now, who knows what great things the
future will bring.
I didn’t have the internet, Web MD, or Google, to use as my research engines in the 1980’s. I went to the
library and took out every book I could find on Metabolic Disease. I read everything the clinic gave me
and picked every brain I could find to make sure that I wasn’t missing any information. Even my
Pediatrician and GP, said that I was the expert, not them. They explained that medical school barely
touched on metabolic disease, especially rare ones, and this was a ―learn as you go‖ process. The real
experts are parents: Every child is different, every diet is different, and every blood work is different. The
parents learn, and teach, as they go along. Each and every one of you is an expert in your field,
hopefully with the strong support and guidance of your PKU Specialists and clinic.
The PKU Clinic at UMDNJ is surprisingly different since our last childhood visit 10 years ago. I have a
chair to sit in while waiting. I am especially happy for the clinic staff; it must have been torturous to work
under the old conditions. How pleasant it is now. The only downside is the absence of a special clinic for
PKU adults. This is something that my Daughter feels she will have to work on someday. And the future
looks brighter at this point. PKU girls are well versed with regard to pregnancy and diet, perhaps with a
little help from Kuvan and other phe blockers. There are more specialty foods and formulas available,
from caring companies expanding their lines every day. And let’s not forget support groups and
publications such as this, that help parents of PKU kids every day.
There are things that I wish I had done differently in my children’s upbringing, always thinking that I could
have managed their PKU better, perhaps with better results. But, I think I should stop second guessing
myself, since this ―pioneer ―Mom did the best she could.

Submitted by Margaret Christel
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2011 NPKUA PKU Research Grants Announced
The National PKU Alliance (NPKUA) announced today its 2011 research grantees who are working to improve treatment options for
people with phenylketonuria and pursue a cure. These grants are made possible by the fundraising efforts of NPKUA member
organizations around the country who each year hold local events to raise money for research.
Research Grants
Dr. Levy, Professor of Pediatrics at Harvard Medical School and Senior Physician in Medicine/Genetics at Children's Hospital
Boston, will continue a study entitled "Maternal PKU: Offspring Follow-Up and Maternal Nutritional and Psychological Status." This
is the first study to examine post-natal influences as well as prenatal predictors of offspring outcome. Preliminary findings suggest
that greater attention should be given to the pre- and post-natal environment of children born to mothers with PKU, as well as to
speech and language issues in these children. Ultimately, this study will change the standard of care and create a better
understanding of outcomes in the children of PKU mothers. Dr. Levy's work is being funded through the Pepsi Refresh Project - a
grant competition that the NPKUA won in August 2010 to support PKU research.
Dr. Ney, Professor in the Department of Nutritional Sciences at the University of Wisconsin-Madison, will continue to evaluate GMP,
synthetic amino acids, and casein control diets on osteopenia in the PKU mouse model and wild type liter mates. Dr. Ney has
already demonstrated that GMP diets lower the Phe in both blood and brain in the PKU mouse model. There have been
observations documented that osteopenia does occur in PKU patients. Dr. Ney's hypothesis is that the GMP diet provides a source
for more substantial systemic protein synthesis, a reduction in acid levels that would favor bone formation and more proline to
support cartilage and scaffolding to enhance bone formation.
Dr. Harding, Associate Professor of Molecular and Medical Genetics at Oregon Health & Science University in Portland, Oregon,
has been working on gene therapy to cure PKU in the PAH mouse models for more than 10 years with support from NIH. In order to
translate this research into the clinic, vectors carrying the human PAH cDNA must be designed and carefully evaluated in a
preclinical study. Specific gene therapy methods will be incorporated to improve the liver PAH expression from the human PAH
cDNA and will be compared head-to-head in a short 8-week trial in PAH mice following portal vein injections and measuring the
blood Phe levels. A second specific aim is to use sequences from the human 285 ribosomal RNA gene (rDNA) in an effort to get
permanent integration with the recipient genome so PAH expression will not diminish over time and thus could lead to a cure for
PKU in humans.
Postdoctoral Fellowship
Dr. Gramignoli is a Visiting Scholar in the Department of Pathology at the University of Pittsburgh School of Medicine, which is
internationally renowned in the field of liver and hepatocyte transplantation. Hepatocyte transplantation has been successfully used
to treat other metabolic disorders, but its efficacy in treating PKU had not yet been studied. During the last year, he has made
significant progress in developing the mouse PKU model to test hepatocyte transplantation as a cure for PKU. Dr. Gramignoli and
his team possess a level of commitment, excitement, and expertise that was evident in a successful site visit to the University of
Pittsburgh lab last fall. Based on this visit, the NPKUA is pleased to support this post-doctoral fellowship award for a second year.
NPKUA Research Selection Process
The overall funding strategy of the NPKUA is to support projects that will promote advances in the treatment and management of
PKU, with a long-term goal of facilitating the development of a cure and to facilitate the growth and expansion of young, innovative
researchers working in the inherited metabolic disease field. The NPKUA's Scientific Advisory Board is made up of eminently
qualified physicians, researchers, and clinicians who are leaders in their fields to evaluate proposals, including Dr. Thomas Franklin,
PhD; Dr. Emil Kakkis, MD, PhD; Dr. Harvey Levy, MD; Kathyn Moseley, MS, RD; Dr. Ray Stevens, PhD; and Dr. Bryan Hainline,
MD. Each year this board goes through a rigorous evaluation process to select those proposals that will meet the above funding
strategy.
"The NPKUA Scientific Advisory Board ensures that funds from the PKU community will go to support the most promising, rigorous
research in the field," said Scientific Advisory Board President, Dr. Tom Franklin. "These proposals have been thoroughly vetted by
scientists and clinicians who are familiar with the current state of PKU research and recognize opportunities for advancement."
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PKU Formula and Low Protein Food Product Development
When first asked to write an article for the MACPAD newsletter about how PKU formula and low protein products are developed, I
wondered if anyone would be interested. The more I thought about it, the more I felt this was something everyone would find
interesting for one simple reason; we develop and create products for you, the PKU community based on what you, the PKU
community, tell us you want.
PKU formula product development first begins with a need. For example, in 1993 the Oregon Health Sciences University completed
research on how to make PKU formula taste better. The researchers thought that if the taste of formula was improved it would be
easier to drink and ultimately encourage people with PKU to stay on diet. This study, published in the Journal of Inherited Metabolic
Disease, showed that using a specific combination of amino acids did result in a better tasting formula. PhenylAde Orange Creme
by Applied Nutrition was the result of this landmark study to improve formula taste. Based on this need to offer better tasting PKU
formula, the PhenylAde product line expanded to include multiple flavors so people could choose the one they liked best. In this
case, improved taste was the need and PhenylAde Drink Mix was the answer.
Listening to the community to create new products is the driving force for all product development at Applied Nutrition. Prior to 2005,
PKU formula was mostly designed as a one product fits all approach. Our research with teens and adults revealed a need for a low
fat and reduced calorie formula option for PKU. Young children need to feel full from their formula and receive the majority of their
calories from PKU formula. However, teens and adults have different diets and needs; they dine out more often, enjoy vegetables
and salads, cook low protein and ultimately get more calories from food. Formulas with full fat and calories may contribute to
unwanted weight gain in this older group. Creating PhenylAde40 and PhenylAde60 answered this problem. These formulas are low
fat, reduced calorie, high protein phenylalanine-free formulas that can meet the teen and adult’s need with less volume.
Another common problem reported was the bulky packaging of canned formula and its portability. We hit this problem head on by
packaging our full product line in pre-measured single serve pouches for easier travel and mixing on the go. As you can see,
listening to the PKU community is the most import piece of the puzzle when creating new products.
Now you know how we identify the need for new products and packaging, but how do we develop them? This takes time, patience
and skill. We have a team of product formulation experts and knowledgeable metabolic nutrition specialists that work to develop
products that not only taste great but are nutritionally sound. Dietitians are the best resource for nutrition knowledge and always
have the health needs of the PKU community in mind. Your nutrition is our top priority at Applied Nutrition and our development
team is always on the cutting edge of nutrition science. In 2008, we introduced PhenylAde Essential a Heart Healthy version of
PhenylAde Drink Mix. This healthier product includes soluble fiber and an improved fat profile with reduced saturated fat. The
addition of flax oil provides a healthy 4:1 ratio of Omega-6 to Omega-3 fatty acids. All of our products meet or exceed the
recommended vitamin and mineral intake for children, teens and adults. Another example of how our nutrition team of experts brings
the best nutrition to you is our recent increase in the vitamin D content of PhenylAde Essential. On January 1, 2011 the Daily
Recommended Intake (DRI) for vitamin D tripled from 200 IU per day to 600 IU. Our team of experts knew this change was coming
and increased our vitamin D content for the start of the New Year.
Our Maddy’s line of low protein foods began as a desire to give back to the PKU and low protein community. The goal was to create
great tasting, affordable, low protein foods and snacks. The development of these products goes through rigorous testing and fine
tuning before we introduce a Maddy’s product. Using the latest food science technology, our research and development team
creates recipes to be low in protein while matching the quality of the high protein versions. For example, Maddy’s Yellow Cake Mix,
started with a preliminary recipe for one cake. Once baked, it was tested for texture, taste, consistency, look and mouth feel. If the
cake wasn’t moist enough, changes were made to the recipe and tests were repeated. We know a perfect cake that is the same
each time you make it at home is the sign of a good product, so we test, taste and re-test until the product matches the Maddy’s
high quality standards. We call this bench work; it starts with small batches that grow in size as we near a final product. After a
product is finished, we send it out to the entire company to try at home. They get a sense of low protein baking and more importantly
get to taste all of our delicious products! This way, when you call to place an order or ask a question, the person on the phone
knows how to make the product and exactly what it tastes like. Go ahead, next time you call, ask the person on the phone what their
favorite product is. We all have our own personal favorites.
The bottom line for making successful new products is listening and understanding the needs of the PKU community. We
understand the importance of our products and the role they play in your life; this comes from being part of the PKU community. We
attend countless events and conferences around the country so we can hear your thoughts and requests. Our website contains
areas for feedback where people can share recipes and ideas. We always want to hear from you; be sure to look for us at your next
local event or email us your product suggestions or ideas.
Written by Sandy Simons, MA, RD, CHES, Applied Nutrition Corp. You can email me directly at Sandy@medicalfood.
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MACPAD PKU Awareness Events and Activities
MACPAD Eastern PA Chapter Recent Events
Cooking Demo
This past December, Eastern PA was lucky enough to have two great PKU events. The first
event was a Biomarin sponsored Cooking Demonstration led by Gina Valente. The cooking
demonstration featured Gina’s low protein dishes from her Thanksgiving menu and most items
were also in her ―Gina Cooks Low Pro‖ cookbook. The best part of Gina’s recipes are that they
are super easy and quick to make. They also involve mostly ingredients you can find at your
local health food store! At the demonstration, families got to watch Gina cook, as well as taste
every recipe she made that day! If Gina is ever in your area, I highly recommend attending one
of her cooking demonstrations. It was one of my favorite cooking demonstrations by far.
Low Protein Cookie Exchange & Holiday Party!
The second event was the 2nd Annual Holiday Party. The event was sponsored by both, Vitaflo
and MACPAD. This was a great event to taste other family’s low protein dishes, and relax with
other PKU families. There were games, crafts, and lots of cupcakes and cookies for the kids to
decorate. A special thank you to Jennifer Crowe for all of her hard work making the Cook For
Love Gingerbread men which were amazing! Each family makes individually wrapped low
protein cookies for each family at the event and then each family goes home with a basket full of
great tasting low protein cookie bags of all different varieties! We will definitely continue this
tradition next year!
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MACPAD PKU Awareness Events and Activities

WHAT?

Friends of Jordan PKU Fund Raiser

Sponsored by MACPAD and organized by “mom”, Diane Sassone

Who?
Where? Greenhouse Café, 7717 3rd Avenue, Brooklyn, NY, 11209,
718-833-8200

When? Sunday, April 3, 2011 at 4:00
WHY? You can make a difference in the lives of people and families affected
by PKU by supporting events like this and getting involved with organizations
like MACPAD. Our fundraising efforts are helping scientists conduct research
into more effective treatments and eventually a cure for PKU. 100% of the
profits from this event will fund PKU research. MACPAD and it’s members
provide support for PKU –affected people and families, and act as advocates
for issues important to the PKU community.
Contact Diane Sassone@ klaygirl70@yahoo.com or 917-402-3145 for further
details.
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MACPAD PKU Awareness Events and Activities

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
Bring your Family and Friends to our:
3rd Annual Northern Ohio
PKU Picnic/Walk
Medina County Park’s, Hubbard Park, Lakeside Shelter
When:
Where:

Saturday, May 7th, 2010
8600 Hubbard Valley Road, Medina:

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
If you would prefer you can pre-register by mailing your donations to: Shelly Cribbet, 2494
Mack Road, Fairfield, OH 45014, receipts are sent upon request

10:00 am to 10:15 am

Welcome

10:15 am to 10:30 am

PKU Group Photo

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

Walk for Awareness & Research
Social Gathering

Enjoy a Low Protein Spaghetti Lunch
Sponsored by Vitaflo and our local representative, Monica Cengia *please email a
rsvp to cribbets@hotmail.com or Call or Text Shelly @ (513) 266-5322 with the estimated amount of guests
coming with your family for ordering food by April 17, 2010, this is a must for the meal
Have PKU food that is not being used? Let’s swap…bring it…..
Come spend your morning meeting and socializing with other PKU families and by talking to low-pro
Venders, pharmaceutical and formula representatives. Brings coats and umbrella’s if needed, parts
of trail can be muddy.
If you have any questions, please contact Shelly 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
6th

When:
Where:

Annual Southern Ohio’s, PKU Walk-a-thon

Saturday, May 21, 2010
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
*If there are extra’s at the end of the walk you may purchase them for $5.00, the shirts
were not donated this year.

10:00 am to 10:15 am

Welcome

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

Enjoy protein free Soft Serve, courtesy of VITAFLO and our local rep, Monica Cengia, MSEd,RD, LD, CDE
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 group will be
donating them to Cincinnati’s Ronald McDonald House*
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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MACPAD’s UP STATE NEW YORK CHAPTER
Requests that you “Save the Dates”

Spaghetti Dinner – April 10, 2011

“Stroll for Strong” – June 4, 2011

For details contact Lori Commisso at :

Commisso5@gmail.com

Upcoming MACPAD 2011 Events in Eastern PA:

th

4 Annual Easter Egg Hunt & Sunday Brunch - tentatively scheduled for April
th
17 in West Chester, Pa
Annual PKU Summer Picnic – This event will feature both old and new traditions,
and lots of new activities!
*Fall Harvest Event/Fundraiser – Looking for a family to lead this new event in
October 2011. Contact Kim DeCosmo if interested (Kimdecosmo@hotmail.com)
Low Protein Cookie Exchange & Holiday Party – December 2011
**Eastern PA is looking for a person to help co-organize some of our 2011 events! Please contact Kim
DeCosmo if interested.**
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MACPAD PKU Awareness Events and Activities
Upcoming MACPAD Western PA Chapter Events
June 2011- PKU Walk/Run for Awareness and Research in Pittsburgh, PA
……………………………………………………………………………………

PKU Day at PNC Park during July or

August!

………………………………………………………………………………

First Annual MACPAD Charity Dinner Dance with entertainment. The inaugural
event will be held in January 2012!
………………………………………..
Plans for these events are in the formulation stages! Watch
www.MACPAD.org for detailed information as it becomes available.
Future editions of this newsletter will also outline the plans for these
events.

MACPAD’s Delaware Chapter
4 th Annual PKU Golf Fore A Cure
Save the Date

th

Thursday September 8 , 2011

Rock Manor Golf Course

1319 Carruthers Lane , Wilmington, DE 19803
Fun Filled Day with Lunch, Round of Golf and Awards Ceremony
If you would like any information on playing or sponsoring this event
Please contact Noelle Bamonte; mnbamonte@comcast.net
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BIRTHDAY WISHES
JANUARY
Name
Caleb Arbuckle
Amanda Wang
Andrew VanKirk
Benjamin Dickson
Tanner Ringwalk
Ethan Seth Woosley
Joshua Stanfel
Colin Kvam
Carter Hirtle
Shayna Irgang
Ryan Welch
Ellie Munn
Christiana Primeau
Jack Martin
Breanna Stewart
Elizabeth Andrews
Dusty Rodgriguez
Sidney Dial
Joshua Ranney
Heather Matthews
Stephen Schulze
Madison Jade Camp
Jonas Martin
Levi Stasney
Zachary Leaf
Annie Berry
Tyler Brenneise
Aaron Beller
Stefani Leopold
Daniel Joseph Danko
Keith Weaver
Jonathon Evan Thomas
Henry Martin
Lukas Voights
Elizabeth Zabinski
Greg Reynolds
Kennis Bingham
Jacob Michael Commisso
Declan Gallagher
Joshua Horst
Sara Brinsfield
Cassandra Valvo
Callie Zenda
Jennifer O'Halloran

FEBRUARY
Name

Date

Courtney Unger
Melissa Badalyan
Taylor Staffa
Margaret Partlow
Aaron McCulley
Dalton Prior
Cortney Elwert
Chaislynn Hauck
Madison Hostetler
Danica Saddler
Benjamin Beranek
Ginger Bechard
Mary Fisher
Luke Teat
Evan McClymont
Tara Santimauro
Shaun Mattern
Ethan Hipsley
Mason Quiram
James Kruvalis
Ali Warnick
Audrey Henry
Anthony Edson
Tracy Beck
Michael Chirigos
Gregory Chappell
Greg Orris
Jodi Pickering
Jacob Graver
Mary-Jo Flynn
Rylee Oglesby
Garret Norris
Ryan Foust
Ian Brown
Theron Feeser
Daniel Gilbert
David Esh

1
1
2
3
4
4
4
7
7
7
8
8
10
11
12
12
13
14
15
16
17
17
20
21
22
22
25
25
26
26
26
26
27
27
27
27
27
28
29
29
30
31
31
31
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Date
1
2
6
6
7
8
8
8
9
9
9
11
11
12
13
13
14
14
15
15
16
17
18
19
19
20
20
23
25
25
25
26
26
26
27
28
28

BIRTHDAY WISHES
MARCH
Name
Allison Joan Wodzisz
Lane Chabarria
Robert Schreck
Kammie Harmon
Christopher Skiles
Gracie Kennedy
Kayleen Wilson
Connor Anderson
Amanda Bracero
Brighit Riedmuller
Maggie Regan
Julie McMullin
Paul Mattingly
Louise Martin
Rose Mularadelis
Abigail Myers
Julia McGoldrick
Dylan Resnick
Matt Verdecchio
Logan Handlin
Zachary Loy
Christian Thornton
Gabrielle Fennimore
Brendan Larkin
Rebecca Lehman
Kelly Meyer
Antonio Hernandez
Ian Shaw
Tony Lashlee
Jada Boyd
Brooke Paolella
Courtney Alexander
Hailey Kirk
Brooklyn Hilty
Stephanie Stremer
Michael Racette
Logan Orr
Jake Chandler
Emalee Green
Devon Resnick
Stephanie Smith
Gina Liscio
Laura Carolina
Andrew Spaulding
Jessica DePasquale
Virginia Harrison
Claire Kelly
Don Stanziale
Deanna Miller
Karan Scott
Andrea Pate
Elizabeth Heinz
Cristina Marie LaRosa
Keri Stout
Luke Rodrigues
Daniel Schultz
Stephanie Stahl

APRIL
Date

Name

1
2
2
3
4
5
5
5
5
6
6
6
7
7
8
9
9
9
9
10
10
10
10
11
12
12
13
13
13
14
15
16
18
18
19
20
20
20
20
20
22
23
23
24
24
24
26
26
27
28
29
30
30
30
31
31
31

Joseph Shields
Alicia Kimbrell
Denise Feeley
Ashleigh Ginter
Stephanie Bradley
Jennifer Klimek
Lauren Goss
Andy Ross
Danielle Whitley
Jennifer Guerriero
Luis Hernandez
Moriah Soslau
Raymond Waters
Jayse Beverage
Amelia Rudnicki
Benjamin Dombach
James Cochran
Amelia Sophia-Rose
Luke Weishaar
Xavier Kaiserian
Shyla Davidson
Mary Elizabeth Butler
Rose Snyder
Anna Marie Jordan
Michael Joseph Treviso
Jesse Dehaven Jr
Donnita Fox
Thomas McDaniel
Jonathan Stanfel
Jack Murphy
Laurie Small
Evan Inserra
Cassie Harner
Taylor Rogers
Kenneth Allen
Diane McCown
Sean Finnegan
Giovanni Valone
Taylor Lennox
Kayla Salmon
Lauren Lamina
James Foster
Tatiana Medina
Joseph Simpson
Stephanie Garcia
Macalan Dorazio
Grace Elizabeth
Aidan Bell
Krista Byrne
Sam Kramer
Carrie Leone
Sat Guru Singh Kalsa
Sara Rodes
Kennedie Roberson
Sam Nolinske
Noah Cabrera
Rylee Fowler
Dylan Chandler
Eduardo Garcia
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Date
1
1
1
1
2
5
5
6
7
7
7
7
8
9
10
10
10
10
10
11
11
11
12
13
13
13
14
15
16
17
17
17
18
19
19
19
19
19
19
21
21
22
22
22
23
23
23
24
24
24
25
26
26
27
28
28
28
29
29

GRANDMA’S CORNER

Dear Grandma,
Please tell me how I can help the PKU community during the year?
Brenda from NY
Now that spring is coming, I think we should think of something special that we
can do to help our PKU community. This would be like a New Year’s Resolution.
First of all, if you do not belong to a PKU group, find one and join. You can find
lists of local PKU groups at www.NPKUA.org and www.MACPAD.org .You will be
helping yourself and the PKU families in that group. Every organization can
always use extra help and volunteers, so what are you waiting for? MACPAD is
such a great group, you are missing out if you don’t join. They have raised so
much money over the years to help PKU research and that it is amazing. None of
that would have happened without VOLUNTEERS. Go online to www.PKU.com
or talk to a PKU friend about what groups are available. If you don’t have a PKU
friend, that is even more reason to join a group.
MACPAD has many events to participate in. My grandchildren’s favorite is the
annual picnic at the Weavers farm in Lancaster, PA. It is a great chance to meet
other PKU families and see how PKU affects their lives and how they handle
different situations. It is so much fun, just to talk to someone who understands
what it is like to live with PKU on a daily basis. Many great friendships are
formed this way. It also helps our children to find out that there are other
children who face the same challenges that they do.
The National PKU Alliance is a special group to be part of also. There is power
in numbers and if we all band together, we can get so much more done than we
ever could alone. Please find out what is available to you and do something
NOW. It will be the best thing you could do to help your child, yourself or
anyone you know who is affected by PKU.

Grandma
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